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EDDIE KIER: As soon as everybody settles, we will be on our way. Are the interpreters ready? We shall begin. I am Eddie Kier, and I am a board member of Able Australia and for many years I was president of the Deafblind Association, now Able Australia. This is absolutely amazing for me to see all of these people here coming from overseas, from different States of Victoria, and I want to flash back for two minutes to 1963. I was appointed as the audiologist in charge of the hearing clinic at the Children's Hospital in 1960. We were then at the end of a huge rubella epidemic. It was my job to assess the hearing of the rubella children born from that epidemic. Many of them were both deaf and blind, and the pediatrician who had been in charge of the case then would say to the parent, "Rubella in the first three months of pregnancy, your child is going to be deaf, blind and intellectually handicapped, so here is a form for you to fill in for the residential cottages and you had better do it quickly because there's a long waiting list." That was 1960. One parent who was living in Tasmania was told the same thing by her pediatrician, but she came up and wanted a second opinion. We tested the little boy, Peter, and in the process of talking to the mother we suddenly found that Peter, the supposedly deafblind and supposedly intellectually disabled 3-year-old had disappeared.  We were in a panic. We searched and could not find him. We thought he might have run out on the street. No. Then I stood still and I heard a sound repeated (whooshing sound). To set the stage, that was the hottest day that Melbourne -- this was in January -- had experienced. The temperature was 110 degrees, which is 40-plus on today's scale, and this supposedly retarded boy, we traced the origin (whooshing sound) sound source and there he was engaging in the most adaptive behaviour you could experience. He was in the toilet sitting with his feet in the bowl and he was flushing the toilet every time it filled (whooshing sound). We set up a little group of parents and started doing early intervention. Kew Cottages, there was a marvelous pediatrician who looked at the children and found they were making progress. We got together with him and the parents coming to me and that was the beginning of the Victorian Rubella and Deafblind Children's Association. It amazes me when I see what's happened around the room. This panel discussion allows us to interface with the people for whom we were originally established. I will ask them to introduce themselves with one quick sentence as we go along. First of all, name yourself and introduce yourself.

ALISA WILLS: I am Alisa Wills, I'm the administration officer for the Australia Deafblind Council. I started in August last year so I am relatively new to the deafblind field but not to advocacy.

PRESENTER: I am Beverly, I've been on the board with Eddie for more than 40 years. I'm the parent of a deaf legally blind artist child living in one of our beautiful Able homes. That is why I have my beautiful rose coloured glasses on. I don't know how long they will last. 
PRESENTER: I'm Irene, from Sydney New South Wales where I'm secretary of the Deafblind Association. I was on the steering committee for the ADBC in 1994 until 2004. I was president for five years. I'm also the representative for the Pacific on the World Federation of the Deafblind. 
PRESENTER: Last but not least, a very old friend of mine, Heather Lawson.

HEATHER LAWSON: Thank you. My name is Heather Lawson. I have been asked to attend the panel - I've been very much involved in the deafblind community for many years now, after I lost my sight, so I've been very much involved in the Victorian Usher's and Deafblind Group for many years now assisting in a range of different activities, social activities, et cetera, Deafblind Awareness Week, in the campaign that's involved there, a lot of education, educating interpreters at RMIT. I really enjoy educating people about deafblind awareness. I'm now involved in the Victoria Deafblind Advocacy Group, I think it's a fantastic direction, looking at changes for the future so I'm very excited about that.

EDDIE KIER: Feel free to ask the panel about their own experiences, because we have people here who have really experienced what it is like to be in a Deafblind environment.

AUDIENCE MEMBER: Hi, Carleeta speaking. I come from Sydney and I have studied community services, I have a degree, so it's fantastic to be here today because I find it relevant to my past studies. I also am involved in the Usher's Syndrome Group and I've been involved for a long time, but I'm finding that there are not many people with Usher's Syndrome in Sydney, most of them have experienced hearing loss because of other reasons, or perhaps maybe they were visually impaired first in one eye and then eventually lost another. So I'm finding it quite difficult to find those people with Usher's Syndrome and those as well who have some form of deafblindness are becoming more and more isolated within the community. So I would like to find a way to have more members as part of our Usher's Syndrome group but it's not easy. I'm also a committee member of the Australian Deafblind Council as well. 

EDDIE KIER: Thank you very much. Would somebody like to answer that question, which is essentially: I am an Usher's Syndrome person and I would like to be put in touch with a wider community with people with similar disabilities. 
HEATHER LAWSON:  I'll try to answer your question, Carleeta. Are you specifically asking about people with Usher's Syndrome only? 
AUDIENCE MEMBER: Yes, I am. It's very difficult

HEATHER LAWSON: Okay. I remember there are some people with Usher's Syndrome that came back to the service in the late '80s and they were saying they couldn't find other services, and there were other organisations that didn't really have the right awareness about people with Usher's Syndrome and they didn't know where they could get appropriate assistance. In the early '90s there was funding in the DBA to develop the Usher's Syndrome programme and a lot of different organisations got involved in that and came together. There were meetings involving mostly professionals, I wasn't involved at the time. They created a report that was written from these meetings. Now, many organisations are more aware about Usher's Syndrome but slowly these people are starting to appear within the framework. Since 1989 when I moved to Sydney, that's when the Usher's group began, but since that time it's been difficult to find and locate more of these people.

AUDIENCE MEMBER: I know what you mean about just through the organisations and making the organisations very open, talking openly, I have forgotten what I said before --

AUDIENCE MEMBER: I have spoken to the Deaf Society but often find that it's not a priority. 
AUDIENCE MEMBER: I know a lot of deaf club are trying to locate individuals.

AUDIENCE MEMBER: We need more interpreters in the group but we find Deaf Society are not taking this initiative on, and I'm finding it problematic with the Deaf Society of New South Wales.

EDDIE KIER: If I could just make a suggestion that Carla Anderson would be a person to approach. Other questions?

AUDIENCE MEMBER: My name is Jo, and I would like to ask you, Heather, specifically more about who is involved in the advocacy group and who specifically you are targeting through that group and what are your goals and aims. I'm assuming you are lobbying the Government but what is the aim of the advocacy group that you've established?

HEATHER LAWSON: The group is new. Our aim is to encourage deafblind people in the community, to ensure they have the support they need and awareness they need, that they have support for travel so that people with deafblindness are able to be involved. Our aim is to get people involved, to make sure that deafblind people are involved as the decision makers. There's a lot of frustration that a lot of people feel.  Sometimes they are unable to achieve things because they feel isolated so getting people together in numbers is a way that we can achieve the things we need to achieve.  I think it's very important that - we're not trying to exclude anyone with deafblindness - we welcome everybody so we can make people aware of what we're doing. As an individual I'm often very busy and can't get involved in everything. I'm often asked to attend different events and can't do everything. We need to work together and assist each other. That's my aim with the advocacy group.

AUDIENCE MEMBER: This is Gail. Your advocacy group, is it just for Victorians, or is it national?

HEATHER LAWSON: Ours is a Victorian group, but we would really like to encourage you to set up your own advocacy groups in your own States. We are responsible in looking after Victoria but please do encourage deafblind people in all of the other States around Australia - New South Wales, Western Australia, et cetera, et cetera, et cetera - to establish your own advocacy groups.

AUDIENCE MEMBER: I would like to say when I was young I didn't know that I had Usher's Syndrome and it was quite a frightening time, there was a lot of negative things going on, and when - I hadn't actually met another person who had Usher's Syndrome but the day I did and they told me all about it, I was living in Queensland at the time and it was a person from Melbourne who came up and told me about Usher's Syndrome.  That was the first I heard of it. I accepted it at that point, but there are so many people out there who have Usher's who are in mainstream schooling or in a deaf education system, they have got friends they have grown up with and then when they find out that they have Usher's Syndrome to then join another group, it can be quite difficult. They are in education settings where they have interpreters, where everything is sighted, but then  once you have Usher's Syndrome people seem to reject you. And, over time, people with Usher's Syndrome find it very difficult to meet and talk to other people, because they are constantly rejected. That's been my experience, but at that point I realised I just wouldn't approach those people ever again. It took a long time to form friendships, so that's why it can be difficult for other people. Maybe we should encourage more people. What do you think?

EDDIE KIER: Perhaps I could involve Irene in that. It's a broader sort of a policy issue from the point of view of the deafblind council. Would you have something to say about that? 
AUDIENCE MEMBER: Yes. I think that happens to all deafblind people, not just people with Usher's Syndrome. It is known as the most isolating disability. I find it aproblem, too, with being in a wheelchair, because like you I'm the only person in a wheelchair and if I go to the Spastic Centre for my day programme I'm the only person with deafblindness, so it does happen across the board. We just need to make sure that we're letting people know, and encouraging them to interact with us, so that we can teach people about deafblindness. Thank you. (Audio and technical difficulties) (Audio and technical difficulties)
EDDIE KIER: Who in the panel would like to tackle that question first? We have a representative from the Australian Deafblind Council. Would you like to say a word?

ALISA WILLS: I see my role moving forward with ADBC to certainly raise the awareness and profile of deafblindness in our community. I come to my role as an advocate for my 10-year-old autistic son, and he was diagnosed when he was 4 years old on a spectrum and although deafblindness is a relatively new disability to me, I'm very passionate and committed about raising that profile and hopefully lobbying as many people as we can to try and find some answers to that question, because I certainly think it is a very important question that needs to be answered moving forward. I started with ADBC in August last year and I have spent the last - up until now, to the conference, establishing an office and a base for contact for people, and I would certainly love to hear from anyone in the deafblind community with thoughts any ideas, if you can email me. As I said, I'm very committed and passionate to assisting to raise the  awareness, and I think in order to get the services and the answers that we need, we need to put deafblindness front and centre. Thank you.

EDDIE KIER: I would like to ask Beverly to expand on that, and to hypothesise into the future and put you into Dr Who's time capsule and send you 10 years forward and the door opens. ...(audio dropout)... I have been trying to get some information here on the cochlear implant to see if that will improve some of her hearing. One wants to see her in a supportive caring environment... ...(audio dropout)...

AUDIENCE MEMBMER: My health would be an important consideration, so issues around housing supported by the Government so having the funding for that, so hopefully I have funding available so I can actually participate in external activities, so funding around that as well as my housing, that would be a priority, so first of all it would depend on my health and how far I deteriorated so perhaps if I was able to live somewhere with people who could communicate with me, preferably not with people who were hearing and couldn't sign. There may be adaptations in my house, my bathroom, I may have to move out if that don't happen. I would prefer to stay there but it would depend on my health and condition at the time....(technical and audio difficulties)......There is room for big improvement now, because they are put out into the community without a lot of support, but medically, we were very satisfied. I think that's still the case, isn't it, Eddie?

EDDIE KIER: Yes, it is. Irene?

IRENE MCMINN: I had a lot of problems when I was young because of my cerebral palsy. They didn't identify it until I was 2, so my mother didn't know what was going on. I couldn't walk and I couldn't talk when I was 2. She didn't really know what was going on, because nobody actually told her I had cerebral palsy. When she was told, she was told to put me in an institution and forget that she had me. Of course she wouldn't do that. I've been lucky, I've had very supportive parents, and they set out to teach me and to help me to learn to overcome my disability. That's why I am where I am today, but I think the medical services have a lot to learn and it's up to us as disabled people to tell them. They don't know themselves, so we need to tell them, and like everything it's a case of lobbying and talking to people and trying to get the message across. Thank you. 
EDDIE KIER: Heather, could you comment honestly about the experiences that you've had in the diagnostic medical field as you were growing up and what were their deficiencies and how do you think they could be rectified?

HEATHER LAWSON: Thinking about how things could be rectified in the future, I'm sorry I'm not really sure if I can respond to that question. I guess if it's been identified that somebody is deaf, then they would need to attend a service such as Vic Deaf and be diagnosed and put through various assessments and tests to identify vision impairment at an early stage so people know what to do for them down the track.  I found out I had Usher's Syndrome at 28, very late in life. I had issues with my vision as a child. My doctors weren't aware of my condition at that stage. I had some kind of tunnel vision, I was forced to wear glasses, eye patches and all types of resources offered to me which was quite difficult. One day a teacher twigged and suggested to my mother I go to the Eye Hospital and have various assessments. At the time I didn't have access to interpreters so I didn't know what was going on when I had these assessments. It was a distressing time. I was in tears and my self-esteem was at an all-time low. I was directed to organisations and they suggested services that could be provided. Looking at all the accidents I had as a child, becoming frustrated because of my impairments, I was angry because I wished I knew about this earlier on and I had been to so many doctors' appointments, I was disappointed, I felt let down by the medical system. My parents often told me off for tripping over things and causing accidents. They didn't realise themselves what was going on. Nowadays one would hope identifying Usher's would be better than what it was back then.
ALISA WILLS: I would like to take off my ADBC hat for the moment and put on my parent hat of a disabled child. The key for medical professionals, and I found this in my own personal experience and my son's paediatrician has said this to me, I think they need to listen to parents and carers more. I think that's the key. Sometimes, and I've come across many wonderful people in my son's life, but more importantly I think the medical profession needs to listen to parents and carers and let them have that voice. I think that's probably the most important thing.

EDDIE KIER: We have one of the most caring members of the medical profession here today. 
SVEN TOPP: Just a quick response to that last comment about listening to parents and carers. I understand what you were saying and I can sympathise with that experience. I lost my vision at 10. As a child of 13 it was a difficult time, it's important to listen to the deafblind children. From my own experience, the time was stressful not just for me but for my parents too but there wasn't much service at the time and we didn't know what we had a right to or what we were expected to do. So making children aware of what is going on, what is expected of them and what they should expect is important.  I believe it's important that my son knows that he's at the centre too and he's aware of what will be going on and as a parent we say we all know what's best, and I think we do but we also make sure the child knows their own rights and they also have a say as well.

EDDIE KIER: Thank you very much, because you are a brilliant example of somebody who has not only had all of those problems but now have devoted yourself to helping other people with those problems. I think if there are more people like Sven in the community we will have things acted upon very much more quickly. We've started late, we've gone 10 minutes over but that's fine, because what I want to say is at the beginning in 1960 we had that picture. I want to finish on a positive note, as I look around the room and see what's been happening and I also hark back to the first, second and third papers which were presented on retinal implants, and cochlear implants. In 1960, such a thing was absolutely incomprehensible. Hopefully with additional medical process and understanding of professionals who are dealing with people like that, but most importantly, with increasingly loud voices raised by the people for whom we have arranged this conference, I really can see the future, from where I started off in 1960, I literally can't see an ending to it. I think this is going to continue to progress. I would like you on that note to please thank the panel enormously for their contribution.
