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JULIE EDMONDS: Welcome to Western Australia and the 67th
National Better Hearing Australia Conference. My name is Julie
Edmonds and I am the Chair of Better Hearing Australia WA branch. I
would like to say thank you to the WA branch for hosting this
Conference. Thank you to the Western Australian Committee and Members. I also thank our major sponsors the National Relay Service, Lotterywest, Hearmore, Cochlear and the Western Australian community. I now
introduce May MacGuire who will welcome you to her country. [Applause]

MAY MACGUIRE: Firstly I will speak in my language and then I will interpret into
English so we can all understand. [Speaking Aboriginal language]
Good morning, ladies and gentlemen. I'm pleased to be able to standing here welcoming
you to the lands of the Wadjuk people, Noongar people. In those days our old people only
had one name; they didn't have a surname it was just one name. My great great grandfather
was called Yulbur. [Speaking Aboriginal language]
Many years ago my ancestors lived along these beautiful Swan and Canning Rivers right down here to the
shores, long before the tall ships came here. But we're a multicultural Australia now and we share the lands
together. In my family my dad signed up to go to the army at one stage but because he had a hearing default in
one of his ears he could not enter the army so they had to put him out -- leave him home here in Australia. As
you know, a lot of our Aboriginal people did sign up and go to the wars in those days, and they were quite able
and well. My sister has a hearing problem and she's older than I am. I've been trying to get her to -- she had
hearing aids but she kept losing them or the grand kids would take them off her and break them, so she said "I'm
not going to bother any more". But I said, "When we speak to you, we have to shout at you, and when I shout at
you it's hurting my throat, I can't speak for a day or two".
So I did finally convince her, the last talk I had with her, to get a hearing aid.
I have seven children, 30 grandees and 20 great grandees. I love them all. They're all precious to me. My third
and fourth children, two boys they were, had hearing problems. In the middle of the night they would wake up
crying, the oldest had flu, and I was wondering what was wrong with him. I knew he had a head cold and I
couldn't find out what was the problem until the ear burst and it was starting to run. I took him to the doctors
beforehand, but when the doctor gave the medication, it sort of broke the ear and its problem. Through the years
his eardrum got perforated. The doctor said when he gets to 10 or 11 we'll operate on him and close the
perforation up.
By the time he got to 10 -- oops -- sorry, I had better pick this up. I'm damaging things up here. [Laughter] Oh,
dear!

By the time he got to 10 the perforation had grown over and he didn't have to have the operation, thank God. The
other one had the same thing but he didn't have a hole in the ear, so the perforation and they grew out of it, thank
God. They are men now; their children are all fine. None of them has had an ear problem except for my
youngest grandchild and he had grommets put into his ears, but he's good now. When he found out that, he was
disappointed because he couldn't swim as he had to have the little plugs in to stop the water. As you know, all
those types of things have happened. But he's fine now and he can swim and do whatever he wants. So thank
God that all that is cleared up and they're all well.
So, look, thanks to Julie for inviting me down here for this Conference -- at the Better Hearing Australia
Conference. And I used to work with Mr Fred Hollows when he was here, done quite a few things at Curtin with
him, and it was good. I enjoyed that. It was sad to know that he passed on and left us behind, but yeah. So that
was wonderful days working with him, because I'm a qualified -- retired health worker; I don't work anymore. So
I enjoy my last days on this old beautiful earth. I would not say it's that beautiful, but we're enjoying it as we go.
Yeah, so [speaks her language]. May the great one above look after you all, keep you all safe. He's brought you
here safely this morning and pray that he will take you back safely home to your homes, as he has done with me
today and every day, and in the past, present and future he does that for me all the time. So once again, thank
you for having me here today and have a good day. Thank you. [Applause]

JULIE EDMONDS: Thank you May. That was beautiful. I would like to introduce our MC for the day,
Barnard Clarkson. Barnard is Vice Chair on the WA Better Hearing Australia committee. I will hand you over to
Barnard for housekeeping.

BARNARD CLARKSON: Thank you, good morning.

DELEGATES: Good morning.

BARNARD CLARKSON: Can you hear me? I am here to do housekeeping. We
needed to know that you could hear, and that's obviously been addressed already. I also wanted to talk about
photography. Can you please be circumspect taking photographs because not necessarily everyone wants to be
photographed. Clearly you can photograph the speakers, but if you have a concern with our official
photographer, we would love to know if you have any reservations. Will you be able to handle a change in
program? In that case I'm here to invite our first speaker. Our first speaker this morning is Paul Higginbotham.
Paul is a very well qualified educator. He has travelled the world, worked in Japan for a couple of years and is
now CEO of The Earbus Foundation. [Applause]

CONDUCTIVE DEAFNESS IN ABORIGINAL AUSTRALIA - A SNAPSHOT
Paul Higginbotham, CEO Ear Bus Foundation

PAUL HIGGINBOTHAM: Thanks to Aunty May for welcoming us to
Wadjuk Boodjar Noongar country, and I would like to acknowledge the
traditional owners. This is and always will be Aboriginal land and the
connection to country is undiminished, and it is a definitive part of Aboriginal
people, and their relationship to the land is continuing on through our times
even though we have changed the land considerably since those tall ships that
she spoke about arrived. I would like to recognise the elders past and present.
Our great privilege is to work with Aboriginal children in regional and remote Western Australia to deal with
those issues that May talked about from personal experience. I would like to say that I'm not an expert on
Aboriginal Australia, and I don't pretend to be. The experts are either side of me, May and Professor Harvey
Coates who comes next; they speak from lifetimes' of work. But what I wanted to do today was to share with you
what I have learnt and what I do know now about the work that we do, and to just try and open up some of the
world that we see on a regular basis and hopefully show you why what we do is important.

One in 40 Australians are Aboriginal -- 2.5 per cent of the population -- and WA has the third highest population;
but our population percentage is 13 per cent of the Aboriginal total. In Western Australia there are two different
accounts of how many Aboriginal people there are: 70 000 and 90 000. I'm not sure, but I do know that 40 000
are Noongar people and the Noongar nation stretches from Geraldton to as far as Esperance. This profile tells
you that white Australia and Aboriginal Australia are quite different. If you look at that statistic, 36 per cent of
Aboriginal people are under 15. That tells you about the longevity of Aboriginal people and the mortality gap.
The mortality gap is, depending on who you believe, 12 years and 17 years; so Aboriginal people live 12 to 17
years shorter lives than we live. That's an alarming measure by any criteria. Ken Wyatt who is the first
Aboriginal member of the House of Representatives in Canberra -- Ken I think now is 56 -- s the longest living
male member of his family. So the median age of Aboriginal people is 21 years; for the rest of us is 37. Can you
see the difference in the reality of our lives? And, yes, we do share the same continent but we don't share the
same experience. Our land abounds in nature's gifts, but not everybody gets the same presents.

For Aboriginal people that mortality issue is a very significant one because the loss of elders, the loss of the
custodians of culture, becomes something eating away at the transmission of culture for younger Aboriginal
people. Every year we spend 7 per cent of our GDP on 2.5 per cent of the population.

I don't have a problem with that because we have quite a bit of ground to make up. The problem is that nothing
much is changing in terms of the health and welfare of the first Australian nation. So what I want to talk about
today in more detail is otitis media, which is a middle ear infection.
Otitis media, or middle ear disease, is the glue that forms behind the eardrum and prevents sound from going
through the ear into the inner ear and allowing you to hear; so glue ear, middle ear disease, is known as otitis
media. Aboriginal children suffer from otitis media at 10 times the rate of non-Aboriginal children, the burden
of the disease is 10 to 11 times greater. On average an Aboriginal child suffers middle ear disease for 32 months
of the first 5 years of life. So for over half of the first five years of life means half of their early childhood on
average is spent not being able to hear properly. It often goes unnoticed because it is sometimes without
symptoms. The eardrum extends or distends and there's often no pain associated with it, and it can be easily
missed.
Of those children, five in ten need medication, which means they need to see a GP or a nurse practitioner or
doctor. The problem is painful, and some of the conditions we see as we go around regional and remote Western
Australia -- and Harvey has had a professional lifetime of this -- are truly horrific. Ruptured eardrums, eardrums
that have disappeared, children with corrosive gunk coming out of their ears; it really is quite disturbing. One in
four of those children need surgery, children who need surgery don't always have ready access to it in rural and
remote parts of Australia, so the fact is that the ear infections begin very early and the early onset is hard to treat
because reaching Aboriginal babies zero to three can be a real challenge, especially in the regions. The lady
looking in that ear is sitting behind Harvey, Dee Parker, and she has had a remarkable effect on the schools that
we work with. She can remember just about every child she has seen, both of their ears, their names, their
cousins, the last time she saw them and who they are related to.
But the effect of this is not just the fact that the disease is there, it's the impact that the disease has on children's
futures, their potential, their learning and their schooling. There is a cycle here of -- I have seen her
before -- poverty because middle ear disease is essentially a disease of poverty. If you live in conditions of
overcrowded housing, poor nutrition, often not breast-feeding, if you are surrounded by passive smoke, sharing
mattresses -- for a lot of kids because there's a lot of kids in the house -- all of these things have an impact on
middle ear disease. They create conditions in which it thrives. So many of these children, by the time they're five,
particularly in the regions, the ones we have seen, sometimes speaking English is a third language. In the
Goldfields if a Wongai man marries a woman from another group, they speak the language of mum and dad, and
they have to learn English and the children are often behind in spoken language by the time they get to school.
By the time they're in year 3 they are meant to have mastered literacy, which is the written language. We learn to
listen and speak before we learn to read and write, so if you don't have the spoken language you can't learn the
written language. These are some of the places we visit on the screen.

So there becomes a cycle about this, where children get the infection early, they find it interferes with their
development of spoken language, but when they get to school they must master written literacy, and education is
the escape route from poverty, other than winning lotto or getting a big inheritance, which is probably not likely
in Aboriginal Australia, there's only one way out of poverty and that's through education.

If you can't hear at school, you can't learn, and if you can't learn, you can't get a job, if you can't get a job, you're
going to live in poverty. So you can see that the poverty creates the disease, but the disease perpetuates the
poverty, which makes this a tricky and impactful disease. In fact one of my most valued colleagues in the
Northern Territory, Dr Damien Howard, refers to it as the missing piece of the jigsaw. If you want to know why
Aboriginal people have struggled to emerge from poverty, this is one of the answers. In some of the remote
communities we visit every single child has middle ear disease. Last year in the Pilbara, in the first six months,
we could not find a single child under five years of age who could pass a hearing test. In Roebourne in 2012,
86 per cent of children passed and in Yandeyarra 92 per cent could have . I guess the salient point of this is that
only 32 per cent of the kids in the Goldfields this year have passed a routine hearing screen. If you translate this
into the reality of what is in our classrooms and in our schools, sometimes there's no child in the classroom who
can hear, often it's six or seven out of ten children in the classroom who can't hear, and we wonder why we have
truancy and poor attendance and poor literacy, and if you want any clearer figure of how sadly we're failing the
first Australian nation, it is that 74 per cent of the children in juvenile detention in this state are Aboriginal. So of
the 4 000 children in detention, 3 000 are Aboriginal. There are only 21 000 Aboriginal children in this state. So
in Western Australian one in seven is in juvenile detention. Now, that says that health and education have made a
right real mess of this. 40 per cent of the adult population in prison is Aboriginal. Really there is something
seriously wrong here, and conductive deafness in Aboriginal children needs our serious and full attention,
because it diminishes all of us when part of our people cannot share in the bounty of our riches, wealth and
prosperity, because we do all share the same land. We are all mortal; we all cherish our children's futures; we all
have to live together; and for some of us to be so far left behind really should concern every single one of us.
So, we are out there with the Ear Bus team encouraging children to wash their hands, to blow their noses, to
practice good hygiene, encouraging the schools to make sure that the children get fruit and are well fed and well
looked after . The Eon Foundation is doing wonderful work out there in gardens in schools and communities.
Healthy diet is critical in giving kids good immune systems. We can't just treat the ears -- we get into trouble
when we take the ears off and just leave the rest of the child sitting in the chair. You have to treat the child, the
child's unwellness, and some of the things we have treated as well as ears are speech delays, vision problems,
dentition, scabies, lice, rheumatic fever, these are very unwell children in some of the remote parts of Western
Australia.

That has been replaced by and large in some places by fast foods for all kinds of reasons and there are all sorts of
barriers as to why Aboriginal people can't access mainstream health services, but the main one is that they were
designed for us. If you want to make a doctor's appointment, you pick up the phone, you find your local surgery,
you make an appointment, you jump in the car, you see the doctor, he gives you a script, you go home and take
the medicine.

In Aboriginal Australia the first thing is: Can you find a doctor who bulk bills. They're as rare as rocking horse
poop. If you can find one, how are you going to get there? Because you may have a car, it may or may not be
licensed, registered, there may or may not be someone who has a licence to drive, it may or may not have
petrol -- in some of these communities the nearest petrol is 2.5 hours away -- and if you can get there, then you
may have six other children that you have got to figure out what to do with, and then you get a script and you
may or may not be able to afford the medication. So there are multiple barriers about how to access the health
system that never even occur to us, because it was designed for us and it works for us and it's easy for us. Not so
for many Aboriginal families across our country.
So what we aspire to do is treat these children in a way that puts as few barriers as possible to getting them well.
So instead of going and setting up a clinic and expecting them to come to us, we take our team of clinicians into
communities, into schools, into day cares, into play groups, wherever we can find them. We have done roadside
screening, and we have even been in people's houses. Invited, we don't break in -- we're not ASIO! But by taking
the treatment to communities, we get around one of the great issues that all health providers face, which is the
DNA issue, or "did not attend" issue, in Aboriginal Australia. People tell you three things when you go to work
in Aboriginal Australia usually No. 1, people don't turn up for appointments; No. 2, you can't make the services
all join up, they all kind of -- many services but they don't join up; and, thirdly, you can't reach the little kids, the
babies. It's a real challenge. So by going into the communities and by building trust and relationships by being
reliable and consistent and regular, and by providing treatment with the consent of the communities and with the
support of the communities, eventually we see the small children. In fact in the Pilbara, four weeks ago, we saw
77-year-old Roy who reckoned he could hear everything he wanted to hear, and the women who said he couldn't
hear what they were shouting at him, I think they both sort of reached a position that they were comfortable with.
But when he came in to see us, to trust us to test his ears, that was a moment where we were a little awed by the
trust that the community had in us. It's very humbling.
So our aim is to get this generation of children through school being able to hear, so that we can see what the true
potential is of these children. We've seen the footy players and the musicians, okay; we want to see the lawyers,
the bank managers, teachers and the full range of children reaching their full potential. Because we're all the
poorer, you know that Australia ranks in the top ten of countries for wealth and quality of life and prosperity.
Imagine how many premierships we could win if we could take Aboriginal people with us on this journey.

So the work is difficult and challenging, because that's the conditions in which many Aboriginal families live,
and we know that if we are persistent and consistent we can actually treat the disease, we can get children well,
we can do some of the operations that Aunty May was talking about and get children hearing.

The task is not just to cure middle ear disease or reduce the impact of it; it's to get children well enough to listen
and learn, go through school, have the opportunity to succeed, come out of school with skills that make jobs a
reality, a real prospect for the children, and then to see emerging a genuine Aboriginal impact on our society in
terms of the jobs they can hold and the aspirations they can share and the future that they can then build for their
own children to share in what we take by and large for granted.
So this story in Western Australia is not significantly different from the story elsewhere in the country. In
Cherbourg, Queensland, 90 per cent of the Aboriginal children couldn't pass a hearing screening. In the Northern
Territory and parts of northern WA and Queensland the picture is essentially the same. This is not an isolated
picture; this is the reality for Aboriginal children, and it's not significantly better in urban Australia. So when we
first went to Noongar community college on the outskirts of Perth 73 per cent of the children couldn't pass the
routine hearing screening and 25 per cent needed to see a GP yesterday. In two years we reversed that to the
point where we had 73 per cent of the children passing and we had the referral down to eight per cent. In the
Goldfields, 18 months ago, at one of the schools there would have been 30 ruptured eardrums and discharging
ears. This week we were down to two ears. This can be done. It can work. I wanted to leave a couple of minutes
for questions. If anyone had any questions. I also want to mention that Harvey, who is about to present, has
spent a lifetime, a professional lifetime working in Aboriginal Australia when very few other people went there.
He was honoured this year with a medal for that distinguished service. But the first Aboriginal ENT specialist in
Australia just named his first-born son with Harvey's middle name. So you're about to be spoken to by one of the
most respected ENT surgeons in Aboriginal Western Australia. I'm proud that he's our patron our colleague.
[Applause]
BARNARD CLARKSON: We have time for one or possibly two questions and we have people with
microphones, put your hand up please if you have a question.
PENNY FOGARTY: I would like to make the point that you can learn a written language, not necessarily based
on a spoken language but a sign language is quite enough for a baby and child to learn a language. The parents
don't have to be good at it. The child already has that brain at that point where they can put in the grammar and
everything and have the full basis of a language on which their later education can be based. A few weeks ago an
Aboriginal woman was explaining to me that most Aboriginal cultures have their own sign language. Perhaps
rather than relying totally on the medical model for Aboriginal children from having hearing problems a bit of
money to go into Aboriginal teachers to make sure that that family understands that the sign language is what is
needed to get these children putting in the hard-wiring for language and generally communicating and joining in
the community and later joining in the school.

PAUL HIGGINBOTHAM: I have been around long enough not to buy into the signing-oral debate except in a
professional context. I disagree with you completely, and am happy to have the argument with anyone anytime,
but it needs to be a scientifically grounded argument and there are lots of issues around developing spoken
language and so I am not going to buy into the argument between signing and oral. ...
PENNY FOGARTY: I'm not saying, don't have spoken; but I'm saying if there's a chance to put money into the
...(indistinct)...
PAUL HIGGINBOTHAM: What I would say is that there IS no evidence I'm aware of that there's Aboriginal
signed language. There is evidence that Aboriginal people use signs, but there is no evidence that there is a
coherent and full language in place in Aboriginal Australia. So, yep, I know what you are saying, I know people
feel strongly about it, but ultimately, if you don't function in our society in spoken language to access all that
independently, and we haven't yet had any Aboriginal families decline the opportunity for their children to be
able to use spoken language.
PENNY FOGARTY: I'm not working against spoken language, you are working against sign.
PAUL HIGGINBOTHAM: We're not working against sign; we're not capable in, or competent or trained in
sign, so we do not pretend we are delivering that service. What we are delivering is a spoken language service
and we don't pretend to deliver anything else. If people are wanted to deliver that service, we don't want to get in
their way. We are offering a spoken language option.
DELEGATE: You said that one child in -- one youth in seven is in prison. What is happening in the prisons in
terms of treating otitis media and the programs you are running?
PAUL HIGGINBOTHAM: It's difficult to get an answer out of the justice system, but my assessment of it from
speaking to people who worked in it and from the bits of work that we had done in it, are that because the
detention is often short term, there's not a lot of belief in the system that they can put anything in place for long
enough to make a difference. There is a model in Sweden that focuses on literacy programs for youth who are in
detention and tries to then give them a soft landing out of -- into some support structures. We don't have
anything equivalent. If you ask the WA authorities they will say that they screen every intake for hearing loss,
but in truth their major focus is blood-born diseases and life-threatening diseases, so I think we have an issue
there. There was a Senate inquiry in 2009 and it said that every Aboriginal person who is taken into detention
should have a hearing test. Every Aboriginal person arrested should have a hearing test. We know there's a
history of unsafe convictions and that many Aboriginal people have said yes to things they did not do.
BARNARD CLARKSON: We don't have time for any more.
PAUL HIGGINBOTHAM: From the Aboriginal man.
BARNARD CLARKSON: Are you able to talk to Paul afterwards or is it a public statement? I'm sorry we need
to move on. [Applause]

BARNARD CLARKSON: We rearranged the timetable and have the West Australian Deaf Arts Signing Choir
in now. They are going to perform for you. I want to thank Paul for his work. I know it's in an area that has some
contentious issues, but it's an important one and we are very grateful for him talking to us today. Thank you very
much, Paul.

JULIE EDMONDS: I would like to welcome the West Australian Deaf Arts Signing Choir. WA Deaf Arts is a
project we started in late 2010; it's going fantastically and they will be at tonight's dinner entertaining us with
something different. Welcome.

(Music plays)

WEST AUSTRALIAN DEAF ARTS
SIGNING CHOIR
‘From Little Things Big Things Grow’
FIND THE PERFORMANCE ON YOUTUBE
Google Youtube
Search youtube for West Australian Deaf Arts
Or use the link –

https://www.youtube.com/watch?v=ErJY_39gN-M&feature=youtu.be
[Applause]

BARNARD CLARKSON: Wasn't that fabulous. What a presentation.
We're now ready for Professor Harvey Coates. As you have heard, a man who has won awards for his work. We
know also that Harvey works hard. He's always been interested in Aboriginal health and that's his current key
interest. He's a doctor who trained in Australia and America. He started at the University of Melbourne and
ended up at the Mayo Clinic for some of his training in the US. He has published research books and papers
galore. He's currently a paediatric otolaryngologist. He works currently at UWA as a clinical professor and he
works on people at Princess Margaret Hospital. We are lucky to have a man of his stature who is supportive of
what we know is a very important issue, as highlighted to us by Paul in his previous talk.
Would you welcome to the stage Professor Harvey Coates.

[Applause]

CLOSING THE GAP – TISSUE ENGINEERING NEW EAR DRUMS
Clinical Professor Harvey Coates AO
HARVEY COATES: Good morning, ladies and gentlemen. I would like to
acknowledge the traditional owners of the land upon which we meet. We were
lucky enough to fly in last night after working a week in the Kimberley which I
think is my second home, and the spirituality of that area always boosts my
confidence and my love of the country. This is a wonderful place, and the work
that is being done by groups like the Ear Bus Foundation, with Paul and Lara and
Dee, is unbelievable, and the work is making a difference. I was in Warmun on Thursday -- Turkey Creek as it is
sometimes known -- and I have been following this community and their board, and I found that the children's
ears are not running now. They're dry; they're clean. The holes, we can fix up. And the substance of this talk is
about how we can fix up the ears, the gaps in the eardrum, the holes, in an easier way than using genetic
engineering techniques that have been done in the past. I would like to acknowledge all my co-authors who all
work or have worked at Princess Margaret Hospital for children. I want to thank also Julie Edmonds and Barnard
and the WA Committee for this Conference.
I really enjoyed the choir. It was interesting, they sang the same song that was sung I think two years ago at my
friend Fiona Stanley's retirement function and then was sung by the actual developer, or producer of the song,
Paul Kelly, who is in fact her -- now a relative by marriage. Our challenge has been beautifully outlined by Paul
in his talk, which I don't admit to being anywhere near an orator as Paul. Paul is one of the best speakers I have
met in my lifetime, and his passion and commitment is incredible to Indigenous disease and to newborn hearing
screening, which is another one of our interests.
We know the high incidence or burden of disease in Australia and in Western Australia specifically. Paul has
espoused the effects of hearing loss on speech and language delay. Currently, we know that with the antibiotics
we use there's some protective mechanisms which we discovered at UWA that prevent the bugs in the middle ear
from being attacked by antibiotics, either being given as eardrops or by mouth. We are working on this, and this
will work. But currently there's an operation that repairs the hole in eardrums that goes by the name of
myringoplasty , some people call it tympanoplasty, but it is eardrum repair. The success rate is variable. In the
non-Indigenous population it is about 85 per cent, but in the Aboriginal population it's probably closer to
65 per cent success rate, and that's for the reasons that have been mentioned about poverty and lack of nutrition
and so forth.
The other reason why eardrums don't work is sometimes the surgeons are not as experienced as perhaps older
surgeons, or surgeons who specialise in ear surgery. Then there are cost factors, and the outcomes are variable
and not consistent. I'm going to talk to you about those as we go through.

So what are we doing? We have been doing a trial of a substance called basic fibroplastic work factor -- this is a
fancy name for a genetically engineered agent that makes the skin tissues, or the connective tissues, grow faster.
It's sort of like a growth hormone for the tissues. And we're trying this following a Japanese specialist who in
2009 presented this work first. We are using various scaffolds with silk and gelatine foam and collagen and in in
some cases we are putting the drops in the eardrum and hoping that the eardrum perforation will heal. The first
article that was written is the one on the top, by (the name up on the screen). He is a very clever man who I was
lucky enough to meet in 2009 in America, at a conference, and we brought the idea back to Perth and it took
about two years to get through the ethics committees to allow us to do these procedures, but we got through, and
we are the first place outside Korea, China and Japan, particularly in the English-speaking world that are doing
this research.
How do we do it? We've got a group of 40 children -- well, 40 patients with 28 adults and 12 children, and we're
dividing them into each of the groups trying a different method of scaffold on which we drop the eardrops of the
growth factor.
Here is how we do it. Probably the easiest one is the one that I like, which is the one here on the left -- and that
starts -- we have a hole in the eardrum, you freshen the edges of the hole so that where it's healed over and
scarred over so that it's fresh. Then we put a bit of gelatine foam on top of it which is readily available in
operating theatres, and put the drops on top of this and it encourages the eardrum to heal naturally, and within
two months the procedure is finished. The other one uses a silk scaffold and it's not dissimilar in its effect.
So what are our results? This shows here an eardrum with a big hole in it, much like we see in the Kimberley.
This here shows the gelatine foam slowly but surely healing and healing. And now we have a totally healed
eardrum, about six weeks later in this case. So this is wonderful, I will tell you why it's wonderful in a moment.
Here is another one with a progression from that sized hole with it being plugged, and then totally healed at the
end of two months. Yet another perforation here with it healed in this area here.
What are the advantages of having a healed eardrum? We know that a child can swim, the child will hear better,
and, importantly, we won't have that condition which I saw four of on this trip north west where the edge of the
skin of the eardrum grows inwards and forms a little cyst, and it can grow bigger and bigger and erode away
most of the hearing and even lead to a brain abscess and meningitis and occasionally, about 50 000 people a year
throughout the world die of complications of this condition, otitis media.
This is the first child who I did over a year ago and who had quite a large hole and I put the silk patch, which you
can see here, and in this area here you can see a totally healed eardrum with normal hearing. It's wonderful. But
they don't all work, and particularly with children because in between time the kids may go for a swim and wash
off their scaffold, or they may get an ear infection which blows the scaffold off like a champagne cork coming
out of the bottle with the abscess. We have a success rate in adults of 83 per cent; but with children it's lower.

We have improved the hearing, so previously there was quite a significant hearing loss and we've reduced it after
the surgery back to almost normal.
Why is it so important? The average time that we do the operation for a normal repair of the eardrum is about
three quarters of an hour to an hour -- it can be an hour and a half -- using conventional techniques where we go
behind the ear or take tissue in front of the eardrum hole, or one of these similar areas, and they take up to an
hour, as I mentioned, whereas we can do this operation in seven or eight minutes. We can do both sides at once.
And so in a period of 10 to 15 minutes we can start the process of repairing the children's ears. So from a cost
point of view, which is what the Health Department always wants to know, the cost is less for tissue engineering
myringoplasty even when you're paying for the special eardrops which cost about $100 US a bottle.
We have had no skin cyst formation, but we have had recently with the tympocell children who have had perfect
eardrums and suddenly they get an eardrum and the eardrum breaks down and they get a hole in their eardrum
again. We don't know why this is. It's probably because there's residual bacterial slime in the ear and we want to
treat that. There are also early failures in children and that's because they didn't keep water out of their ears.
What are the advantages of this new technique, which we hope eventually to spread throughout Australia, and
my good friend Kelvin Kong who is the first ear surgeon of Aboriginal descent in Australia is looking forward to
trialling this. He comes to the Kimberley every year and is a strong supporter. We don't need to make any cuts.
We can do almost any sized perforation, although we're currently doing the smaller ones. It takes, with the
anaesthetic, only 15 minutes. We haven't had any complications apart from the breakdown with the ear
infections, which can happen with normal eardrum repair as well. We have had a reasonably high success rate.
The eardrum heals back normally, so it's got three layers and that lovely fibrous bouncy trampoline layer in the
middle. Whereas when an eardrum repairs after injury normally it might only heal in a thin layer and not so
good. And it's cost effective, which as we said is an advantage. What we need is to find out what our challenges
are and they are that we make sure we are selecting the right patients and doing it for the right reason. And what
is the best way of doing this? With gelatine, or with eardrops, as the Chinese do, perhaps with a silk scaffold and
something else.
We have a number of questions and these are more or less related to what we've discussed already: how should
we manage infected ears? Should we give the children antibiotics post op? Should we be washing the ears out
thoroughly before surgery and maybe putting in something that dissolves the bacterial slime in the ear to improve
the results? And these are going to be beyond the time I retire. This is the sort of work that is going to continue
on with the National Health and Medical Research Council on grants.
What's fascinating is that Ken Jackler, who is the editor of a major journal in the field and the professor in charge
of Stanford University, said in his editorial, this regenerative method of repairing the eardrum could be the
greatest advance in ear surgery since the Cochlear implant or the bionic ear. So we are making a difference.

We hope to continue to make a difference. And we're going to keep on trying, never looking back, but
continuing to work. And I want to acknowledge the participants particularly those parents and children who are
helping us with this, my colleagues, our collaborators, always the children's hospital, and now Fiona Stanley
Hospital, and all the funding bodies. Thank you very much, I'm willing to take questions.
[Applause]

MARGARET FURPHY: I'm Margaret. I'm on the Conference Committee. This morning we
have had a request from the floor about the questions. Now, for people who are wishing to ask
a question, would they please come up to the front? I think we have two microphones so you
can stand one side and the other side, and we will share the questions out evenly. While those
of you who have questions are coming up to the front, I wonder if I could take the prerogative
of the microphone and ask the first question, please? Professor Harvey, by the time my two children had
finished having their ear infections and their various sets of grommets, I wished that I had one of those
instruments -- and I can't remember the name that we saw in the slides that you look into the ear and perhaps I
could have got to the doctor a little bit quicker. But these infections were constant. I'm not wanting to talk
particularly about my situation, I'm interested in people believing what they hear about the real causes of the
otitis media. There's been quite a bit of emphasis in your talk and also in Paul's talk about unhygienic conditions.
And yet there are also constant ear infections, and I know I wasn't a particularly good mother, but it wasn't quite
as we saw in the photos, and yet the ear infections were constant. I understand -- of course that had my children
got to you quicker and had their grommets earlier, but I'm interested in are we absolutely sure that it is the
unhygienic conditions that are creating the nonstop ear infections which can also happen in houses where hands
are washed and baths are done every day. Is that a fair enough question?
HARVEY COATES: I don't think we can single down to one particular factor. In the non-Aboriginal
population in Australia the main causative relationship and factor for the epidemic of glue ear and recurrent ear
infections in the last 50 years has been day care. Americas call them biologic zoos and the British call them
orphanages.
The children go there with colds and coughs and they spread bugs, so two per cent of children who live at home
may have grommets; something like three per cent of children who go to family day care may have grommets;
but one in five children in day care have grommets in their ears and they get three times as many colds. That will
help them with the asthma but it won't help them down the line. There are multi factors. There are genetic
reasons why people are prone. We've isolated in Western Australia a gene that leads to the recurrence of otitis
media. We've found there are children with immune deficiencies. We are finding there are more and more of
those.

There is an association with allergy and some people are born with narrow Eustachian tubes. There's a whole
range of factors. So we must not blame ourselves for this. I think there are things we can do to help, and Paul has
mentioned those and we are making a difference, but it's slow. But we can make a difference.
MARGARET FURPHY: That's wonderful. In case anybody thinks that my children got the ear infections
because they were child care, they actually had a nanny and as Professor Coates has explained, it's multifactorial.
DAVID BRADY: Professor, my name is David Brady. I think I can speak on behalf of knowing what you go
through and people at the Ear Bus and going into the Indigenous communities. Firstly, congratulations for
getting this happening because getting medical research in this country is always a challenge and to have this is
probably going to a make a massive difference to so many kids' lives, I appreciate that and I look forward to that.
On that, what do you think is going to be the challenges in the way ahead for this particular treatment that you
can have with children and in rural and remote communities. You mentioned a few things like behaviour and
lifestyle. What other challenges are there?
HARVEY COATES: For the surgery or otitis media in general?
DAVID BRADY: For otitis media in general.
HARVEY COATES: First of all, we sent a letter to the previous prime minister about this, signed by Paul and
myself, and Barry MacKinnon and Fiona Stanley and Fred Chaney, all passionate about this condition, and we
said that there should be an emphasis on this condition particularly in Aboriginal children being now one of the
six or added to the six chronic conditions which are funded in the Aboriginal communities, like heart disease,
kidney disease, diabetes -- most of those affect adults and not children, and yet here's a condition that affects
Aboriginal children at a very high level. This we believe should be one of the seven chronic diseases and funded
appropriately. We can get almost any medical condition better if we put enough resources into it, and it doesn't
necessarily mean we need more money, it just means we have to distribute it more cleverly. As Paul has said
many times, we also have to go ahead and ensure that education and medicine, the interface we're working
together, and not in two different silos. I think that's important. Also I believe the children we need to put our
attention to are the children under the age of four -- not all our attention but concentrate on that. The battle is lost
so early. Can you believe these bacteria have invaded the back of the nose on these children by 10 to 12 weeks of
age.
Almost 90 per cent of children have glue ear or fluid in their middle ear in a young part of their lives, and that
sugary liquid is a perfect culture medium to cause infections and discharge. We need to attend to all of those. It's
not going to be only governmental level, but also education and educating the young children so they become
parents. We have to improve our education of families in Aboriginal and non-Aboriginal communities. We have
to make it a major focus. And if we do that, then we are going to help prevent these issues of that spiral of
despair that John R Kitt spoke of in Darwin, where the children are born undernourished and they are exposed to
all these bacteria, get ear infections can't hear, and then, as Paul said, they have problems with education,
vocation and intervention with the judiciary. We don't want that.

MARGARET FURPHY: If there are no other questions, may I have another quick one? I know that you or
Paul mentioned how difficult it is to actually get to the children and yet you are doing the procedures with them
under anaesthetic. Warmun, it's a long way away. Where do you do the procedures and giving them the
anaesthetics? I have seen many programs over my working life where they said that problem is fixed and they
withdraw the funding. What can be done to prevent that happening for the Ear Bus and for the work you're
doing?
HARVEY COATES: I think there has to be an emphasis, firstly, on not just output and how many people you
see, but actual outcomes -- what you are doing, that you have improved the hearing on X number of children in
the community, and that's continuing. If you can prove that is happening then that will work. On the first one, the
children are taken to a hospital in a region. For example, children from Warmun are taken by car which is two
hours to Kununurra, some children are flown to Derby, some have their surgery in Broome. It has been my
dream for ten years that in this state of a million square smiles, or whatever that is in kilometres, that we should
have surgical buses that go into the smaller communities, where we can do straightforward day surgery in many
different specialities, so that the children in Halls Creeks and even in Warmun can have their surgery done there
in a bus, in a fully equipped surgical bus with post-operative recovery. New Zealand does it, England does it
when there's a hospital more than 50 kms away from anyone in the country. That dream I hope will eventually
happen, but it's taking quite a while.
BARNARD CLARKSON: No more questions?
KAREN FRANCIS: Good morning. I'm Karen from Perth. I would like to ask is the tissue engineering surgery
appropriate for the middle ear damage where one of the bones is missing?
HARVEY COATES: Thank you. It's appropriate only for repairing the hole in the eardrum. But what is
exciting now is that we have these wonderful 3D printers. You can take the old bone out of the middle ear at
surgery and you can then reproduce it if it's still in the same length as it is or a little bit eroded and you replace
this with a plastic bone almost immediately. That's our dream. We have other techniques currently that we could
do at the same time, but that's probably stage two of our program.
KAREN FRANCIS: That's fantastic. Thank you.
HARVEY COATES: Thank you.
BARNARD CLARKSON: We have been privileged, ladies and gentlemen, Let's thank Professor Harvey
Coates.[Applause].

MORNING TEA BREAK

BARNARD CLARKSON: Good morning, ladies and gentlemen. This is an important session for us. I'm
introducing Elaine Melville who is with the Independent Audiologists Association. Elaine's background leads her
to have a strong ethical base which culminates in today's talk. She has a background in both research and practice
in audiology. She's a practising audiologist -- she'll get really good one day [Laughter]-- but as a specialist in
audiology knows about tinnitus, Cochlear implants, advanced hearing mechanisms and so on. Elaine also has a
background of 18 years as a nurse, because she is a business owner, and because she's an audiologist, she is in a
perfect position to address some of the issues to do with independence of audiologists. As an association, Better
Hearing Australia, our association, is very interested in this topic, it is not a trivial one. The answer is not to
make every audiologist independent -- I don't think that's going to happen, yet, but the audiologists that do their
job do so under relatively challenging circumstances sometimes. It is a rich and complex area, and if anyone is
able to give us a good understanding of the issues and how we might move forward it is Elaine. Ladies and
gentlemen, please welcome Elaine Melville. [Applause]

NEED AN AUDIOLOGIST? WHAT YOU SHOULD KNOW! - Elaine Melville,
Vice President Independent Audiologists Australia
ELAINE MELVILLE: Thank you so much for inviting me to speak on behalf of
Independent Audiologists of Australia. Before I begin, I would like to play a very
short DVD -- it runs for approximately six to seven minutes and some of you may
have seen it on the "7.30 Report". We'll start off with the DVD. It basically tries to
explain some of the complexities that are surrounding the sale or proposed sale of
Australian Hearing and the delivery of services for adults and children as well as people with complex needs. So
we'll start off with the DVD, which will be played, I think on this side. Is it captioned, Barney? No. Sorry. Can
we play the DVD? Okay. It's coming. The reason I want to play this first is because there is a strong need for
registration and regulation of our industry, and I thought we would start with this DVD then go through my
presentation.
[DVD playing.]
If you take up the offer you may be surprised the person testing you probably has no qualifications. They will
also earn a commission on whatever product they sell you. It's an unrelated industry and experts warn people are
increasingly falling to....
It's after school drama class in Sydney's east and one of the loudest in the group is Tobian.
Natasha and Ruby.
It's remarkable because Tobian was born profoundly deaf. He got his first hearing aids at three months old. It's
not just hearing aids that allow him to thrive in a normal classroom.
Pretend that's ten. What do you like to do best in class?

Maths. Yeah and playing. And doing sports. And doing music. I a lot of things.
We have some excellent technology in the place in the classroom. This DynaMike is a remote microphone. It
sends the signal straight to his hearing aids. This FM is also a remote microphone. He can carry it around the
school when he requests to sport or music. This can go up to the teachers. It's expensive technology and paid for
by the federal government agency Australian Hearing. Tobian's father Alex who is also deaf understands the
value of Australian Hearing.
If he didn't have those sports, I am reluctant to say but I don't think he would be happy. He wouldn't be able to
communicate with his friends. And maybe not as confident as he is now.
I got this from nippers and I got this from AFL.
This could all be in jeopardy in the federal government goes ahead with the plans to privatatise the agency.
Why would the Australian government privatise for something that is working? It's working.
Before when we play Chinese whispers I would always mess up the words and my friends would blame it on me.
But now with my hearing aids I can hear the word the first go.
As well as providing subsidised hearing aids with pensioners and children it competes with the private sector
selling hearing aids to the general population. It's a lucrative business making $12 million last year and led the
national commission of audit to recommend the agency be privatised.
That's the terrifying bit for us. It is terrifying. It's vital for deaf children all around Australia to privatise
Australian Hearing,that would lead to risk. Risk that children aren't well looked after
Privatisation will open up Australian Hearing to competition. But that choice isn't necessarily a good thing.
I think parents would find it difficult to find out who they can trust.
Bill Vasse is a doctor of audiology, he's worried no formal qualifications are needed in the industry.
In the private sector regulation is absent, anyone can sell hearing aids or pretend to provide the service to deaf
people.
They already own hundreds of clinics throughout Australia. One of these companies is likely to by Australian
Hearing.
Slick ad campaigns are used to lure in clients like this man who thought his hearing was going.
I went in and made an appointment for a free hearing test and the test went for about 10 to 20 minutes and at the
end of the test I was told you're definitely a candidate for hearing aids.
He had no idea that the clinic was owned by a manufacturer intent on profit and didn't check their qualifications.
He told me they range from 2 000 to 10 000 and I couldn't do something with 10 000 for my problem. She was a
trained sales person and I got that I couldn't say no.
The tricky part for someone entering a clinic owned by a hearing aid manufacturer is that they may be led to
believe that the only solution for them is the hearing aid that they are offered.
What I need to do first is check the middle ear function.
There are often big commissions for those selling the hearing aids and high sales targets.

I worked in a clinic where there was an expectation of a certain amount of turnover every month and in spite of
being an experienced audiologist and valuing codes of ethics and considering myself able to make clinical
judgements, I found it difficult to put that out of my mind, for the reason we are all in the workplace to please
our management.
The competition watchdog, the ACCC, is so concerned about misleading and unfair sales practices in audiology
it has launched an inquiry into the matter.
As Tobian grows he will need new hearing aids and ongoing therapy. He and his family will have to find their
own way through an unregulated and profit-driven industry.
It's a cowboy industry. It needs to be reined in and I think the potential harm for people whether it's physical or
financial is substantial and it needs to stop.
[DVD end]
ELAINE MELVILLE: I hope you got a little bit of information about what is happening in the industry, and
my apologies that we didn't have it captioned or subtitled. Before I go on I want to explain why I became an
independent audiologist and why I started my own business. Originally I worked for 10 years in diagnostic
audiology. I had the privilege of working with Professor Harvey Coates in paediatrics as well as working for a
small diagnostic clinic. During the 10 years I saw many patients, many adults, and I would do the diagnostic
evaluation, discuss the problems that they were having, discuss their needs, and then I would make some
recommendations, and I would send them to a clinic to have a hearing aid fitted because I didn't do hearing aids,
I was purely diagnostic. I had no idea about the industry, and I had no idea about the places that I was referring
people to. I just took it on trust that these are large organisations, they employ audiologists and they will be
looked after.
Unfortunately most of those people came back to me with complaints, and so after 10 years of dealing with other
peoples' fittings and complaints from the patients who trusted me; I felt I had let them down. I decided after
speaking to a senior audiologist that why don't you just do it yourself. And my experience with hearing aids prior
to that had been in Australian Hearing a long time ago, and it was not a pleasant experience. So I decided: well,
yes, I will do this, let's start off. And I decided I didn't want to work for someone else, I would work for myself, I
would do it my way. I set about buying equipment and contacting the manufacturers who were excited and keen
for me to start up my own business and eventually got a ballpark figure of what it was going to cost me and this
is what I said, because I could not believe how much it was going to cost me to buy the equipment, to actually
buy in wholesale hearing aids -- I was a very small private practitioner, so obviously I didn't have much business
acumen and was relatively naive. I have learnt a lot over the years and I am grateful for what I have learnt.
What we are going to discuss is some of the main points, and everyone wants to know what do hearing aids cost.
When I was doing a research of my own, trying to get some sort of measurement of what is the cost between a
basic binaural set, that's two top of the range hearing aids with bells and whittles, set of hearing aids.

The range across Australia is between $2,000 to the bottom end to $15,000 although there is a private practice
without any qualifications that sells anywhere up to $18-20,000 a set. It's highway robbery and quite
disappointing. I will explain why there is a variation in price, some of it is legitimate and some of it is not. We
will also be looking at the difference between belonging to an organisation, a professional provided body, our
professional organisations are Audiologists Australia, and those registered through APRA. I will go through that
in more depth. There's lots of different service delivery models. The Office of Hearing Services free to clients
and the top-up, what is the difference. I'll explain it. Will a hearing aid fix my problem? That's something I hear
a lot, and the short answer is not necessarily. What should you ask when you visit your audiologist? And the
future of our profession as audiologists. I will leave plenty of time to ask questions. I'm sure lots of people will
want to know lots of questions regarding the price, and I think a lot of people want to know what are they paying
for, and you will have time for me to answer the questions.
So this is part of a questionnaire we give our patients when they come into the clinic. Recently I had a
businessman who filled out this questionnaire and I spent five minutes laughing because I thought it was a very
honest answer, and I have just put it underneath in writing because his writing is not very clear. It says "Have
you ever had a hearing test before or worn hearing aids?" And the answer was, "Yes". And he answered: but I
was cured in five minutes -- I heard the price clearly. I thought that was beautiful. [Laughter] this is from a real
patient. If someone asks you about hearing loss and if they come to you and, I'm sure many of you will have
public members coming and asking you "How do I know I have a hearing loss?” Or how do I know that my
hearing is getting worse or that perhaps I need a hearing aid?"

The short answer to that question is to ask them: What makes you say that? Do you have difficulty hearing? Do
you have difficulty when you're in a group situation? Do you have to ask for repetition? Do you miss
conversation? Do you answer inappropriately? Do you miss jokes when there are lots of people talking? And if
they say “yes”, then the recommendation would be: go and have a full diagnostic evaluation done. Don't waste
your time going to the chemist or having a free hearing test. The philosophy between the free hearing test is a
quick screen to get you in the door and generally they're manned by slick salespeople who will make sure you do
not leave without a hearing aid. So my short answer is: yes, you will have to pay for an audiological evaluation.
And patients ask me: why do I have to pay you for a hearing test when I can go to the chemist and have one for
free? My answer is: if you want to go and pay nothing, that's what you're going to get. So be my guest, go have a
free test, but that's what you are getting, you're getting nothing. So an audiological evaluation involves at least
two hours of comprehensive testing. We take a full history. Then we look into your ears. We call that otoscopy.
If there is anything we see that's abnormal we take a picture. We look at the middle ear function. The function of
the drum, whether it's moving properly, the function of the middle ear, whether there's infection or fluid or
maybe there's a problem with the bones in the middle ear.

We're looking at the function of the middle ear. It may well be that there is a problem and it's a conductive
problem and you need to be referred to an ENT, ear nose and throat specialist, through your GP. We also look at
the function of the cochlea, and we look at your ability to hear simple beeps which are frequency specific, then
we look at more complex tasks like listening to words which are tones put together and we actually listen with
our brains not with our ears. We also look at how well you can listen when there's background noise. Sometimes
people have tinnitus so we do more testing to establish the pitch perception of the tinnitus, the loudness of the
tinnitus and whether or not they have sound tolerance problems. We are looking for any, perhaps, pathology that
lies after the cochlea. We call it retro-cochlea, meaning after the cochlea, and if we identify -- so the auditory
nerve. If we identify a problem, we will refer you to an ear nose and throat specialist. Sometimes it's just your
canals are full of wax and maybe the canals have become hard and compacted. If it's possible, we will remove it.
If it's not, we'll ask you to use drops and come back. I can syringe as a registered nurse, but most audiologists
have the capacity to remove wax. But anyone who is not trained should not be doing so.
In terms of how to find a qualified audiologist. There's lots of public registers you can look at on the internet, and
Audiology Australia as well as the College of Audiology have lists, but the lists include all the clinics so you
don't really know whether you're going to be seeing an audiologist or an audiometrist. The difference between
audiologist and audiometrists is that audiologist have a tertiary education and currently it's a master’s degree.
Audiometrists, although there are excellent ones, have qualifications that are derived from TAFE. It doesn't mean
they're not skilled at their jobs, they just don't have the level of education. Now, you may also be seen by a
student audiologist or student audiometrist or maybe seen by an unqualified person.
The first question you ask is: what are your qualifications? I think that's very important. As far as pharmacists
offering hearing tests -- there are lots of internet sites that will, say, connect a set of headphones and test your
hearing. Beware! It's a dangerous practice. It's your health, and unless you have a proper diagnostic evaluation
you're risking your health, and I think it's unwise. You may not need a hearing aid. You may only have a mild
loss and you may need some auditory rehabilitation and an audiologist can tailor that to help you so that in
difficult situations you can learn to listen more effectively. The hearing aid is not the be all and end all
When we first do a fitting -- I'm just adding this in, my voice is soft and I do try and project it as clearly as I
possibly can, but when we do a first fit, I will have to raise my voice so I end up -- I won't shout in the
microphone, but speaking very loudly, and I have heard from the office next door that they think I have a very
bad temper because they hear me shout all the time [Laughter].
We'll get to the question about the expense of hearing aids shortly. Now again, professional versus registration
boards. Audiology is an unregistered profession and this is something that a lot of audiologists are not aware of.
Audiologists believe that they belong to Audiology Australia, which is a practitioner organisation, and so by that,
they think they are registered. No, we are not registered.

We have no ownership over the title, and it's really scary, because having no protection of title means that
anyone of you can set up a practice, you have to spend the money and get some equipment, but anyone can set up
a practice and call themselves an audiologist and start dealing with members of the public. That's very scary.
Over the years I have seen working not only in private practice, but working through Royal Perth Hospital and
Fremantle Hospital, patients who have benefitted with devices by someone without any qualifications what so
ever, coming in with a problem with a tumour on the auditory nerve and we hear their stories all the time, that the
patient has gone back and said "I still can't hear, I still can't hear." It's getting worse, and they're either sold a new
pair or an adjustment has been made but this has got to stop because there is nothing we can do to prevent these
people from operating, and the government -- we have tried but the government cannot stop them either. So it's
the public that needs to stop this from happening.
In order to deliver Office of Hearing, government funded services, the audiologist must have a QP number and
must belong to one of those organisations, such as audiology Australia or the Australian audiologist. Me must
apply to the professional code of ethics and continuing development. However, membership is voluntary and
what I will add is that to deliver services under the Office of Hearing, it is a business that can apply for a
contract. The business owner does not need to be an audiologist as long as they employ at least one audiologist.
They have access to that -- the QP number. The delivery of services is supposed to be always by that person. In
reality we know that it's not, particularly by the large chains.
We are looking at the difference service delivery models. Probably the most dominant is the vertically integrated
chain. What we need to know is that there's a difference between vertically integrated and horizontally
integrated. These are two different concepts. In Australia most of the clinics are owned by large international or
multinational parent companies. And those parent companies may also have manufacturing as part of their
component. They have manufacturer outlets that will deliver the services and the goods, because they cannot
directly sell to the public. Now, the difference between horizontally and vertically it's purely semantics but I need
to be careful because there's a differentiation, so if it's horizontally it's known as a multinational company, and
they have different arms of their company and they have chains in Australia, but they're not directly owned by
the manufacturer and that's how they get around the whole process of, "Oh no, we're independent," but most of
them are owned pretty much by one big company. Now in terms of vertical integration there's a company by the
name of Widex and at least they are open in disclosure and they own a chain of clinics called Bloon. They are
open about it and owned by the manufacturer and so you hope that you are getting a better price.
As far as other clinics are concerned, I must give us a plug. Independent Clinics now have 75 members,
representing 161 clinics in Australia. If you want to know -- okay, the members of our organisation have no
affiliations with hearing aid manufacturers, we -- yes, we negotiate price, that's what we intend to do, we intend
to get you the very best price by negotiating with the manufacturers. We employ audiologists. We do not pay
any commissions.

The Australian Hearing model: Australian Hearing is a government organisation for now, but there has been a
lot of talk about it being sold and privatised and at one point in time there was talk of it being sold to a large
manufacturer. I think because there has been so much public outcry, the government is reconsidering its options.
If it does get sold off, then it's open to the private sector, there is no need to panic. There are lots of audiologist in
the private sector that are already offering services for patients with Cochlear implant, middle ear implant,
paediatric, balance, tinnitus. We are out there and we are delivering the services and we are perfectly capable. It
will give the public more choice so it's not necessarily a negative but it needs to be regulated and it needs to be
controlled. So it's something that the public needs to push the government to. There is a medical model and it
does exist. There is a large chain of medical clinics that are run by doctors and they employ audiologists. They
have a model that they will refer to their own audiologist, and of course the audiologist will refer back to the
ENT. They have the capacity to be covered by Medicare so the patient does get a rebate. There are some ethical
concerns that perhaps the patient seeing the ENT will be encouraged to purchase a hearing aid because he or she
trusts the ENT and will just go along with this practice. How often that happens, I'm not sure. I have heard of it.
There are some very good practices that operate with this medical model. Not-for-profit organisations and of
course Better Hearing Australia are one of the organisations and we are so grateful to be involved and to
collaborate with. There was one other, Can Do and Think Deaf who reinvest back into the Deaf Society.
This is the part I want to eliminate out of Australia, the shops set up without qualifications who are selling -- who
are very slick sales people, and they will sell you anything and everything. Be careful. You have to ask them
what are your qualifications? What memberships do you have? What organisations do you belong to? Those are
the questions you need to ask. There are a few of these shops in Perth and also in the rest of the country, so it's
buyer beware and until we have registration and regulation these shops will continue to exist. Of course,
pharmacies, Costco and online sales, it's just the commercialisationof a device and the pharmacists who are
doing this are doing it to supplement their incomes because the see it as an easy target. Sadly there's nothing we
can do about it, so please be aware that the person you see in the pharmacy does not have any qualifications.
The difference between Office of Hearing Services free-to-client and top up? Office of Hearing Services provide
services to eligible members, so anyone who is on a pension, or a veteran or children up to the age of 26, it was
21 but it's been increased to 26 because there's lots of university students who need these services, and I hope
that still continues. It's not free, so when we tell our patients about this service, we must make them understand
that there is a value behind it. Yes, it's fully subsidised by the government. It's not free. The taxpayer is paying
for it so when you attach a value to something you hope that the patient will appreciate that they're getting value
for service, and it's an excellent service that I hope never disappears. There is one thing I will say, and that is that
what I have seen as a private practitioner, when -- at the end of the financial year the devices on the-free-to-client
list changes, and so with CPI the Office of Hearing Services will increase only very incrementally by a dollar or
so the amount that they will allow for a device.

The manufacturers are very quick to respond by removing the devices that are reasonably good devices and
replace them with devices that are very basic. We've seen this trend. They have to comply with a category that
the Office of Hearing Services provides them. The way they have overcome the category and have complied with
the category is to say, yes this instrument does everything. It offers directionality, it offers telecoil, it has the
opportunity to offer three different programs. However, they have made it completely manual so what you have
to do then is to make sure that the instrument has a button or scroll -- so a button to change the program or a
scroll to change the volume -- and you have to try to educate the patient. For an experienced user, it's usually not
a problem. For someone new who has come in for the first time -- and on average most people wait between
seven to ten years before they do anything about their hearing loss; they will sit there and put up with it. And
sometimes it might be because of financial reasons so they'll wait till they are eligible for government services.
Now trying to teach them that this is first and foremost they will always say, "I want the smallest, most discrete
device." Well, do you want to hear or not? The problem is, the downside, the smaller the device the more
difficult it is to place a little tiny button or a scroll and, yes, you can have a remote control, but you will have to
try and educate the person to use the remote control, and it's an out-of-pocket expense.
So it's not very ... the only other thing I will add is there used to be canal receiver technology or receiver in the
canal technology that was free to the client. It was so good that the manufacturers have removed from the
free-to-client list because, certainly as independent audiologist we were fitting them because they were brilliant.
And now they have been removed and they have become a tier 1, which is a top-up device, so you have to pay
more money to get that technology. That is a move from the manufacturers to keep better technology away, so
that the patient is forced to pay out of pocket. So sometimes as private clinics we can negotiate enough so that we
can buy in that device at the same price the government will allow us to fit under a free to client. When we get
audited, the office will ask us, "Why is this a top up and there's no price to the client?" Well we say: it's our
business, our patients, if we wish to charge them one cent or zero cents, that's our prerogative. So there is still
some argument there, and I think it becomes an embarrassing situation for the office sometimes. This is an
ongoing battle for us.
What is the difference between free to client and top up? I have explained that. Some of the better
technology -- and when I say better technology, whether you go to a mid-level that is fully automated that has
program access that will flow through a quiet speech and noise, very noisy situation it's still not going to solve
the problem. You will still need to do some auditory training. Even if you bought the most expensive hearing aid
you will still need to do auditory training. The device is capped. Yes, it has better features, you can get some
more automation, but spending a lot of money is not going to give you better performance. So be aware. Most
clinics will offer you a trial. Take it. Try a few different devices.

There is not one perfect device that will fit everyone. It's like going into Harvey Norman or a large store and
looking at different flat screens. There are plasmas, flat screens all different styles of television. If you go with a
few people and say which is the best, the clearest screen, I guarantee it will not be unanimous because it's the
way we perceive vision and sound. So there is an instrument that will work for you, but finding that instrument
you have to work with your audiologist and then come to that conclusion. Make sure it fits your budget as well.
Oh, quickly, I have to rush through. I'm getting to the crux of things. Will a hearing aid fix the problem? No.
Sometimes there's very few people who will walk in, be fitted, walk out and say, "I'm fine. It's working well. I
don't need any auditory rehabilitation or any more fine-tuning." There is a common joke, and as the audience is
predominantly women, I think, I can say that men have selective hearing. I will tend to agree with this. We often
see husbands and wives together and we try and establish what is going on with your relationship and there's
usually -- she talks too much, she doesn't get to the point or she talks to me when I'm watching television. And
then the wife will say, "He doesn't listen. I have to keep repeating and when I tell him something important, he
says I haven't told him because he hasn't heard." When you look at the situation it's because the husband is
engaged in football, he's watching football. He's doing something he is really enjoying and he's not paying
attention. Opening up communication is important. The basic philosophy of when you're speaking to someone,
it's polite to face them. You should talk to the person before you start walking away. But we all do it. And I
counsel this all the time in the clinic.

Yet I find I'm doing exactly what I'm counselling at home because it's human behaviour and you have to stop and
think. They didn't hear me or I didn't hear them. It's very important. Now we hear with our brains. This is very
important. When you go to the audiologist remember, that part of the process is, yes, there is damage, there may
be damage to the cochlea or middle ear and you're trying to resolve a sensorineural, serve damage to the cochlea.
You're not listening with the ears; it's the brain that has to change. Until you exercise the brain, you will not get
the benefit.
Last thing is, I say this a lot, we don't have x-ray vision and I don't have a crystal ball, you need to tell me what
you want. If you come in with an expectation up here, and you say I don't want to make any effort and I don't
want to spend any extra money, well, there's a mismatch. We need to tell your audiologist what you want. You
need to tell them your budget. You need to say that's it, that's all I can afford. And we can structure something
that will work. We can always find aid solution.
Common questions. Who opens the clinic? What are their qualifications? There's no such thing as a free lunch.
Old fashion saying, there's no such thing as a free test. If there's a free test there's something else that's involved.
Well, you must choose the right technology. And you must learn how to communicate. And your audiologist can
help you with this.

Now, our biggest push for independent audiologists and we have now got good collaboration with Audiologist
Australia is to try and get the government to have audiologist as a registered profession under APRA.
Audiologist should be part of the OHS scheme. We should be consulted a lot more than we have been, and our
profession is young and emerging but is changing and we need to change with the times. And we need to have a
more open and transparent industry as well.
I have talked about the proposed sale of Australian Hearing. There is a shift to funding to the NDIS -- I am going
to get a wind up in a minute, so I will let you ask questions. This is new technology. It's just been developed and
I'm about to launch it. If anyone is interested. Feel free to ask any questions. You can answer them as well.
Thank you.
[Applause]
BARNARD CLARKSON: If you have any questions can you make your way down to the front. We have two
microphones, put your hand up. Margaret, can you hand it to our first questioner.
DELEGATE: I just wanted to say I hope that Michelle from Victoria, will explain Better Hearing in Victoria
does offer the non-profit service, which is a different model from the Better Hearing Association's and the
voluntary work we do in WA and most other states. I'm sure Michelle will explain that to the state that you do
things differently there.
MICHELLE BARRY: No, I wasn't go to explain that. I had a question. Thank you for a great presentation. I am
always enlightened to learn about the sector. I'm relatively new to the sector and I'm surprised at all of the
elements that a consumer needs to be aware of when engaging. That's just a comment. My question is -- my
personal view is there is a lot of conversation about the ownership of Australian Hearing, and I'm pleased you
raised issue that there's lots of professional people out there and they're doing a wonderful job and we meet many
beautiful audiologists doing a wonderful job. My real question is: what is the biggest tip beyond qualification
that you would ask a consumer to consider when forming a relationship with an audiologist? And are people
compelled to stick with the one audiologist? Are they allowed to shop around if they're not happy and is there
something else they should consider beyond your points? For me I think if you're not comfortable with any
relationship, you need to address that and I see no difference with a clinical relationship? But are people
compelled once they start with the OHS process that they must stay with that practitioner?
ELAINE MELVILLE: I have forgotten the first part of the question. The answer is, no. If you are not happy
move, you will know, your gut feeling will tell you that perhaps this person is not doing the right thing for me. If
you're not happy, you can move. It's your choice. People move when they're not happy. If you've found a good
relationship, because remember you're investing in not only just your hearing but in the relationship that you're
going to have with that person to look after your hearing, and your communication needs, if you're not
comfortable with them, move. What was the first part of the question?

MICHELLE BARRY: I was talking about I am glad you raised question about Australian Hearing most people
know that they too get commissions for their sales, so it's not as clear-cut as what people think so thank you for
explaining the differences in the sector.
ELAINE MELVILLE: Australian Hearing I will add in terms of their profits they made $12 million dollar
profit. What that boils down for allowing for all the expenditure for salaries, wages everything, per audiologist,
they're still earning $30 000 profit on every audiologist. There's a myth that you'll be looked after. No.
Australian Hearing also promotes top ups, and trying to get the patient to go to the top end. So pushing sales, yes,
particularly top ups, is encouraged as well.
HAYDN DAW: That's exactly the question I was going to ask. I gather there are incentives in Australian
Hearing. Not that I have had anything to do with them. But where there are incentives paid to audiologists in the
government organisation it seems a bit more like private enterprise, doesn't it?
ELAINE MELVILLE: Yes, it's wrong, it should be transparent and it should be disclosed as well. Our
organisation doesn't support that sort of behaviour, and we think ethically it's wrong.
BARNARD CLARKSON: Any other questions, please come to the front. Two more.
DARRELL McARTHY: I am from Better Hearing in WA. I have had very good service from Australian
Hearing, however on a number of occasions I have asked them what is the cost of the hearing aid that you are
providing for me, and they won't tell you. So it is obvious, and interesting to hear, how much profit they are
making, because they're not making that understood by the public.
ELAINE MELVILLE: I'm glad you raised that point because I was getting nervous and I could see five
minutes and two minutes. I didn't discuss the actual set up of the hearing device. So when the manufacturer
produces the device 70 per cent of the cost of the device is in the research and marketing, the development of the
product. And by the time they launch it and bring it to Australia and go through TGA they have to cover quite a
few costs. So the wholesale buy in cost to us is quite substantial. If you're a large organisation, and you have
huge buying power, you can negotiate a discount. If you're a smaller practitioner, then obviously you can't. If
you're an independent, you have very little hope of getting a decent discount because you are not going to make
collaboration with any manufacturer and most manufacturers will ask you, "Well, we'll give you 40 per cent
discount if you sell 80 per cent of our product". I don't believe that in that, and none of our members do. We say,
"No, give us the best price and if it's appropriate we'll pick your product." So in terms of answering your
question, there's a philosophy of bundling and unbundling. We can have a situation where we unbundle the
device and sell the device without any services what so ever, so no audiology services and most people will say
that's good, I'll buy that and a lot of internet sales will say here buy this product it's cheaper.

You're not getting the services. So when you add up, we give our clients the opportunity and for most of my
patients they will say it's cheaper to get the bundle price. I'm getting all this service you're going to look after me
for ten years, or however long I survive, and they find that it's a lot more affordable. So when you are trying to
find out the true price, go on the internet and have a look. There are a lot of sites that will give you an unbundle
price and it will give you an idea of what it will cost you. Then take it to the audiologist. But you should get
someone to make a recommendation if it's appropriate or not. Does that answer your question?
BARNARD CLARKSON: We're going to run out of time. There's no more questions, we thank Elaine, because
if someone could make it interesting and explain some of those issues, I think she's done so very well.

[Applause].
I welcome to the stage Annabel Vasquez who is of great interest to us because the National Relay Service is our
Gold Sponsor today as you may have noticed. They have a lovely display upstairs in the exhibition area if you
have not seen it, please do so. Annabel has a background in helping people with disabilities and helping seniors,
and she's been doing that for a long time. She has a long title that you may have enjoyed reading in the program.
It includes "complex communications specialist". I assure it's not going to be complex now, she's good at making
things easy and understandable. Annabel Vasquez.

NEW WAYS TO HELP AUSTRALIANS STAY IN TOUCH - NATIONAL RELAY
SERVICE
Annabel Vasquez, Education Co-ordinator (WA) Complex
Communications Specialist (National)

ANNABEL VASQUEZ: That is a lovely introduction. I want to in the next half an
hour give you an overview of our service, but particularly want to talk to you about
some of the things that have been changing. We know that technology particularly
in the communications area things are changing fast and for us at Relay Service in
the last few years there have been a lot of changes. So this is a good opportunity to
let you know about those things. But I didn't want to just stand here and talk about what we offer. I can do that,
I'm good at talking. But I am going to show you a few videos that give you a feel for what we are about.
To start off with, Barnard has told you I have a long and complex title. I do a couple of things in my role.

One is education and training for people who need to know about the Relay Service here in WA, and then the
more complex aspect of my role is working with people who have additional issues, so it might be somebody
who has difficulty with hearing who also has a physical disability or speech impairment and other things going
on. It's really looking at people where things are tricky and seeing if we can tailor a solution for them.
So in terms of what is the National Relay Service, I know some of you will know this -- I have already had the
chance to chat with you in the breaks. But it is in a nutshell a federal government initiative where a program that
provides a range of telephone solutions for people with a hearing or speech impairment.
Government initiative, a range of telephone services. It's certainly been an exciting couple of years. In terms of
how our phone calls work, it's one of the fun things. People ask me what I do, and sometimes people get the long
version. But the short version I will tell taxi drivers or people I want a quick and snappy answer, is telephones
for deaf people. And that usually gets a look where people go, "How is that going to work?" If they really want
to know, I will tell them. But the way our calls work is with all our calls go to a relay office, hence the name
National Relay Service. We've got a relay officer who is in the middle of the call who is helping with the
communication.
The illustration I have up here: the gentleman on the left is somebody who has issues with hearing. His speech
is fine but the problem is hearing, which I know is the situation for many people here today. Often people do find
face to face ok, but the telephone can be difficult. You can use your lip-reading skills and you have that context
when you're face to face.
What this chap is doing is he's speaking directly to the gorgeous young lady at the other side and her words are
coming back to him but in addition our relay officer is captioning that call, really like we have happening here
today on my right. You have captions coming up and he has captions coming up on the screen of his computer or
his iPad, which ever device he has. It's providing that extra assistance for people on the phone. In many cases
that means turning the other person's spoken words into written text so that you can follow. That means that you
know what's being said. You do not have to take a guess, or one lady I was talking to yesterday said "I can do
okay on the phone, but time, 3.15, 3.50 that's hard." You actually know for sure. You don't have to repeat, you
have that assurance that you know what's going on. I mentioned before that things have changed and just to give
you an insight the Relay Service has been around since the 90s and we started off with telephone typewriters.

Do people know what that is -- a TTY? I love talking to a room like this. You know what we are about.
Telephone typewriters really revolutionised things for people who are deaf or had a hearing impairment. But
they are fantastic, they are still, but a great illustration is a story that one of my colleagues tells who is a deaf
man, his family are all deaf, and he tells a story that when he was a young lad, if his dad was sick and couldn't go
to work, there was no way to pick up the phone.

This was a fair few years ago. I won't say how old he is, we're talking a few years. His mum would have to put
the five kids on the tram, and go to the other side of the Melbourne and go to the office to say dad is sick, and
load all the kids on the tram and go home. For something that you would do with a phone call, or you may use an
email or SMS or the other multiple ways of communicating that we have today. So TTY improved things for
people. That was in the 90s.
When I started with NRS in 2007 we had not very long had internet relay. You could use the computer. You
didn't have to have the TTY. That was a great option that's still very popular. In the last couple of years, we have
so many more options. It's kind of getting to the point of how, do we make one brochure, we've got so much stuff
it's great. We have a lot of options so we have been building on the new technology that people have and use.
We've got computers that are this size and so much smaller that we can carry in our pockets now. What I want to
do now is show you a little video that really is not about just how the service works but is about why we do what
we do. Let's have our video. My lovely assistant at the back is going to put that up for you.
(Video plays)
ANNABEL VASQUEZ: Awe! There's our story. It's really not just about the telephone as being an end in itself
it's about the telephone being a tool. It's about that connection and that importance of being able to communicate.
But if I have to say when Elaine was speaking earlier I was laughing when she talked about when people walked
away (...indistinct...)

I mentioned earlier there were new ways of doing things and you could see that she had an iPad and she was
reading the other person's word. Certainly for people using newer technology there are a lot more options and it
comes down to giving you a choice. If your preference is about having choices, about choosing the option that's
best for you, and maybe the options what works best for you might be different tomorrow. That's fine. The Relay
Service has a number of different options you can choose. If you're not somebody who uses a computer or fancy
phone or iPad, that's okay. The TTY still works. They're in the oldie but goody category and that's a good thing.
TTY is still an option, if you don't have the computer gear. But if you do, there's a lot of other choices. Or to that
matter if you use a mobile phone you can use SMS. You can SMS your message to our relay officer who calls
that message through to someone on a voice telephone number. If you're running late for an appointment you text
through to the relay and they give a voice message. It's choosing what is best for you in different situations.
People who use sign language, can use our video relay service, so people can communicate in their first
language. They're signing to our relay officer who in this instance is an interpreter, and they speak their message
to the person on the other end of the phone call.

They're all options that let you choose what works for you. It might be texting, typing on the computer or
signing. You get to choose. You can see a whole lot of things have happened since our days of having the TTY,
and that's great for us working in the service. It's been exciting. A lot of learning, but it's been exciting.
Our newest thing is our app -- and you know everybody has an app now but there's a good reason for that, they're
very handy. What our app does is brings together a number of different ways that people can call. Again it gives
you somethingportable so you don't have to wait until you are home with your TTY. You can use the iPad or
phone; different technology can work. It has fancy features that uses things like GPS and there's other things that
makes it easier. That's really what we are about: making things easier for people and giving you lots of choices.

I have another little video for you and this one is probably my favourite. You are getting a few stories. Let's show
you the next video and then I will tell you more about the service and we will probably have time for some
questions. Let's look at our next video. This one is captioned too.
(Video plays)

ANNABEL VASQUEZ: I always feel like I should give you tissues. This one always makes me a little teary,
but it's illustrating that point that it's really about the importance of being able to maintain the communication,
being able to maintain the relationships, things that are important for you. And that's one of the really lovely
things with my job. I get to meet nice people. You see Michelle who works with us in Sydney. We get to visit
people at home and help with training, because we know it can be daunting for people to try something new and
different, and it's something that we are able to do for you, come to you at home so you can learn how to use this.
People use the Relay Service for what's important for them. This story and the other one were really about those
connections with family.
But it's also for the business stuff. It's about the ringing the bank, or ringing Telstra, or booking your holiday,
whatever it is, ordering your takeaway, whether it's work, business, or family, or a good old gossip, all that
important stuff. You get to choose. There's a range of options in terms of how you communicate.
A couple of key points to finish on. Because we are a government program the funding for this service, the Relay
Service, comes from a levy on the telecommunications companies, so Telstra and the other companies pay a fee.
So there's a way to feel better when you pay your phone bill. Every month you know a bit of what you're paying
is going to fund this service; so you are doing something good every month you pay your phone bill. The costs
vary depending on the calls, but it's either local call costs or using the internet data, not a great deal extra.

Almost all the calls, except for the signing video, then it's 24 hours a day. If you want a chat in the middle of the
night we can put the call through for you. If you need to make a call in an emergency and whether you're at home
or out and about, there's options there. SMS relay has been popular. It comes with a little warning that SMSs
sometimes don't get through, but it's certainly one that you can use when you're out and about. A really important
one for you. People sometimes get worried about that relay officer, you know, there's someone else listening in
on my call. I understand that's something new for you. It's going back to the days my dad tells me of when they
worked on the farm and they knew you couldn't make a phone call at a certain part of the day, because the
switchboard lady would be out milking the cows. We're going back to on the line to help you. But she won't
spread your gossip, like the lady who was milking the cows may have, and she won't be out milking the cows.
The relay officers are bound by privacy legislation. They have to keep your calls confidential, and to be honest
it's probably more private than asking a friend or family member to make your call. Then you don't have to
explain why you're changing your insurance or going for a doctor's appointment.

I mentioned before we can provide training for you and there is no cost for that. That is certainly an option.
There is a lot more I can say about this, but I'm just within time, so I'm going to finish. I have time for one or
two questions Barnard, if they're speedy. Otherwise, come upstairs when you have had your lunch or in the
afternoon tea break and have a chat to us at our display upstairs. Thank you for having me hear.
[Applause]
BARNARD CLARKSON: Any questions? We have time for one question. We have a short lunch today, so
forgive me for moving things along but we want to get you all back for the debate at 1.15, which will start on
time, 45 minutes from now.
ANNABEL VASQUEZ: They want to go to lunch.
BARNARD CLARKSON: If anyone knows how important communication is we don't just use the phones we
use our brains and we know it's an important human activity and Annabel is one of those people doing it thanks
to government support. Thanks. [Applause]
BARNARD CLARKSON: We are going to a topic of some interest to many of us today. Before we do, can I
remind you there will be a feedback form on your seat this afternoon after afternoon tea, we would appreciate
feedback from as many of you as possible. If every one of you would give us feedback we would be grateful.
I am handing you over to Mr Barry McKinnon who will be running the debate for the next 45 minutes.
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BARRY MACKINNON: Welcome to the Debate. And thank you very much for the opportunity to join with
you. The debate topic is "Will the deaf community no longer exist in three generations with genetic
engineering?" It's a pretty challenging topic and to do that you have four very eminent speakers. Let me
introduce you to them. The first man on my left is Harvey Coates, AO, and a very distinguished Australian. He
is interested and has been for many years in hearing loss in children, particularly in newborn screening. I remind
people that the newborn screening program which is now universal across this country began in Western
Australia, as a consequence of the efforts of Harvey. He also has two grandchildren who keep him extremely
busy.

Next to Harvey is Walter Thomson AM. He is a retired anaesthetist. He joined Better Hearing Australia to
support his wife, and he has -- lucky, man -- six children. You're looking at a man who has no grandchildren.
He's very envious of those two gentlemen.

Dr Steven Rodrigues, the third man in line, is an ear surgeon at PMH and Royal Perth. He is actively involved in
the Cochlear program there. He hasn't any grandchildren -- as you can see he is a young good looking man, but
he is a lucky man because he has three children and even luckier because he's a Docker supporter. [Laughter].
Sitting next to him is a very unlucky man who is an Eagle supporter. That's Dr John Byrne. He has been a very
active man throughout our community, particularly on the Deafness Council, where he is Treasurer. He is also
the CFO at the Department of Parks and Wildlife. John has nine grandchildren -- a very, very, lucky man. And
his great claim to fame is if you go to the movies these days and you have captions at the theatre, John was the
person who made the complaint to the Human Rights and Equal Opportunity Commission that led to captions
being introduced into Australia. A great achievement. [Applause]
The speaking order today will be Harvey who will lead off. He's giving us the debate as to why the deaf
community will no longer exist. He's in favour of it not existing. The second speaker will be Steven on the other
side of the equation. Third we'll have Walter and then finally with John. It's a huge challenge for a person like
me to get these people to talk for only four minutes. So if they start going on beyond that we have got to start
stirring and stopping them. The next point to make is that of course when they're finished, we want you to
participate. Questions, comments, and criticisms, whatever you like. There will be a person on each side of the
room with a microphone, so wait for the mike to get to you so you can participate and then you can have your
two bob's worth. Without any further ado, let me welcome Harvey Coates. [Applause]
HARVEY COATES: Thank you, Barry.
BARRY MACKINNON: Four minutes, Harvey!
HARVEY COATES: I acknowledge the traditional owners of the land we stand on and the vibrant deaf
community we partner within this Conference. This subject is a contentious one. Perhaps it should be called "Can
we, should we prevent deafness in the next 75 years?" because the 21st century has been called the century of
communication. The need for all people to be able to communicate effectively with all other people for optimal
education and vocational outcomes is more and more critical. We are told that in Australia 50 per cent of the
adult signing deaf are on pensions or in sheltered work. Presumably this isolation from their community fellows
is a combination of mutual communication problems and a lack of work opportunities available in the general
hearing workforce.

Why, we may ask, are deaf animals so rare in the wild? Well Charles Bluestone said it's because deaf animals
could not hear predators, or prey; they and their genetic line were rapidly terminated. Not a fairly grim example
of survival of the fittest, but a spur to the species to make the most of the genetic potential. Real and social
Darwinism are not a part of the caring society like ours. The physician’s role in our society is for preservation,
enhancement and healing; not for their own sake, but rather as physical springboards for the soaring human
spirit. We're able to help the blind to see and prolong life by defeating cancer with stem cells.

Can we at least not try to restore a basic human birth right, our children's full physical potential? If we drill
down to the basics, we know the vast majority of the deaf community have absent or decreased hair cells in their
inner ears. What if we could fix this? Not with newborn hearing screening, not with Cochlear implant, but by
positive, proactive restoration of what the threatened foetus lacks. If we could only safely and surely defect the
hearing loss in utero and by genetic engineering repair or regrow the hair cells before birth. It has been done for
other threatened children. We can prevent several conditions by such enzymatic replacement. Hair cells have
already been grown in some mammalian models. We all, doctors and parents, want the best for all our children.
We, doctors, parents and citizens, are on the cusp of great advances in genetic engineering. Conceivably three
generations will see this accomplished. But will the cost be genocide of the deaf community? Genocide is a
strong word. Success may mean its disappearance as a nurturing live human collective. Should that stop the
work? The last Anzac has gone. We remember them all, with pride, with an inner fear that we could not have
done what they did. They themselves remembered the good, the good things they accomplished, the good
friends. No outsider can really enter that circle. But their final message to those of us who followed in awe of
what they had willingly done when they had to do it was, never again, if you can help it. Thank you.
BARRY MACKINNON: Thanks, Harvey. He led us off with a challenging address. "The genocide of the deaf
community", a provocative statement. Stephen, you have a challenge. Stephen will give us the opposing
argument. Welcome.
STEPHEN RODRIGUES:
Thank you very much for the organising committee for asking me to speak and for asking me to do something I
have never done before, and that is disagree with Harvey Coates. [Laugher]. Genetic engineering, while it
remains the big challenge for medicine at present I think it is still some time away so that is why I believe the
deaf community will still exist in three generations with or without genetic engineering. The two main thrusts are
the medical side, which I will speak on a bit, and then the people involved. You may be surprised to know but as
surgeons and doctors we are not perfect. I am yet to do anything that has 100 per cent success rate, and, as Dr
Coates, has outlined, genetic engineering is still in its infancy. So we are still trying to grow a hair cell reliably,
let alone know what to do with it.

Although there a lot of medical advances, I think a lot of challenges will be borne out in a lot longer than three
generations. Having said that there are causes of things that are not related to genetic cause and we will always
have a subset of people who we can't help with new techniques. While there might be new technologies and
devices that can be conceptually available to us in future years, there will still be people who remain with a
hearing loss or who have not been successfully treated and therefore form the nucleus of a deaf community in the
years to come.

Again, even though we have treatments available, it is still essentially the patient's choice whether they want to
take these treatments up. We know that now with the treatments we have available, that whilst effective, are still
at their essence at the discretion of every individual to decide whether or not they wish to use them. Again, the
central tenant of our treatment is with the consent of the patient. It's a two-way street. Unfortunately we can't
hold people down and force them do what we like. Again in that discussion that needs to be had there will be
people who choose not to have the various treatments that are available, and that of course is their right. Then
again if we think about the evolution of any medical treatment particularly in the hearing sphere, most of our
developments will be done initially on adults. Most people in any new technology must consent to the unknown.
So it takes a great leap of faith to be a first person to have the first treatment for any treatment intervention,
particularly in something like genetic engineering which is still an unknown frontier. I would think that even in
our best successes, if we could regrow hair cells or regenerate hearing nerves, it will be some years before we
could consider applying that technology or that new treatment to children, which again will flow on and be some
time before we could hopefully have a universal solution for people with hearing loss.
Again, if we look at the people involved, the deaf community has as its core basis a right to assert their
individuality in the decisions they make as to how they wish to manage their hearing loss. I can't see this
changing in the future, and certainly it would be on a case-by-case basis as to who would wish to avail
themselves of any technology or future options we have available. Now, even if they were there, again we need
to look at more broad cases. Will there be access to these new treatments for everybody or again in our current
environment will these need to be rationed and therefore not available to people at large?
I would like to finish by saying that while I'm encouraged by advances in clinical trials, in bench-side medicine,
as we all know it takes much time for the safety of these treatments to be proven and to be applied widely once
they're available. We have a number of fantastic techniques at our hands now and no doubt this will improve in
many years to come, but I think there will be a role for the deaf community in the future.
[Applause]

BARRY MACKINNON: Thank you, Stephen. His point a powerful one is that genetic engineering is fantastic
stuff but even if it could cure most things, hearing loss, and people have a choice, they can make the choice they
like. You can't force the technology on people. Hence the deaf community will exist. That was powerful
argument. Walter, you have a chance to rebut that. Welcome, and over to you.
WALTER THOMPSON: While I may not have as many grey hairs as some of you in the audience, while I was
a child, polo was rampant and it no longer exists in the community we live in. There are a number of other
diseases that have been eradicated.

So while I understand Steven's caution, I ask him to have hope, challenge what he was aspiring to the deaf
community and to what the future will hold. In the title there are three aspects: the deaf community, as you said,
is a very definite community, but they are a diverse group in terms of their hearing impairment and social
disability. Three generations -- don't think about yourself. Think about your grandchildren's great-grandchildren.
What do you want for them? And then there's genetic engineering. Pandora's box, possibly not. I think all of us
have come to accept that. But the inner ear is a remarkable organ and it connects the brain with our lives
immeasurably. The range and the interplay of sounds of the brain demand enormous sensitivity. I know that all
of you are dissatisfied at some point in your day with your hearing aids, and you think why the hell can't this be
better. I would put it to you that what we have done so far has been incredible, but what we really have done is
either attempted to bypass what the ear does to augment the signal that goes to it or to treat some peripheral
medical condition. I think cochlea’s are wonderful. I have given anaesthetics, but if you want a point of
comparison it's like playing a piano with three or four keys. If you want the wide range, you need to change the
whole organ, and to do that you have to get down to the genome to the changes that have not allowed the organs
and ordinals to develop properly and to be able to change that.
Things have changed immeasurably in the last five years with genetic screening and the things that can be picked
up and the ways of interfering and manipulating them. There are a number that are related to syndromal, but
there are various that are associated with the hearing loss that you all have. We know that by mapping with those
mutations, playing with them, changing them and working with them in models, we can change the variation and
the weakness in the hair cells that they play on, we can change and in some instances alter the development or
the structural organisation of those. We can change the development of the inner ear. And while everybody is
saying that you can't regenerate hair cells, we know that in some of the low animal species they have not lost
their ability to regenerate hair cells. And by finding out the messengers that turn on that regeneration, we
hopefully will be able to do that in humans. So I believe genetic engineering will allow us to correct and remove
defective genes, replace defective genes, stimulate the support cells and allow the organ to revert what it was
supposed to be, and in some cases even stimulate existing cells.

We all know Superman learnt how to move his legs, and there's the potential that can happen here. But that is
certainly not to underplay what is an enormous task. But because of the advances that are occurring, I would put
it to you that in the next 75 years there will be enormous changes. The important thing for us is not to put them in
the ratbag container in the corner, but to look at them, evaluate them, look at what would be the social domestic
and workplace implications, how it will change us, how it will change our groups, what will happen to lip
reading and signing, and what are the risks and benefits for social and economic groups? What's the risk and the
benefit to BHA for instance?

So I put to you that all of these things exist out there. The changes will come. It's up to us to accept them, to
debate them, to understand them, and then to adapt to them as they a caring and compassionate society so that we
can improve the welfare and the lives of the hearing impaired. Helen Keller noted that deafness is the loss of the
most vital stimulus — the sound of the voice that brings language, sets thoughts astir and keeps us in the
intellectual company of man. Let's keep that for our grandchildren's grandchildren. Thank you.
[Applause]
BARRY MACKINNON: Thanks, Walter. Again, a good presentation. Giving us an example of the sorts of
things that we have been able to get on top of: Polo, I remember a couple of my friends in the surf club who had
polio as children and that caused them physical difficulties and of course it now no longer exists in our
community. A fantastic breakthrough in our lifetime. And we only have to think in terms of hearing impairment,
my son who has a Cochlear, the changes in the technology that now relate to him in 37 years is just astounding.
The point that Wally makes is in another couple of generations, two or three, think where we might be. John
Byrne might have the answers to those questions from the other point of view. Let's hear your point of view
John. Thank you.
JOHN BYRNE: I have to agree with Harvey and Walter. Genetic engineering will change the world. The
change is already underway in the food we eat. There are genetic engineered crops and livestock. I have no
doubt that genetic engineering will be beneficial for avoiding and treating distressing diseases that have a simple
genetic basis, like Huntington's disease and cystic fibrosis. However it will be a long time before genetic
engineering is safe for widespread use. Unlike people, seeds can be discarded and livestock euthanised if there is
a bad result. Embryo selection is an alternative that is already available for prospective parents who know if there
is a risk of a genetic disease. It is safer than genetic engineering and may have more social acceptance. However
it seems uncommon for prospective parents to use embryo selection to ensure that a baby will not have a gene
related to deafness. This indicates that parents are unlikely to use genetic engineering. Deafness is not life
threatening and has a minor impact on quality of life. Newborn screening has shown that babies born deaf often
do not have a simple genetic cause that could have been reliably detected before birth.

There are many different causes of deafness, and not all are genetic. Where the cause is genetic, it may be a
combination of genes and age onset and the extent of hearing loss may not be predictable. Genetic engineering is
unlikely to be a solution for diseases that are the result of complex interaction and expression of several genes.
I'm deaf due to otosclerosis. Ten per cent of the population have the gene. One person in ten in society has the
gene, but only a very small proportion become profoundly deaf, and even if you become deaf at a young age, like
I did, genetic engineering is unlikely to assist with this disease. Any medical treatment requires consent. It is
already apparent that some members of the deaf community will not consent to treatments like Cochlear implants
for themselves or their children. The same is likely to apply if genetic engineering is recommended.

Within one generation the deaf community and the hearing impaired community will be very different. However
genetic engineering will not bel main driver of change.
Medical advances are continuing at a rapid rate and within a generation we should have implanted devices that
bypass the middle ear and directly stimulate the brain. Hopefully we will have a solution to the scourge of glue
ear for Aboriginal children. Genes work through producing proteins. There are thousands of proteins produce in
our bodies. Medical science has identified less than half of them. Identification of proteins involved in genetic
diseases will facilitate the development of drugs. Drugs are safer than genetic engineering since the dosage can
be controlled or the drug stopped if there are adverse consequences. Genetic engineering is less reversible and
controllable. Technology changes like better hearing aids will continue to reduce the disadvantage of hearing
impairment.
The main impact of hearing loss is on our ability to communicate. Speech recognition software is developing
rapidly. I already communicate with my family and many of my friends using software on a mobile phone. I also
communicate with Chinese-speaking people with software on a mobile phone that translates from Chinese to
English. Within a few years hearing impaired person will have a phone or tablet or Google glasses that gives an
accurate instantaneous transcript of the precise conversations of interest to them in a crowded, noisy room and
translates between English and Auslan. That will reduce the isolation of being deaf.
Finally, prevention is the key to reducing hearing loss. The campaign for hearing as a national health priority has
a great potential to reduce noise induced hearing loss and have many other benefits. All these things will have
great impact on the deaf community than genetic engineering. Despite advances, there will always be some deaf
and hearing impaired people. People with similar life experience tend to form their own support networks. The
deaf community will always exist. Genetic engineering will not be the main driver of change for three
generations -- in ten maybe, but not three.
I have a final comment: I apologise in advance for deliberately provoking all of you. You may have heard of
Professor John Cornforth, the Australian Noble Prize winner. He was deaf from a young age. There have been
about 10 Noble Prize winners in Australia. One Noble prize winner in ten is deaf, but one person in a thousand is
deaf. Deaf people are obviously 100 times smarter than the average Australian. Perhaps we need genetic
engineering to transfer the superior genes of the deaf community to our general population. The real debate we
should have today is whether the hearing community will no longer exist in three generations with genetic
engineering. Thank you.

[Applause]

BARRY MACKINNON: As you can see with John, he lacks enthusiasm! Passionate as always. As his key
point at the end of the day really is, yeah, there's genetic engineering with this amazing technology advances and
even within one generation the deaf community will be significantly different, but it will exist; it will still be
there. That's the point that he makes clearly. Over to you now. Who wants to make the first comment, criticism,
question, whatever it may be? Remember you have got to speak into the microphone and there's one on each
side. When you start please, speak directly into the Mike and give us your name to start with

SUE DAW: My name is Sue Daw from Canberra. I am one of those people who has otosclerosis and I have a
been a member of Better Hearing Australia for over 20 years and I remember coming to a Better Hearing
Conference and somebody getting up, some expert saying in 20 years all your hair cells will be able to
regenerated and you will be able to hear. I am wondering why it's taking so long because I'm running out of time.
[Laughter]
[Applause]
BARRY MACKINNON: Let me say, Sue, having seen a lot of things come out of Canberra, you're one of the
better looking.
[Laughter]
TOM McCALL: I am Tom McCall of Victoria.
BARRY MACKINNON: From Victoria? Who do you barrack for?
TOM McCAUL: I just want to make comment because it's just my life experience. As you see I have a Cochlear
implant. I have been involved in the deaf community as well as the hearing impaired community as well as the
hearing community. I still despite my Cochlear implant use Auslan. For example, I have been involved in the
deaf community and understand their culture and history and the way they communicate. What they have given
me is confidence in being myself, confidence as an individual, confidence to participate in social events, in other
words the deaf community has some elements of pride in being able to keep their culture and I think despite all
the genetic engineering or Cochlear implant or advanced technology, I don't think the deaf community will ever
die. That's my feeling.
[Applause]
BARRY MACKINNON: Thanks Tom, Walter, we'll take you to make a comment, and then John.
WALTER THOMPSON: I don't think any of us is saying it's not necessary or useful but if you change the
inputs and what the needs are, then the community will change with that. And to the lady here, I'm sorry, you
won't be here to see all of this -- but what I would point out to you is that all the things that have changed and the
rate of the change and the manipulations that they are able to do now they're doing some of those things you have
been waiting 20 years for.

JOHN BYRNE: I would like to say I agree completely. I'm a member of the deaf community also. Been a
member since 1999 with Deaf Australia. It will change. It's changed from what it was 100 years ago when we
used to be sent to schools and institutions to be educated. It's changed and it will change. But it will remain.
BARRY MACKINNON: On my right.
MICHAELA SLOAN: Hi, I'm Michaela Sloan from the WA Deaf Society, and following on from John's
comments about the number of deaf people who have had many accolades over the years. We remind you that
the current young Australian of the year is a profoundly deaf lady from fifth generation deaf lady who is doing an
excellent job of promoting access for children to have deaf children to have access to Auslan, as well as all of the
interventions that are available but just to also have access to Auslan. So deaf people are doing well in the
community, and today here in Fremantle we are all here, but I'm guessing that -- I guess the lack of
representation of deaf people culturally deaf people here today is due to the fact that it's national week of deaf
people and that's launched today at Fremantle, and it's a week-long celebration of the cultural and linguistic
diversity of the deaf community. And I think I've enjoyed today's debate, I think it would have been more
interesting if some culturally deaf members had been invited to the panel as well. That would have definitely
have been a little bit more ...
WALTER THOMPSON: They were invited, but they did not want to participate for whatever reason.
BARRY MACKINNON: Thank you very much. On my left. What is your name?
ANNE JEAVONS: My name is Anne.
BARRY MACKINNON: Could you turn the mike on. Give us your name again?
ANNE JEAVONS: Can everyone hear me? My name is Anne and I'm from WA.
BARRY MACKINNON: Would you stand up! [Laughter]
ANNE JEAVONS: Okay. To get on to my more serious topic on my height or lack of. I would agree with all
of our eminent experts here on the panel about the need to carry on and to forge new pathways, and all that, I
totally agree, the one thing that seems to me that is being missed at the moment is the fact that really Auslan and
other sign languages are minority languages, like the Aboriginal languages, many of these minority languages
have disappeared over the centuries. Why? Not just because of physical and environmental factors but also
because of the prevailing policies of the day. The education policies, all those things that determine what is going
to be done and what is not going to be done.
So I would see Auslan and other sign languages as a minority language rapidly disappearing, but I think it will
still be standing, I agree with those members of the panel, it will be still be standing where we have the pressure
and the push on parents. They want to do the best for their children, don't they? So we are told that the Cochlear
implant, other technological advances are the best way to go.

However, do we have a look at the success rates of these children once they have Cochlear implants, hearing
aids, blah blah, so many of them do not manage to fit into mainstream society. They don't. They are out there
broken. They can't fit in to mainstream society because they don't have the feeling of belonging, because it is
such an artificial thing. They have lost the culture the language that they might have had from their parents, their
parents now don't want them to use sign because they want them to do the very best they can. So I don't think
enough is being done on the success rates of all these things. Also ..
BARRY MACKINNON: Anne, two seconds.
ANNE JEAVONS: Using sign language for small children has IQ benefits and in America they use sign
language with their small children and then switch over to speech later and it has tremendous benefits. A small
child can much more easily express himself, her herself by using a sign rather than struggling with the English
language which we know is a beast at the best of times, trying to get the word out, frustration, none
communication, those things. Sign languages are real languages research has been done and they also use the left
hemisphere of the brain, the same hemisphere as spoken languages. They are not in the right hemisphere areas,
i.e, visual cognition ..
BARRY MACKINNON: Anne, we must go on, because I'm getting the wind-up calls from everybody.
ANNE JEAVONS: I understand. That's fine.
BARRY MACKINNON: Thank you. Always short of a word, Anne. Stephen, you can have a comment. And
Harvey.

STEPHEN RODRIGUES: You should have been up here Anne. I'm involved in the Cochlear implant program
so I have a vested interest there over the last 12 years, I know implants have been around longer than that. With
any of these things the issue is talking, counselling whatever you want to call it beforehand. I don't think it's right
that we shouldn't do it because there are people who it doesn't work for. We have a better idea of who is not
going to do as well.

As Tom said I still don't understand why there's a lot of anger towards me sometimes from people who don't
want an implant, when I offer them a possibility. I don't know why the two communities aren't mutually
exclusive. I tell parents, particularly in kids who I think are not going to do outstandingly well, they need to learn
Auslan, because it's another means of communication. It's like telling somebody not to learn French. There are a
number of children who do brilliantly well with implant and I would hate to think we deny because we don't do
as well with people who don't. It's important to encourage those who don't do well. That in itself is not a reason
to not offer a treatment. ...(indistinct)...

BARRY MACKINNON: Final comment from Harvey, I have one minute left.
HARVEY COATES: All I wanted to say is that the debate was not about Cochlear implants, but we're beyond
that to genetic engineering, and things are improving. As Walter said, I was lucky enough to be sitting in the
lecture theatre at the last talk in Vancouver given by Jonas Sulk before he died. He showed us photographs of
kids in iron lungs and crutches and all this, and that's gone. We have prevented it. What we are talking about here
is something in 75 years' time. We have a lot of time to work on that. We're not talking about Cochlear implants;
we are talking about the future.
BARRY MACKINNON: John wants to make a comment but he can't and neither can you because I have run
out of time. I am under strict instructions to make sure I make the time. Let me finish by saying thank you
particularly to our panel members, put hands together whichever way it suits you. Thank you to you the audience
to help make it, we couldn't have done it without you. To our interpreters who are always active on the job,
whether they're here or down the back. To the organiser of the conference, it's been an outstanding success to
those who have done it, let's put our hands together for them as well. [Applause].
I never get the last word at home, ever, but I can get the last word here today. I think to sum it up really at the
end of the day technology will make huge changes. We have seen it in our lifetimes. Imagine what it will be in
another lifetime or two, it's going to be incredible but people will have the choice as to what they should do and
we should fight hard to make sure they keep that choice. Thanks for your participation, appreciate it.
[Applause]

AFTERNOON TEA

BARNARD CLARKSON: David is a very generous man, David Brady. He has already said that he hopes he
can finish before half past four which will give Sarah and Michelle a chance to get up here and do what we all
know is very important work, to talk about their project, our final one for the day. We are going to finish on a
high, and part of that high is David Brady, who I need to warn you is a passionate man.

He comes from New England, northern New South Wales. He calls himself a passionate New Englander. He
does a lot of mentoring to particularly young sportsmen because he's a passionate sportsman, and as well as
being well qualified, with a masters in science and things like that, he's the CEO of Hear For You, not for profit,
and been involved in the Deafness Forum board since 2010. Today he's the chair of it, and I would like you to
welcome the national public voice and face of the Deafness Forum of Australia. [Applause]

HEARING – THE 10th NATIONAL HEALTH PRIORITY IN AUSTRALIA
David Brady, Chairman Deafness Forum Australia
DAVID BRADY: The clock has started. Fantastic. Thank you very much for the kind
welcome. It's a great pleasure for me to be here today in Fremantle, a place I have
been a couple of times this year and I enjoy the rich diversity and history of this place.
I acknowledge the Wadjuk people of the Noongar region, the traditional custodians on
the land on which we meet. I pay respect to them and their cultures and their elders
both past and present. I acknowledge the challenge facing Indigenous leaders and their families to overcome the
unacceptably high levels of ear health issues among the First Australians. I am pleased to see we have full
communications access here today. We have captions, and Loop, and of course the interpreter who is providing a
voice for the Australian deaf community, my voice through the interpreter. Thank you very much,
congratulations, Better Hearing, we appreciate it, thank you.
The organisation I chair is the national voice for over 4 million Australians and their families living with hearing
health and well-being issues. It includes people who have a hearing impairment, hard of hearing, chronic ear
disorder, people who are deaf, people who are deafblind, and the many families that are there for them. The word
"forum" in our name is important. Deafness Forum was created two decades ago, over 21 years now, to be a
national consulting body and conduit to the Australian government on the issues in our community sector. Better
Hearing Australia has been around for much longer than this, and has been a great and strong supporter of our
work, and we hope our collaboration will continue and grow. This week we met many of our federal elected
leaders at Parliament House in Canberra. A dinner presentation was held on Monday in partnership with Deaf
Sport Australia. This was our opportunity to speak of the benefits of young people who are deaf, hard of hearing
or hearing impaired again in sport in terms of personal and social skills, health and well-being. Our keynote
speaker was the rugby league immortal Wally Lewis, and his delightful daughter Jamie-Lee. Wally Lewis spoke
to us about his personal experience, beginning with the devastating news that his baby was profoundly deaf.
Jamie-Lee is now a professional person, elite athlete, proud aunt in her 20s, explained how young hearing
impaired youngsters feel isolated and that without participating in the community in such things as sporting
teams they lack in self-confidence. She explained these young people deserve equal opportunity by supporting
them in group activities and they can achieve their ambition and personal potential, and fundamental to this
continued increased and ongoing government support is essential. Their message reinforced the importance of
families to have the information they need to make the informed choices and the necessary supports, whatever it
is, to ensure that their children can develop into fine young people like that of Jamie-Lee Lewis today.

For the third year running, we held what we call "silent sports", events during the current sitting week, last week,
on the sporting fields of Parliament House, in Canberra. Politicians from all points of the spectrum were joined
with members of the deaf and hard of hearing community, particularly Deaf ACT and Deafness Resources
Centre and of course Deaf Sports Australia. We got up early in the morning to play games of netball, touch
football and AFL -- not all at once but each consecutive day -- but with a difference. We made sure that they
wore ear plugs; we told them they could not speak; and the referees and umpires whistle was gone [whistles]
they just used a flag. It is surprisingly difficult task for our political representative, as you can imagine. I can tell
you the look on some of those parliamentarians’ faces when trying very hard not to speak is priceless.
[Laughter].
The experience of not hearing for half an hour was not lost on them, and we will be following them up to build
on that relationship we created last week. This is a unique forum and advocacy because it gives our elected
leaders a glimpse of life of the everyday life experience of the people whom our organisations represent.
Now to a current topic of great interest, particularly to parents. As you know, the government is considering the
sale of Australian Hearing. The new Minister for Human Services is considering the timing of that due to the
other significant changes occurring in the hearing sector. The implementation of the National Disability
Insurance Scheme will impact on the Australian government hearing services program. Some of the client groups
who receive services under this program will transfer to the National Disability Insurance Scheme, including
some highly vulnerable client groups that are currently the sole responsibility of Australian Hearing. These
groups are identified as a community service obligation due to the cost, complexity and access issues associated
with the delivery of services to these clients and the lack of services in the private sector. The community service
obligation client groups include deaf and hearing impaired infants, children and young adults. They include
pensioners and veterans with complex hearing needs and Aboriginal and Torres Strait Islanders aged over 60
years. The community service obligation program also funds a culturally sensitive outreach service for
Aboriginal and Torres Strait Islander people in urban, rural and remote areas of Australia. Under the NDIS
services to these client groups will become contestable in a free market. There is a very strong message coming
from the families of deaf and hearing impaired children that they would rather forgo the choice of provider in
order to maintain the quality of services and trusted services that they receive from Australian Hearing. Many of
the issues of concern could be resolved if Australian Hearing was nominated as the sole provider of services for
infants and children under the NDIS. I want to acknowledge that there are different views on the sale of
Australian Hearing. In fact, some groups and organisations may see a benefit. But this distracts from a crucial
issue: If a decision was made to privatise Australian Hearing before -- I say before -- the issues related to the
community service obligations client groups are resolved then it removes the opportunity to provide a safety net
for highly vulnerable members of the community.

I would like now to speak to you about a national strategy to bring hearing and deafness issues to the forefront of
government policy, and community awareness and education. We acknowledge the Australian government has
some component in place for what could be a world-class hearing program, but the current narrow framing of the
government approach to hearing and deafness issues is demonstrated by the fact that most people with hearing
loss would not be able to access the National Disability Insurance Scheme because their hearing loss is not
assessed as having an impact on their lives. What is missing is an overarching, integrated policy including a
strategy for raising awareness in the community and educating service providers, such as general practitioners.
Deafness in its varying degrees and the way it is experienced is one of the most misunderstood disabilities, and
because, as we all know, it's invisible, it is often overlooked, neglected and forgotten. One in every six
Australians has some degree of hearing loss or ear disorder, and it will get worse. It is predicted to increase -- we
have said this a couple of times -- to one in four by 2020. Hearing loss is a paradox. It is so prevalent in the
community, yet it has such a low level of awareness, education and understanding. For too long people that we
advocate for are hidden in the shadows and excluded from full participation in the community. There is a
massive hidden cost of maintaining the current status quo and doing nothing. Without realising it -- and I'm
going to put this again, without realising it, every taxpayer in Australia is paying for this hidden debt and the
longer we leave it the bigger that debt grows. Hearing must become a mainstream community issue and
Australian government priority.
We all know hearing loss isn't just about not hearing. It goes beyond the ears. It affects education, work, personal
relationships, health and wellbeing. It affects the individual and the people around them. Let me share with you
some examples. How many of you here experience a frustration watching members of your family or friends do
nothing about their hearing. Dare I say the same family members and friends do nothing to your hearing needs. I
am one of them, I've been born deaf since birth and I've seen it not just in families and friends, but in the wider
community. It's constant.

We understand the benefit of doing something, but it seems a constant personal battle to educate others close to
us and in the community at large. There is widespread under-managed hearing care throughout the community,
particularly for mature aged people. Many people who would benefit from hearing aids or speech processors wait
six to ten years before seeking help. Live captions, hearing augmentation systems and Auslan interpreter services
should be, must be, common features in the social, education, health, government service shopfront and
workplace settings so that quality communication access is available to everyone. With these systems in place,
Australia could be leading the world in accessible communication. Surely better public awareness and
acceptance of Auslan is a great thing for all Australians.

Indigenous hearing health as we heard is a massive health problem. It is of a standard we find in third-world
countries. There has been progress thank you to the incredible tenacity of Indigenous leaders, their families, that
of Australian Hearing and of course small not for profits like the Ear Bus that we heard from this morning. But
they can't continue to do it alone. They can't. Australians who suffer from various chronic ear disorders face
everyday monetary challenges to buy expensive medicines on top of their hearing needs to make it possible for
them to participate in the community and workforce. Some of these drugs, believe it or not, are not included on
the pharmaceutical benefits scheme. Every time I meet an Australian with a chronic ear disorder like tinnitus it is
the cost of managing that is the main cause of complaint. They just want to get back to being normal, engaged in
community life as soon as possible. They want to be like -- I love this world -- they want to be "lifters" in their
community. We have heard that word. They want to be "lifters".
We live in a noisy world, it's in industry, it's in places we go to be entertained, right down to our personal
earphones. Hearing loss from loud noise as we know is preventable. But the general community is unaware of
the problem, what it can do to their lives and the ways to avoid it. What can we achieve by making hearing an
Australian priority? What could it mean for you? The first step is public awareness, and this flows to great
awareness among our political leaders, our lawmakers and policy developers. If we gain their attention, there's an
opportunity for conversations on a broad range of issues that are important to the one in six Australians that we
represent. We need a national flagship strategy that draws together all the groups and all the issues, a strategy
that will attract media and public interest, one that we all have a role to play.
Deafness Forum has started the journey. We have done the political soundings. We have consulted our members
across the whole sector. We are right now gathering support for a national public campaign that reaches out to
millions of Australians to make them pause and ask themselves this question: why isn't hearing a national
priority? I'm talking about nothing less than a landmark change for a way that hearing issues are perceived and
addressed in this country. With your involvement we can have the conversation that we have been waiting for so
long with mainstream Australia. We want to have a conversation with people out there. We want to talk about us;
how we can make ourselves better.
I like to thank Better Hearing Australia's president Sara Duncan and Michelle Barry for contributing to the
strategy workshop held earlier this year. Thank you. Let me finish -- but before I finish, let's forget about the
issues for the moment. Forget the statistics. Most of us and our friends and members of our communities can
reasonably expect to be healthy 70, 80 and 90-year-olds. But when that time comes three-quarters of us will
have critical hearing and well-being issues. This makes it not somebody else's problem, but all people. Together
we can make hearing health and wellbeing a national priority in Australia. Thank you for having me. Thank you.
[Applause]

BARNARD CLARKSON: Perfect timing. You can't see it -- that was perfect timing. Ladies and gentlemen,
David says he will be around for a while. He's very happy to talk to people over dinner. Please excuse me if we
try to cut the talk now. We'll go straight to Sara. Before we do, I want to thank this man who is not only
passionate, but also inspiring, and I think he's doing a wonderful job. We couldn't have a better man doing it.
[Applause].
As Sara comes up, may I remind you the advertisement that you may have seen and one of the articles we talked
about was something by Elaine Melville, who talked about the Wellington Declaration. There's a handout which
describes the Wellington Declaration 2015, and it's on the table over there, so I encourage you to take a copy of
the Wellington Declaration as you leave. It will be wrapped up inside a bit of paper, and there are things there as
well and lovely bag promoting someone I don't mind promoting for a good cause. Oh. I'm in trouble. I'm getting
out of here so we can let Sara Duncan do her bit. [Applause]

A FAIRER HEARING - Sara Duncan and Michele Barry, BHA Victoria and
BHA National Board Members
SARA DUNCAN: Thanks Barney. Good afternoon. It is a pleasure to be here and
it's an honour to follow David. I think what I'm going to say really supports the
make it ten campaign and builds on that and really talks to the some of the why and
how, and adds some of the strong belief that sits within Better Hearing Australia
about what needs to change around hearing loss and hearing loss policy. It's
wonderful to be here closing the 67th Better Hearing Conference. I have enjoyed
my stay in Fremantle and the hospitality of the Western Australian branch of Better Hearing Australia. I wanted
to say happy 70th birthday by the way. Another wonderful achievement for Julie and her team to be celebrating
this birthday.
We have benefited from the great speakers here today, talking about the many issues facing people who have a
hearing loss and how they can be supported. I am here today to talk about "A Fairer Hearing". This is a
publication that we released in 2014 in collaboration with the University of Canberra.
"A fairer hearing: Enhancing the social inclusion of people with a hearing loss" is the title of my speech today,
and you've all been given a copy of that publication, along with another document which is the cornerstone of
my speech the Better Hearing "Call To Action". I'm going to talk about why it matters, why a fairer hearing and
our Better Hearing Australia's call to action. Why does it matter that we make a change around the way hearing
loss is addressed and the way people with a hearing loss are treated.

Because the fact that 4 million Australians -- or one in four Australians -- has a hearing loss is a big deal. The
fact that this number is likely to increase to 8.9 million Australians over the next 35 years is also a big deal. Why
is not being able to hear a big deal? Not being able to hear well means not being able to communicate or be able
to participate in activities of choice. I can only imagine what that must be like. However, I get a glimpse into it
when I see the life my mum has experienced, the challenges in accessing services, trying to stay in the
workforce, interact with her family, and so much more. For me, one of my great challenges has been
understanding my mum. I have watched her over many years, unable to join in the conversations at family
gatherings, be they Christmas, birthdays, funerals, and it doesn't matter how often she reminds everyone, "I can't
hear ,"it never seems to stick, even with me. I have often felt frustrated at her seemingly lack of interest in what
is going on, her sternness when she talks to people -- what some people have called her rudeness in interacting.

What I have come to understand is that these actions, these behaviours, are simply her coping mechanisms -- her
reaction to the sensory overload she feels in trying to hear what is going on, and her sheer frustration that she
feels at not being able to be part of the conversation, not being able to be part of what is going on around her.
So why does it matter? Because I see the pain of people with a hearing loss and I believe, and Better Hearing
Australia believe, we need to find a better way forward. A concerted change is needed so that the 4 million
Australians with a hearing loss have equitable opportunity and encouragement to enjoy the highest possible
standards of living, health, education and social participation. This group deserves the support necessary to
enable them to fully participate in education, employment and entertainment.

Hearing loss is a deeply personal issue. No two experiences are the same, with the impacts being personally felt
by individuals, their families and their communities. It can therefore be difficult to speak on behalf of such a
diverse part of the Australian community. However, what I have found is that while each person's experience is
individual, we can find common themes of social isolation, difficulties finding employment, difficulties in
participating in workforce, leading to exclusion from being an effective member of the society -- frustration at
the significant service gaps and poorer health outcomes that lead to a great cost for our health system, our society
and the "depth" that David was talking about. There is also a common theme that devices -- be they hearing aids,
Cochlear implants, assistive technology -- are represented as a solution for hearing loss. But these don't meet the
needs that they always profess to meet. There is a gap there. People need more than just a device; they need
support, they need help, they need something to help them get over the grief and loss and the psychological
issues that come along with loss of hearing, and that is one of the major gaps we see in our policies at the
moment. These commonalities of experience provide a clear picture of the policy failures in the area of hearing
health and the services we provide to the 4 million Australians who have a hearing loss.

Improving hearing health will improve Australia's health outcomes. Hearing loss has been identified as a major
public health problem and is ranked eighth in terms of burden of disease in Australia. People with a hearing loss
are more likely to suffer from increased rates of a range of psychological, social and physical health issues. As a
group people who have a hearing loss have a poorer quality of life and poorer physical health than the rest of the
community. People with a hearing loss have poorer education outcomes, are underrepresented in both full and
part-time employment and tend to leave the workforce earlier. These are things that need to change.
So why "A Fairer Hearing"? Well, like David, I believe that we need some momentum for change. A clear
voice, a common voice, a sensible voice is needed, and I support David and the Deafness Forum's campaign. I
guess I started working towards the publication of "Fairer Health" when I started working in the sector two years
ago because I was unable to find a policy document that said these are the things we need to change. I could find
the evidence of the many issues facing people with a hearing loss, but I could not find a clear direction about
how government policy should change to address these challenges. My professional and personal experience has
taught me that in order for change to occur, a clear, shared vision must be created. You cannot meet with
politicians, bureaucrats, people of influence and ask them to change unless you provide them with the roadmap
for that change. I believe that if you are seeking to create change you must identify the problem, identify the
solution and demonstrate a pathway to that solution and be a key part of that solution. So we at Better Hearing
Australia began consulting with people in the sector. Through our consultation we established a partnership with
the University of Canberra, and a "Fairer Hearing" was born.
The launch of a "Fairer Hearing" and now "Listen Up", which we launched yesterday, opened doors for Better
Hearing Australia. We were able to commence dialogue with government and other stakeholders, and it has
started us on the road to change. But change is not cataclysmic; it requires continual drive, determination and
evidence. So it's an ongoing journey, one that we work with our partners on and one that we strive towards every
day, and one that we use "A Fairer Hearing" to help us with.
Since we published "A Fairer Hearing" we have been refining our key messages and we have developed what we
are launching today, what we call our "Call To Action". This is based on the feedback we have received from
stakeholders including politicians, other groups in the hearing sector, and other groups outside of the hearing loss
sector, and Better Hearing Australia's patron, Professor Graeme Clark, and most importantly our members.
Our "Call To Action" that I'm talking about today has five parts, that I am going to talk through. There must be
an end to discrimination against people with a hearing loss. We know that stigma is a real issue for people with a
hearing loss.
As a great woman, Fay Jackson said recently, "We need to call out stigma for what it is, and that is
discrimination". It is against the law and it is not good enough. Individuals should feel confident and able to say
"I have a hearing loss. I have needs," and every person in the community should know they have a responsibility
to meet and respect a person's rights and supporting those needs being met.

There would be an uproar if someone in a wheelchair asserted their needs for assistance and it was not met. So
it's not good enough for people with a hearing loss. We have a Disability Discrimination Act, organisations have
disability action plans, but rarely do they impress on the needs of a person with a hearing loss. How many public
places have hearing loops? How many work? It needs to be accepted that people with a hearing loss
communicate in a range of ways as David spoke about; therefore, there needs to be a range of ways in place to
communicate with people who unable to hear. One example for me is that, particularly because I see it on the
board of a hospital, that I would love to see in every emergency department at the triage desk a portable hearing
loop or listening device so that if someone was coming in unwell they could tell people what their symptoms are,
they could hear the questions they were being asked and they could describe what was happening and people
would get appropriate health care. This is just one example of a list. I could stand here for hours talking just
about that list.
We need to stop fighting about how we label those with a hearing loss and allow people to self-identify. We need
to stop thinking of ourselves as communities and think of hearing loss as a sector, who all have one thing in
common -- the loss of hearing. We need to come together around our commonalities, rather than disperse around
our differences.
This goes to the next plank of our call to action. We need one policy message to government for the hearing
sector. To achieve change, to get the attention from government, the entire hearing sector needs to find what we
agree on, what are the fundamentals that need to change and focus on this, campaign on this, work together on
this. Where sectors have worked effectively together we can see they have achieved great success. Vision 2020,
which is the collaboration of vision related services, be they bind people, be they people with partial vision loss,
which started about I think ten years has seen great leaps and bounds in the services delivered to people who
suffer from some form of sight loss. There's a collaboration. They are working together and funding is coming
their way. This is a great example. We need to follow it. We as a sector need to learn from the work of Vision
2020. We need to talk with them, and their journey from a group to an active collective. We need to be a great
active collective.
My next area of concern is that we need to invest in prevention so that the 4 million Australians who today have
a hearing loss does not run into nearly 9 million people over the next 35 years. I am sure that any person with a
hearing loss would not want to see another person develop a hearing loss.
We must engage in activities that activity intervene where hearing loss is preventable or where hearing loss can
be prevented from worsening, or we can stop it from getting worse at a slower rate -- slow down the worsening.
The cost of this increasing prevalence to society will be significant. We must encourage -- actually I feel
stronger about it -- we must demand that dedicated consistent prevention funding is provided for coherent and
evidence-based prevention actions. Government must invest in this.

There should not be one campaign over here and one campaign over there all with different messages based on
who is doing it. We need to get the fundamentals right about how we get put out the awareness campaign about
how hearing loss can be prevented, how hearing loss occurs and what actions need to be taken, be that in the
workplace, whatever that workplace is, be that for people in the entertainment spheres, be that in the home
sphere. And there is great evidence out there. There's great evidence being undertaken. This must occur and it
must occur quickly, and it must be consistent, and it must happen over a long period of time. We know in the
health promotion space what works -- long-term coherent policy. Just look at what happened in the interventions
around seatbelts and smoking. If you look at the evidence there, it takes time and investment.
Lastly, I'm saddened when I see a young Australian unable to afford a hearing aid. As someone, 27, 28, they've
been covered by public services until they're 26, and suddenly the bottom falls out -- nothing there. So if you
know, they haven't been able to get their life on track by then, oh well, it doesn't happen, and we've seen lots of
examples of that at Better Hearing. It is devastating to think that intelligent, strong and active individuals fall out
of the workforce or do not work to their full capacity, become socially isolated because of a hearing loss and
because they do not get the services they need simply because they cannot afford it. I'm sickened when I hear of
an older person who is paying $12 000 for a hearing aid which they are led to believe will restore their hearing to
its former glory. We all know, unfortunately, that doesn't happen. There's a loss. It can never go back to what it
was. It's unconscionable that in order to pay the $12 000 they're on a payment plan, that they don't quite
understand, when the providers excuse their actions by saying that the individual must have "misheard" what was
said! We hear this time and time again. How can an industry that deals with people with a hearing loss not
provide services in such a way as to ensure that information is provided in a number of formats and understood
by their clients? The client may have misheard because they have a hearing loss! People are being taken
advantage of.
I'm delighted when I hear the wonderful stories of Better Hearing clients who have learnt how to communicate
more effectively, feel empowered to live with their hearing loss, have received a hearing aid from the Hearing
Aid Bank. It's heart-warming when I hear of the work undertaken by members of the Deafness Forum, who have
such an advocate like David Brady, and, you know, the work that we've heard of here today.
We do have wonderful supports and services in Australia. There are many, many strengths. But we know and we
hear about too many gaps, too many people not getting trustworthy or appropriate services. We all know that our
current service delivery system is not geared towards client-centred care that provides individual solutions to
meet people's individual needs. What we at Better Hearing Australia believe and what we want everyone in the
sector to promote is that it is time that governments stopped ignoring the issue of hearing loss and act to ensure
consumers are protected and receive trustworthy and appropriate services. The 4 million Australians with a
hearing loss deserve this.

They deserve a fairer hearing. Thank you.
[Applause]
I'm happy to take questions.
BARNARD CLARKSON: I have a question. Have you filled out your feedback form? [Laughter]
SARA DUNCAN: I'm glad no-one has a question for me. Delightful. I had lots of questions yesterday.
Thank you for listening to me and being here and I appreciate it. Thank you.
[Applause]

BARNARD CLARKSON: You think you can go. Have I got news for you. We've got six minutes and 15
seconds. Would you stop that? We've got six minutes left and there's lots to do. There's some empty feedback
forms at the front here. You know what they say with voting, vote early and often. Surely you're going to help us.
Seriously, hand in your feedback form as you leave. Tonight there is a dinner. How many of you are coming to
the dinner? Barbara is coming twice. That's excellent. Look forward to seeing you all at the dinner. There's some
special awards. It's a very special night. It's an awards night, but we hope to keep the awards small and we hope
to keep the entertainment a little bigger. A bit bigger. That much bigger. I'm singing apparently. I have just been
invited. Thank you so much you'll regret it. I'm not singing.
DELEGATE: And Michelle will be dancing.

BARNARD CLARKSON: And I gather she's going to open a shop, selling dance studio tickets. This is going to
work. So you'll have to withdraw to the bar I'm afraid, or put your feet up in your room, or go for a walk around
Fremantle and enjoy, or find someone you don't know and have a good chat because our health is all Parliament
of our hearing. As you know they are related. David said a lovely thing today, that our ears are not the only part
of our hearing. I thought that was a great line, someone yesterday said we hear with our brains. Each of those
refers to the social, the cognitive and emotional responses we go through and I think that, I hope those of you
who have been here today or both days have got some useful material from it because I certainly have. It's been
inspiring. I've really enjoyed. Thank you for being here and I hope that you enjoy the dinner tonight. Don't come
back here until five to seven because they want to set up the room. Thank you very much. Feedback forms as you
go.
[Applause]

(END CONFERENCE)

