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Just like any four-year-old, Ali Winstanley talks freely with her mother as she plays with a toy, intent
on making the coloured boxes fit together. And when her mother, Di, asks her whether she’s ready to go
home, there’s no gap between the question and her prompt reply – “No!”

Yet Ali was born profoundly deaf, and it wasn’t detected till she was 14 months old. But she had a
cochlear implant, and within 12 months of the implant being switched on, says her mother, “she was
talking and understanding as an age-appropriate child with normal hearing”.

She has since been getting help at the Hearing House in Auckland and, according to Di, has had a rapid
increase in language acquisition.

Ali was lucky that her parents discovered her deafness at a young age, because many like her go
unnoticed. New Zealand has no infant-screening programme, though there is a pilot under way in
Waikato. There’s also a High-Risk Register available to early childhood providers who detect a baby at
risk of hearing loss, but audiologist Oriel Wilson, previously director of the National Audiology Centre,
says this system doesn’t work very well.

“Even if it worked optimally,” she says, “we would only pick up 40 to 50 percent. Unless we have an
infant-screening programme, we may be missing more deaf children than we imagine.” In Australia,
where infants are screened for the first two years, the detection age is down from 18 months to six
weeks.

New Zealand’s detection rates for hearing-impaired children are among the worst in the Western
world, according to Bill Baber, an ear, nose and throat surgeon at North Shore Hospital.

“It’s a disgrace that the average age of detection has risen from two and a half years old to three and a
half in the past 10 years,” says Baber. “This should never have happened.”

As chairman of the North Island Cochlear Implant Programme, Baber says that three is too late for an
implant to be effective. “In order for the speech areas of the brain to be stimulated and developed, the
implants need to be inserted before age three. If children are implanted at the age of one, they will
mainstream at school at five with normal speech and language; at two mainstreaming is less secure; at
three it’s even less secure. After three, the chances of normal speech with normal hearing diminish
rapidly.”

The Hearing House was set up five years ago as a charitable trust to maximise the hearing potential of
hearing-impaired children. The emphasis is on language acquisition through intensive auditory/verbal
therapy. Not all children with implants get that kind of training, though. For the 20 who do go there
under the age of six, says Baber, 180 others around the country have access to only four speech and
hearing habilitationists. There’s a major lack of other specialists around the country, with a shortage of
audiologists, advisers and educational staff for deaf and hearing-impaired children.
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Funding is the problem, and the chances of an infant-screening programme getting it aren’t high,
according to Pat Tuohy, chief adviser, Child and Youth Health, at the Ministry of Health. Nor is the
number of cochlear implants annually funded by the government – 27 – likely to rise in the near future.
That’s not such a problem for children, who get priority, but there’s currently a waiting list of 60 adults.

“It might be two years before they get one,” says Baber, “and perhaps I shouldn’t be saying this, but if
you’re over 65 you may not get one at all.” Individuals can pay for them privately, but the average cost
of an implant is $50,000 over five years.

By contrast, the Cochlear Implant Centre in Sydney does about 130 implants a year. “We’ve implanted
from as young as four months to as old as 93 years,” says general manager Chris Rehn.

New devices are making it far easier than before for the deaf to communicate. Email is an obvious
example. A relay service launched last November allows a deaf person to call an operator with a typed
message that is relayed to a hearing person whose spoken words are relayed back to the deaf person.
Video technology allows people to sign across distances. Recently, the Royal National Institute for Deaf
People in the UK announced the development of “Sign Face”, a tool that allows the Deaf to use the
telephone directly by watching a computer-generated face that re-creates the lip patterns on a screen of
the incoming conversation, thus allowing the viewer to lip-read what’s being said.

Hearing-aids were once simple devices. “Now,” says Wilson, “they are very complex and far superior to
the devices made 10 years ago. Hearing-aids are being combined with radio aids, cochlear implants are
being combined with hearing-aids. There are bone-anchored hearing-aids. The technology is almost
limitless. You can foresee that telephones might one day be built into hearing-aids.”

Both Baber and Peter Thorne, head of the Audiology Department at the School of Population Health at
Auckland University, think that the current systems aren’t moving fast enough to keep up with the
technology. Thorne says the advances that have been made in the past decade in terms of the basic
physiology of hearing are huge. Advances in technology have some in the medical profession
postulating that one day we may see the end to deafness.

“We’re identifying a lot more genes which are associated with hearing loss and deafness and so the
downstream effects of those findings are potential medical treatments that may prevent deafness. In
the future, there will be pharmacological agents to reduce hearing loss. Biotechnology developments
are just around the corner. What does that mean for our systems to the hearing-impaired?”

Unlike someone who needs glasses, there’s a stigma associated with deafness, so a large portion of the
population can end up denying that they have a hearing problem. Rehn thinks we need to improve the
social acceptance of hearing-aids and hearing technology in the same way that glasses are regarded as
visual aids.

“We welcome the day of a totally implantable system so that people can swim with the implants. I think
in the future we’re going to see an enormous number of adults coming forward to investigate having an
implant or high-powered hearing-aid.” The chances of that happening here may be slim indeed, given
the limited funds available. But with an increase in hearing loss throughout the population, the systems
to service and support people affected will have to catch up with the technologies available.

Implant advocate

Joshua Foreman is a bright and articulate 14-year-old. He’s an out-spoken advocate for cochlear
implants and can’t say enough about the impact they’ve had on his life. “They” because he was the first
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child in New Zealand to receive bilateral implants (implants in both ears).

His parents, Bill and Dianne, discovered that he was deaf when he was seven months old. “We had
heard about cochlear implants, ” says Bill, “but couldn’t find out much information about them. So we
went to the Shepherd Centre in Sydney and had Joshua assessed for one. They thought he was a perfect
candidate, so we came back to New Zealand and he had an implant at two and a half years.”

Joshua says it was very frightening when he had the first implant. “I didn’t know what these sounds
were, nor where they were coming from. But then I was taught what they were and how they were
made. When it came to going to school I was very nervous because I knew the teacher and my friends
wouldn’t understand me. Now I’m in Year 9 and I’ve got fantastic speech and I’m just really proud of
myself.”

At 12 he was asked whether he wanted to have a second implant and quickly decided that he did. “I just
loved it because the results were incredible. Talking in crowds is much easier, conversations are at a
higher volume than normal, I can hear from all sides and I don’t have to look around to locate the
source of sounds.”

But at night when he turns the implants off, he is still as deaf as the day he was born.

DEAF CULTURE

The Deaf are not looking for a cure.

Now listen to this: deafness is no handicap, no disability. Instead, it is a sub-culture with its own
language, humour and history. The Deaf are no more in need of a cure for their condition than left-
handed people are for theirs.

That’s what the Deaf say, anyway. Jennifer Brain, executive director of the Deaf Association and deaf
herself, does acknowledge that she’s disabled in a hearing situation without a translator – “but when
I’m in Deaf culture, there’s nothing wrong with me”.

Treating deafness as a medical condition is anathema to many Deaf. (The self-claimed upper case
signifies that they share a culture, not a medical condition.) In fact, the feeling of strength in deafness is
so great that some cheer when discovering their baby is deaf. Although that might surprise and perhaps
horrify hearing people, it’s easy to understand when the issues are about language, culture and identity.
It also makes sense that a deaf adult would prefer a deaf child because they can communicate more
fully and expressively with a deaf child than with a hearing child. Parents want to be able to express
their love and affection to a child in the best way they can. Since 90 percent of deaf children are born to
hearing parents, that’s when the tensions begin.

But the argument really hots up when questions about maximising a child’s potential emerge. Brain
says some deaf parents choose mainstream education for their child with signing and language
instruction, whereas others might choose cochlear implants because they don’t want their kids to
struggle in the world as much as they have.

Deaf Association deaf awareness officer Victoria Skorikova – profoundly deaf herself – acknowledges
that employment opportunities for the Deaf are limited, “and unless you’re an assertive individual in a
mainstream school, it’s not always easy to ask the teacher to talk directly to you so you can read their
lips”.

To many in the Deaf community, cochlear implants are viewed with suspicion and even hostility.
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There’s the famous quote from the Deaf in America, that implants are “equivalent to genocide”. The
hostility, however, has diminished in recent years.

“I used to think no, no to cochlear implants,” says Brain, “but I realised it was probably doing deaf
children more harm because it alienated their parents and would limit their willingness to bring their
child into the world of the deaf in the future. People need to talk with a deaf adult before deciding about
a cochlear implant … that way they have an insight into Deaf culture before thinking about fixing
something that others don’t regard as needing fixing.”

Skorikova’s deaf boyfriend used to speak and translate for her when talking with his hearing parents.
Since being with her, however, he has opted not to speak any more and identifies himself as “strong
Deaf”.

Many Deaf have concerns about the viability of their culture. Skorikova believes that the number of
Deaf is shrinking because of mainstreaming into schools, but Brain says, “The numbers of Deaf are
smaller because we no longer have German measles. However, with New Zealand’s current meningitis
outbreak and the deafness than can result from it, numbers may be relatively stable.”

Many Deaf are hopeful that their culture won’t be submerged by the larger hearing world if the New
Zealand Sign Language Bill – currently before Parliament – gets passed. If it does go through, Brain
believes it will have a very positive effect on the Deaf.

“Self-esteem has been low in Deaf culture for many years. When a subculture has sat alongside the
dominant culture with attitudes that their language isn’t a real language and their ‘condition’ is
medically treatable with things like cochlear implants, they have often felt oppressed. We just want to
remove the stigma.”

Sign for a coffee

Last month marked the first birthday for New Zealand’s first, and probably only, deaf café, Starsign.

Manager Darryn Paul and his eight staff are deaf, some profoundly. Conversation with the hearing is
difficult but not insurmountable.

Prominent signs alert diners to the unique aspect of the establishment. What do you want? Latte,
cappuccino, eggs benedict? You can always point to the item on the menu to place your order. But most
customers get by just fine by speaking slowly (hopefully not shouting). Staff communicate by sign
language.

Business, says Paul, is okay. Not great but not bad, either.

Situated just down the road from the Deaf Club, from whence come most of the staff, on Auckland’s
Dominion Rd, it is a friendly, unpretentious café offering standard fare.

Sometimes it is hard, Paul says, running a service industry with the impediment of deafness, but
“people seem to like it”.

It also serves the purpose of showing hearing New Zealanders that deafness does not preclude
employment. “People think deaf people can’t work,” says Paul. “But deaf people can work.”

Paul’s dream is to open a chain of deaf cafés; another one in Wellington, one in Christchurch, maybe
one in Auckland’s Deaf Club. “Then there would be two here in Auckland,” he says. “But they would
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have to have different names.”

After all, Starsign is taken.

By Nick Smith
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