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FAMILY
STORIES

In this section other families  
share their experiences with you. 



Families share  
their stories 
In this section other families share their experiences with you. Each has  
a different story to tell about their reaction to the diagnosis, the decisions 
they’ve made, and the lows and the highs of parenting a child with  
hearing loss.

Most are written by parents, some are by young people themselves.  
We hope you find these stories as informing and inspiring as we did.

Thank you to all the families who have shared their stories and experiences.

The Vause-van Iddekinge family 

Nuie Jnr and Nuie 

Corina and Emily
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“What is it like being deaf? 
Everyone has a different story 
to tell, deaf or not, but we are 
not so different and there is 
no such thing as normal.” 
Jasmin
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The Family Book

EMILY’s story
Written by her mum, Corina, 
when Emily was less than a 
year old. 
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Family stories

“On Christmas day 2011, Emily 
gave me a gift that will never be 
forgotten. It will never break, 
wear out, lose its value or be 
lost in time. My baby girl at eight 
month’s old signed “mummy”.” 

Emily was born in March 2011, weighing just 5lb13. I had the 
easiest pregnancy and an even easier birth. Nothing was out 
of the ordinary and we took Emily home 3 days later. Emily 
was a tiny little girl but an absolute darling who brought 
instant joy to our lives. 

At just one week old, Emily failed her newborn hearing 
screening and I was told “don’t worry this happens a lot”. 
After she failed the second round of tests I started to worry, 
but again was told not to. We were referred for further 
audiological tests and my husband came with me. After a 
painstakingly long testing session at 7 weeks old Emily was 
diagnosed as profoundly deaf. 

Our world crumbled that day and the sense of grief, loss 
and devastation was massive. As a first time mother I was 
shattered. Words can’t truly express how I felt that day, but 
it was like losing a child, the child you picture whilst being 
pregnant, and the life they might lead when growing up.

Now I had no idea of what that looked like and how I  
would cope with any of it. There is no hearing loss in either  
of our families and although they’ve offered us genetic 
testing we’re not sure whether we want to go down that 
road. It won’t change anything for us. The forms still sit in  
the cupboard.

One of hardest things was telling my friends and family. 
Having to say the word “deaf” out loud was so gut-
wrenching. I could barely manage to get it out of my mouth. 
Over time it has become easier, a little anyway. 

I couldn’t imagine what could be worse than finding out 
Emily was deaf. How wrong I was to be when just 3 weeks 
later, Emily was diagnosed as having a ventricular septal 
defect (VSD): a massive hole in her tiny heart. Suddenly 
hearing loss wasn’t so important. 

Three weeks later we found ourselves in Starship Children’s 
Hospital where Emily had open heart surgery at just 13 weeks 
old. She developed complications after the surgery but 
she has fully recovered and we have moved on from those 
terrible dark days.

One thing we have always been thankful for is finding 
out so early about Emily’s hearing loss. We were able to 
make changes to how we interacted with her and how we 
communicated with her. Making sure she could always see 
our faces and hands, as we started baby sign with her, was  
so important.

It has been such a difficult time trying to teach our child a 
language we don’t even know. But we’ve been lucky. There 
has been so much love and support for our family that the 
road has been made easier. We have been sent countless 
resources from Deaf Associations and had regular visits from 
our Advisor on Deaf Children from the Ministry of Education. 
We also live in a small rural community that has banded 
around us and we are so grateful.

Emily has been assessed by the Southern Cochlear Implant 
Programme and is a candidate for a cochlear implant 
(CI). However Emily has a rare condition called common 
cavity. Both her cochlear are malformed and this seriously 
compromises the chances of the implant working.

We are faced with the likelihood that Emily may not develop 
speech and language. Finding this out was like finding out 
she was deaf again. But hit after hit you always seem to get 
over it and move on, you have to, this is your child and they 
need you, with or without the ability to hear.

Just before Christmas we attended the Wellington 
Association for Deaf Children’s Christmas party. We were 
nervous about going I’m so glad we did. We met other deaf 
people who lived normal lives, attended university, and had 
hearing partners and children. We were able to communicate 
with signing people and it gave me hope for Emily that she’ll 
be okay regardless of the outcome of the CI. There’s a whole 
world out there for her, the road will just be different.

Eight months ago I couldn’t comprehend my child learning 
anything being deaf. Now she had learnt to say mummy with 
her hands. What an amazing gift that I will cherish for the rest 
of my life. She is now signing what looks like “daddy” and 
babbles frantically with her hands. 

Its funny how life changes and how you value things that you 
never imagined you would have to. The road ahead with 
Emily is unknown. We don’t know what her future is going to 
look like but as a family we’re damned excited about creating 
it with her, signing or hearing, it’s going to be a great future 
regardless. I think one thing that’s been important through 
dealing with hearing loss and heart surgery is that we have 
never changed or lowered our expectations for Emily. We still 
challenge her and provide opportunities for her to learn to 
her fullest potential each and every day. We always will.



The Family Book

Told by his mum, Esther. This story first appeared 
in The Family Book in 2005 – a 2012 update follows. 
Matthew’s sister, Jasmin, tells her own story on 
page 8.
When our second child, Matthew, was two years old,  
he was diagnosed with a severe to profound hearing loss.  
My husband and I were caught by surprise, even though  
he was not our first child with a hearing impairment.  
Because Matthew’s older sister is hearing impaired,  
Matthew was tested at the ages of two months, seven 
months and nine months. The results had said his hearing 
was fine until he was tested at two. Matthew had a severe  
to profound hearing loss and soon received hearing aids.

His older sister Jasmin’s Advisor on Deaf Children from the 
Ministry of Education became Matthew’s Advisor as well.  
The advisor took Matthew and me to visit a school for the 
deaf, and we decided to start weekly visits. We were visiting 
the deaf school one day a week, and I began to realise that 
New Zealand Sign Language was not what I wanted for 
Matthew. I decided that I wanted Matthew’s first language 
to be spoken English. The people working there were lovely, 
and this was certainly no reflection on them.

In the meantime, our advisor had also suggested we  
might like to visit an Auditory-Verbal centre. I had recently 
attended a conference hosted by The Hearing House and 
was impressed with what they had to offer. Soon Matthew 
and I began weekly visits and I started to learn how to teach 
my son to listen and develop the little language he had, 
through listening. This was not easy as Matthew was getting 
quite frustrated at the limited amount of hearing he had 
through his hearing aids. Therapy visits were sometimes 
difficult. Sometimes he would get upset, other times things 
would be okay. One time we went there, and as soon as he 
sat down at the table he got really upset before we had even 
started the therapy.

However, when he got his cochlear implant and it was 
switched on things changed! Once Matthew was on the 
assessment programme for a cochlear implant life became 
very busy. We were given information to read and had 
appointments at National Audiology Centre and the Starship 
Hospital to attend. 

Just after his fourth birthday, we received a phone call to say 
Matthew’s application had been accepted and he was to be 
operated on within the next fortnight!

Matthew’s story 
Hearing loss across a family 

When Matthew turned five, he started attending a 
mainstream school. He continues there today, where  
he is supported by an Itinerant Teacher of the Deaf,  
and a Teacher Aide. He still attends Auditory-Verbal  
Therapy on a fortnightly basis.

Mathew asked me the other day “Will I need a speech 
processor when I grow up?” as he just wants to be the same 
as everyone else. Nearly “everyone else” in our house has 
hearing aids: Jacob has a mild to moderate hearing loss and 
Jasmin has a moderate to severe loss. Our youngest, Imari 
has normal hearing.

Jasmin, who is three years older than Matthew, has been  
a good role model for him. And she’s paved the way for us 
too. With his cochlear implant, we didn’t have to do a lot of 
making sure he was wearing it, and it was good to see her 
watching out for him. 

“He liked listening to music, all 
sorts, and tried to be a little 
‘Homey’ with his hands.”

Matthew bounced back quickly after the operation and was 
‘switched-on’ approximately four weeks later. We knew we 
couldn’t just expect the cochlear implant to magically start 
working. It took him a while to get used to the new sounds 
and to respond to his name etc. We had to go back to basics 
again, but because we had already been through the basics 
when we had first begun Auditory-Verbal Therapy (AVT), it 
didn’t take too long for Matthew to pick it up again. Not only 
did his language improve in leaps and bounds, but so did his 
attitude and behaviour.

We were worried that a cochlear implanted child couldn’t 
listen to music, and we thought this would be sad for 
Matthew. But it was really good to see that it wasn’t a 
problem for him. He liked listening to music, all sorts, and 
tried to be a little ‘Homey’ with his hands. We were also 
a bit worried about him knocking his implant, as he was 
very clumsy as a child and often falling over. But it did not 
become a problem. 
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“Having three hearing impaired 
children has made me more 
patient. I have also become 
more aware of children’s 
language development.”

Having three hearing impaired children has made me 
more patient. I have also become more aware of children’s 
language development. With my first child, Jasmin, I didn’t 
notice that she wasn’t speaking that well. I thought it was 
because she was an only child. With Matthew, I did so much 
more work. Because I had learnt to incorporate language 
into all areas of Matthew’s life, his younger brother Jacob 
has had much more exposure to so much more language 
than the two older children had at his age. Therefore his 
language is so much better.

If there’s one piece of advice I would give other parents, 
[it’s] just to expect that your child can do it, and give them 
heaps of language about everything. Look at other people 
and adults with cochlear implants or hearing aids who can 
communicate well.

My father and two older brothers have hearing impairments, 
so it is not something that really bothers me. The main  
thing I want for all my children that they are happy and live 
their lives.

Update on Matthew and his family’s story. See also 
Jasmin’s story on page 8.
It has been a long time since this story was published and 
life has been busy. Matthew (now 14) has continued to 
wear his processor all waking hours, and if you can’t see 
it while conversing with him, you wouldn’t know that he 
is profoundly deaf. In 2008, Matthew’s older sister Jasmin 
was implanted, after the hearing in her left ear continued 
to drop. Both Matthew and Jasmin (18) continue to attend 
mainstream school, supported by a Resource Teacher of 
the Deaf; Matthew also has a few teacher aide hours. Jacob 
(11) is still wearing hearing aids and his hearing seems to 
have remained stable, he is doing well at intermediate and 
does not currently require intervention. In mid-2011, I too 
was fitted with hearing aids, which have helped significantly, 
both at work and at home. Imari (9) who is the youngest in 
our family at times feels left out, being the only person in 
our home without hearing devices. It can be hard for a child 
to understand why all their siblings get to go on KIT (Keep 
in Touch) days, and other exciting excursions (for which the 
pre-requisite is a hearing impairment) without her. She can 
be consoled by the fact that these times have often provided 
opportunities for Imari and me to spend some quality one-to-
one time. 

Contrary to our anxieties about Matthew not being able to 
enjoy music, Jasmin and Matthew both enjoy listening to 
music. In fact, Jasmin attributes the many hours she spent 
post-switch on, listening to her favourite music (over and over 
and over, I do not exaggerate…I learnt all the words to the 
Veronicas and Evanescence too) with learning to interpret the 
new sounds she was hearing through her cochlear implant.

Just this year Jasmin graduated from high school and next 
year will study for a Bachelor of Communications at AUT. 
Matthew will be in year 11 next year and will begin attending 
Wesley College. Matthew has always loved sport and 
continues to excel in this subject. 

My children’s journey has had a major influence on all of  
our lives, in the most positive way. Jasmin, Matthew, and 
Jacob’s ability to speak and listen has widened the door  
of opportunities for them and for me that is priceless.

Family stories
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Jasmin is the older sister of Matthew, whose story 
appears on page 6. Here she writes about people’s 
attitudes to deafness. 
What’s it like being deaf? Have you ever blocked your ears 
to avoid your sister’s screaming tantrums over a stupid Bratz 
doll? Well that silence, with a little background noise, is what 
it’s like. 

Not all hearing impaired people have the same level of 
hearing, however. Here’s what you should do when you meet 
a hearing impaired person: Look at them when you’re talking 
(like you should when you’re talking to someone anyway), 
speak clearly and do not shout. From personal experience I 
find it somewhat insulting when I introduce myself to people 
and they reply “Hiiiiiiii-my-naaame-is-Raaachel...Caan-yoou-
hear-mee...Am-I-speaking-looud enough for you?”

I get that curiosity gets the better of some people but there 
is no need to look at us like we are some sort of alien. When 
some people hear the word ‘deaf’ they may immediately 
picture a bunch of hand movements being thrown around 
the air, or think that they have to talk slowly as if we are 
foreigners. If you react like that it just shows how different 
you think I am to you. 

What the heck happened to the saying “Nobody’s the same, 
everybody’s different”? Do not get me wrong, it’s not that I 
do not appreciate all that help out there for me as a hearing 
impaired student, but people need to get the message that 
when someone says “I’m deaf” there’s no need for a big 
dramatic production to be put on. You might find that the 
person is actually just ignoring you rather not hearing.

There was a time when a hearing impaired student would sit 
in the corner with a dunce cap on having done nothing but 
be ‘Deaf and Dumb’. Before the 1950’s, hearing impaired 
people were thought to be diseased, the ‘work of the Devil’, 
or ‘God’s punishment’. These were considered some of the 
‘cures’ for deafness: 

 » heat your urine using two dishes, and use the water  
that boils off in the ear. The water in the ear will stop  
the deafness

 » fry peach kernels in hog lard and put drops in the  
ear until deafness is cured

 » climb up very, very high then suddenly jump down,  
the sharp fall will restore the hearing.

These days, thankfully, science has actually smartened up 
and we no longer believe in the whole pour-pig-fat-down-
your-ear strategy. Now we have hearing aids and cochlear 

Jasmin’s story
‘I’m deaf – no need for a big dramatic production!’ 

A cochlear implant or CI for short is a surgically implanted 
device for profoundly deaf people, providing a sense 
of sound for them. The CI is made of four parts: firstly a 
microphone and a speech processor which filter and amplify 
noise turning it into electrical signals. This sits behind the 
outer ear. Following through to the transmitting coil held 
up by a magnet roughly 10cm above the ear that transmits 
the signal to the stimulator, (placed under the skin against 
the skull bone) fuelling small electrodes into the electrode 
array where a small hole has been drilled through the skull 
and cochlear so that the electrodes can activate the auditory 
nerve. From there the brain processes the electrodes back 
into sound naturally. Therefore, people who have a cochlear 
implant have the right to say: “I’m part Bionic Lady” – even if 
they are a guy!

“What is it like being deaf?” Everyone has a different story  
to tell, deaf or not, but we are not so different and there is  
no such thing as normal. To give you an honest answer 
about what it’s like being deaf, I’m not really sure but thank 
goodness I was born long after the 1950s.

“…people who have a cochlear 
implant have the right to say: 
“I’m part Bionic Lady” – even if 
they are a guy!”

implants. Hearing aids and cochlear implants are entirely 
different man-made devices but they are created for the 
same purpose. Hearing aids come in a variety of shapes and 
sizes and are worn by people who have a partial hearing 
impairment, so here is the basic idea of what a hearing aid is.

Hearing aids are electro-acoustic mechanisms created to fit 
in or behind the wearer’s ear. They are designed to amplify 
sound for the wearer to suit their personal requirements. 
Before the hearing aid there were devices such as the 
‘ear trumpet’ or ‘ear horn’ which were passive funnel-like 
amplification cones designed to gather sound energy and 
direct it into the ear canal. 
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“As long as she could say ‘Mum’, that was all that mattered 
to me and we got that within six weeks: ‘mum, mum, mum, 
mum’.” 

Hamilton mum Kelly says she is blown away everyday by  
what her two-year-old daughter Nikita is able to say. Nikita 
was diagnosed as profoundly deaf within weeks of being 
born at Waikato Hospital. 

Nikita – a lively blonde preschooler – received a cochlear 
implant at the age of eight months and her mum brings  
her to The Hearing House in Auckland each week for 
Auditory-Verbal Therapy. 

Kelly says she has never been deterred by the need to 
constantly talk to her daughter and encourage her to talk in 
a bid to close the gap in Nikita’s language acquisition. “I’m a 
talker anyway so it doesn’t faze me. She’s like a parrot now.” 

“I want a lollipop” was Nikita’s recent response when her 
mum asked the three-year-old why she had pulled a chair to 
a row of cupboards in their kitchen. 

Nikita is one of a new group of children to have benefitted 
from newborn hearing screening, which was rolled out across 
all the country’s district health boards over the past few years. 
Newborn screening involves a non-invasive “click” test which 
can measure whether a child’s ears are responding to sound. 
It is used to give an early indication of whether a baby has 
any hearing loss. 

Nikita’s story
Now chattering all the time 

That early diagnosis and intervention means that often 
children, like Nikita, have age-appropriate language by  
the time they are 18 months – much earlier than previous 
years when children were on average diagnosed as having  
a hearing loss at 35 months. 

Kelly says she has found it easier to help Nikita develop 
language by talking about everyday things. Car rides are full 
of discussions about cars and trains, for example. And some 
of the kindy mums say they can understand Nikita better than 
children who have normal hearing.

“Nobody is going to look at her now like deaf used to speak 
years ago – they’re going to know her for who she is not what 
she is.”  

And there are certainly plenty of questions from strangers 
who wonder why Nikita wears a cochlear implant – which 
looks different from normal hearing aids. 

“I would prefer people to ask questions if they’re curious. 
People are pretty dumbfounded that she is a deaf child and 
she speaks so clearly. If I can change one person’s mind so 
they can look at her differently, then my job is done. It is a lot 
of work but any parent would do a lot of work for their kid to 
get them to grow up to be independent – the work is then 
worth it.” 

While Kelly knows there’s more hard work ahead in terms of 
continuing to encourage Nikita to listen and speak, she says 
she is very positive about Nikita’s amazing achievements and 
her future. 

“I think she was a gift to slow me down and make me take 
notice of more things. To stop and smell the roses – and then 
explain what roses are – get that language in there buddy!” 

Kelly says she wants Nikita to “be just like everybody else. 
I’m pushing her a little bit harder so she doesn’t get behind. 
My main concern is if her ear breaks down because she will 
miss out on some learning. I want her to be the best she can 
be. She can do anything she wants. I’m not going to stop  
her trying.”

“…early diagnosis and 
intervention means that often 
children, like Nikita, have age-
appropriate language by the 
time they are 18 months…”

Nikita is now three and chatters away all the time. Her mum 
Kelly says Nikita constantly asks questions and gets very 
grumpy when her cochlear implant is not switched on. Her 
interest in language and talking are a significant example of 
the value of newborn hearing screening and – for parents 
who want their deaf child to listen and speak – about the 
importance of having a cochlear implant fitted early. 

Family stories
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We discovered Dylan’s hearing loss completely by accident. 
At a week old he had jaundice and was under the lights in 
hospital when my mother, a nurse, suggested I request a 
hearing test. 

We didn’t suspect anything at all but we could ask for a 
referral as part of the system. After a series of Auditory 
Brainstem Response audiometry (ABR) tests when Dylan  
was three months old, we learned he had a moderate 
hearing loss. We were completely astounded with the  
results and very upset. 

We couldn’t bear for Dylan to be disadvantaged or for his 
enjoyment of life to be diminished in any way and it broke 
our hearts to stick hearing aids on his cute little head too.  
We got over this pretty quickly and now consider it a lucky 
fluke to have discovered this so early on in his development. 

That first year of hearing aids was so bewildering, picking 
your way through the minefield of medical departments  
and technological components, working out who does  
what and where to go with what problem. The mould 
patterning, the mould manufacturing, the hearing testing, 
the computer programming, the hearing aid mechanic and 
workshop, the battery source, the temps testing, the Ear, 
Nose and Throat (ENT) specialists, the genetic testing and 
the language therapy too. Slowly we pieced it all together. 

Our biggest issue was the moulds. Dylan was growing at 
an extraordinary pace from baby to toddler and his ears 
outgrew the moulds, often within eight weeks. Moulds are 
manufactured in Australia with a two-week wait. If moulds 
don’t fit properly, babies pull them out and throw them away. 
And as the mother you are there at the coalface with all the 
peculiarities of the ‘ears’ and practical problems like cutting 
the tube to the right length, fitting it into the aid and glue 
failure with Dylan ripping out the tube from the mould after  
a mere 10 minutes, and finding ‘unapproved’ solutions such 
as super glue on every new mould. 

The first six months was a true reflection of our chaotic 
adventurous outdoor lifestyle. Dylan buried one in the sand 
at the beach somewhere, the first of our insurance claims and 
another, barely a month later, is perhaps the most original 
story ever. A seagull flew off with it! I had placed it on a 
picnic table as Dylan had been pulling it out with his sticky 
‘lunch’ fingers. I was on my own and changing Dylan on the 
grass, the seagulls were all over the table - and no doubt 
mistook the ear for food...

Dylan’s story
The joy of hearing aids 

Told by his mum, Tanya

Last summer we discovered the aids are fairly resilient. Dylan 
drove his play motorbike into a swimming pool and both ears 
survived the chilly submersion!

We are very conscious that it’s a fine line respecting your 
responsibilities to the insurance company on one hand 
without compromising your toddler’s auditory experiences  
as he paddles and stumbles at the beach with his ears on.

I decided to seek out other mums with babies with 
hearing aids to hopefully learn some new “tricks”. My 
internet research found The Hearing House and we are so 
unbelievably grateful to be part of this family. Everyone is  
so warm, welcoming, supportive, and passionate about  
what they do. We participate in all the many activities and 
hope to enrol in the preschool programme. 

We are most excited that our fortnightly work with the 
habilitationist develops Dylan’s listening ability as that’s 
a wonderful skill for any boy or man to have! At The 
Hearing House we have been relieved to discover teenage 
role models, who surf and snowboard and live the life 
we envisioned for Dylan, near the water and mountains. 
The workshops provided by The Hearing House will 
educate us to confidently prepare the technological 
support necessary at the local primary school.

Last month Dylan delighted the habilitationist with three lines 
of Incy Wincy Spider, complete with actions, which brought 
tears to my eyes. And as I write this now I can hear him in his 
cot saying, “Mummy love you, Daddy love you, Nana loves 
you, Popsi love you, everybody love you …”
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Khushru has multiple special needs as well as 
profound deafness. His mum, Frian, describes her 
battle to get Khushru a cochlear implant (CI). But 
that was just the start. . .
Khushru is our first born child and has DOORS syndrome. 
He was diagnosed at the age of 15 months after several 
inefficiencies and delays on the part of the health 
professionals we were dealing with. 

DOORS is an acronym for Deafness, Onchyodystrophy, 
Osteodystrophy, Retardation and Seizures; due to 
which Khushru has profound deafness in both ears, 
underdeveloped fingertips and nails, developmental delay 
and has had seizures since the age of one. 

He also has Austism Spectrum Disorder (ASD) which was 
diagnosed just before he turned two and it greatly impacts 
on his behaviour, daily functioning and learning ability. 

As Khushru has several issues to deal with, we have done 
our very best to ensure that he is able to have the maximum 
supports, intervention and therapies possible in order to 
optimize his development, learning and opportunities in 
life. However, this has been very difficult for us to achieve as 
Khushru has never quite fitted a ‘box’ and so it often felt like 
we were shunted about from one end to the other - the two 
ends being deafness and autism! 

Khushru’s story
Told by his mum, Frian Wadia

Never quite fitting ‘a box’

Khushru

It was a major challenge and an out and out battle to  
get a cochlear implant (CI) for Khushru because of his 
multiple issues. 

He was initially rejected for the CI, as the audiologists and 
selection committee had never before heard of DOORS 
syndrome or been able to access any case studies with 
successful use of the CI. After several complaint letters to 
various professionals, MOH, DHBs and the local newspapers 
we were able to get a CI for Khushru.

I remember thinking at the time: “So glad the battle is  
finally over!” 

Little did I know this was only the first of our many battles, 
and soon I had a struggle getting him into The Hearing 
House preschool because he was deaf plus! I was given 
several reasons as to why The Hearing House preschool 
(which is especially for Deaf children with CIs) was not 
suitable for my son. 

And this was after we had moved house and shifted from 
Southeast Auckland to Central Auckland to be closer to  
the Hearing House. 

Ultimately Khushru ended up going to Kelston Deaf 
Education Centre (KDEC) preschool, and soon we moved 
closer to West Auckland thinking we had finally found  
a place where Khushru could belong. 

Family stories



The Family Book

However, with time and several rounds of coffee and cookies, 
I guess I have found my place; a place where I could share 
and be proud of my baby and his achievements. A place 
where I knew he didn’t quite fit into the appropriate box,  
but we were still welcomed with warmth and affection. 

After four and a half years of having CIs and all sorts of 
therapy, I can see the changes in Khushru and am so proud 
of all that he has learnt and achieved. 

All the battles to find a place, fit in, make others understand 
him and his complexities, shifting houses three times over 
have been well worth it. And I have eventually stopped 
trying to fit in anywhere, because I have learnt to cherish and 
appreciate the uniqueness and diversity that my baby brings 
to our lives. 

“I guess I have found my place; 
a place where I could share 
and be proud of my baby and 
his achievements.” 

Ironically when it came time to move to school, once again 
we were told Khushru would not be suitable to attend the 
deaf unit; obviously due to his additional disabilities! So 
off he went to a special school, since once more a service 
specifically catered for the deaf would not have him! 

Sometimes I felt like I had to fill in the gaps for professionals 
and specialists, who were often on the two ends so to speak. 
I had to inform professionals dealing with hearing about the 
autism and how it impacts Khushru and how all this needs to 
be incorporated in speech language therapy (SLT) sessions 
or audiology tests, and on the other hand I had to inform 
specialists dealing with autism and behaviour intervention 
how the deafness affects his autism.

Some were more willing to listen and take things on board 
than others, which of course increased the number of battles 
I needed to fight! Working with people who accepted 
Khushru’s multiple issues was always so much easier and 
nicer than working with that those that didn’t.

I always wonder how come professionals and specialists 
that work with “disability X” are so reluctant to work with 
“disability Y”?

How come they aren’t able to show compassion and 
understanding, and take an initiative to support an individual 
with multiple issues? Are they unable to see how much 
harder and more challenging issues become due to the 
multiple complexities that the person faces? 

Wouldn’t it make sense that when a child has multiple 
disabilities he/she receive proportionately more support  
in order to optimize their learning opportunities? 

Above all do they not understand that no matter what the 
disability and the intervention put in place, the ultimate 
goal is to achieve growth and development in learning, 
functioning and emotional well being of the individual? 

On a more personal level I guess as parents of a child with 
deaf plus issues we struggle to understand behaviours and 
get answers/solutions, because we always wonder if the 
specific issue is related to deafness or autism or a bit of  
both! And it never helps when professionals are unwilling  
to consider the joint impact of multiple disabilities, which  
is very necessary for effective intervention and therapy. 

Even at coffee groups initially it was a struggle to fit in; 
not only because of the obvious ‘plus differences’ that my 
child had with the other children in the group, but also on a 
personal level where I could not always relate to what other 
mothers were talking about. 

I was also unsure if what I shared was understood by  
the others! 
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Our son Louis was born weighing 1.6kgs or 3lbs 10oz at 
29 weeks gestation, – almost three months early – for no 
apparent reason beside the fact he was in a hurry. After 
an uneventful pregnancy the drama around his birth and 
the following six weeks in a Neonatal Intensive care Unit 
(NICU) were surreal as he coped with e-coli and suspected 
meningitis. During this period he was treated with antibiotics, 
including the Ototoxic variety – Gentamicin. 

Feeling like we had received an early Christmas present, 
and lucky enough to take home a healthy happy baby, we 
had Louis home and growing well five weeks before his due 
date. Then the referrals came through for an ABR (Auditory 
Brainstem Result).

Due to his birth history, illness, low birth weight, and 
gestation, Louis seemed to ‘tick’ the right boxes for a 
variety of referrals including an ABR. So a week before his 
[original] due date Louis had his first appointment at Starship 
Audiology. This process seemed very straightforward for 
a newborn. All that was required of him was to sleep, and 
perhaps at the time I was feeling a little smug and expecting 
no issues. I was wrong. After an hour clearly one side was not 
testing as well as the other and the test was rescheduled. The 
second test confirmed the first result. Louis had a unilateral 
sensorineural hearing loss – he was deaf in his right ear.

Louis’ story
Told by his mum, Liz 

Louis

We were left wondering what to do next and had to wait  
for an Ear, Nose and Thraot (ENT) specialist appointment  
|to come through from Starship. We were not on the urgent 
list, but when you find out your baby has a deafness you 
would like things to happen as quickly as possible. You would 
like to know the answers to every question and how or if  
it can be fixed. The internet enabled me to do a lot of my 
own research into Louis’ type of hearing loss and to connect 
with forums. 

When our appointment finally came through three months 
later we felt better prepared to deal with Louis’ hearing loss 
and were able to have a few of these concerns dealt with. 
Our good fortune was that we happened upon a like-minded 
specialist. We discussed possible causes and investigations 
into Louis’ hearing loss and agreed on more tests including 
a CT scan and a blood test for Connexin 26 as well as 
genetic counseling if we required it. The CT scan showed 
no malfunctions in his ear development and oddly enough 
the Connexin 26 Test revealed only one part of the gene 
was defective (apparently both parts of the gene need to be 
defective for it to be a proper cause of deafness.)

Eventually it was clear that we could not find any real 
reasoning behind Louis’ deafness, but a variety of 
contributing factors, including the suspected meningitis, 
Gentamicin use, and prematurity were top contenders. We 
were still having regular hearing tests (the puppet variety!) as 
well as regular specialists’ appointments – just to make sure 
Louis’ hearing was not deteriorating further.

Unilateral hearing loss is an interesting type of deafness to 
deal with. The initial advice we received was to teach our 
son how to cross the road safely, sit him at the front of the 
classroom at school and turn the volume down on the TV if 
we wanted to talk to him. I thought that there must be more 
to it than that, and sure enough, children with his type of 
hearing loss suffer academically and socially, and watching 
my son shut himself off was not something I was prepared to 
let happen. I discussed my concerns with his development 
specialist and his speech language therapist who put us onto 
an Advisor for Deaf Children for the first time. Louis was by 
now two years old.

I had felt Louis wasn’t ‘deaf enough’ for any kind of assistance 
until now as we lived in a strange cross over world of ‘half 
deaf.’ At this time we also became members of the NFDC 
[National Federation for Deaf Children] and Auckland Parents 
of Deaf Children.

Family stories
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Louis, his father and I met with the principal and the SENCO 
(special education needs co-ordinator). Our SENCO then 
liaised with Louis’ hearing Advisor regarding Ministry of 
Education involvement, particularly around getting assistive 
equipment [an FM system] for him in the classroom.  
Our biggest problem seemed to be that the combination  
of the BAHA and FM system capabilities were unknown. 

The process for funding began three months before his fifth 
birthday, but due to a lack of data around this technology 
combination our audiologists were at first reluctant to 
suggest it. After much searching on the product – again 
through the Internet and forums, it was decided that it was 
a possible solution, and a funding application was made. 
This was approved, and Louis was granted an FM system 
through our local District Health Board (DHB). The process 
through the Ministry of Education became a little more 
drawn out with a month-long trial in the classroom without 
the equipment, a month-long trial with the equipment, 
then a funding application was made. The difference in the 
DHB funding is that they grant the equipment for safety, the 
Ministry grants the equipment for education. In all of these 
processes it is most important to keep communicating with 
everyone involved, and if something doesn’t seem right then 
challenge it.

When he started school he was very hesitant about wearing 
his BAHA “because other children don’t have one mummy”, 
or would ask me to go back to the doctor and take out his 
screw. He was fortunate enough to have a little boy start 
school with him who has deaf parents, but is completely 
hearing, so little by little we are exposing Louis to a deaf 
culture. I feel it is important for Louis to understand who he is 
– as important for him as being half French and learning that 
culture. I have made a small book for Louis to take to school 
explaining his deafness and the BAHA procedure so he can 
share it with other children.

“...working with a few wonderful 
speech and language therapists 
has really helped his progress.” 

“My biggest advice is to 
advocate for your child, do 
what you think will benefit 
them. And most of all relish 
this ‘gift’ of deafness...”

I started to investigate options for helping Louis and the 
BAHA [bone anchored hearing aid] device kept coming 
up time and time again. When discussed at our ENT 
appointments I was always left feeling it wasn’t something 
Louis would benefit from, but the more I read on the device 
from other children’s experiences worldwide, the more 
I wanted Louis to benefit from this. After months of my 
constant advocating we were approved for a trial for a bone 
conducting hearing aid for Louis to wear on a softband 
velcroed on his head. A bone conducting hearing aid works 
by converting the sound into vibration and processing it 
on the side of the working cochlear. Somehow this little aid 
will have my son hearing in ‘surround sound’ or directional 
hearing. At last I could call my son in the supermarket and he 
could find me without panicking. The biggest challenge was 
keeping the band on his head as it needed to be quite firm 
for the conduction to work.

After a six-month trial we decided to implant. The process 
was quite straightforward. Under a general anesthetic, a 
single cut is made into his skin just above and behind his 
right ear. A small titanium screw (about 3mm) is drilled into 
the skull and the cut is stitched back up, taking approx 
1hr. The bone and screw “ossify” and become one. After 
five months we headed back to surgery again, the cut was 
reopened and screw exposed. This time an ‘abutment’ was 
placed on the screw. This is to support the hearing aid once 
the wound has healed. So, after 10 days Louis was ‘plugged 
in’ and his BAHA was fully functioning. 

Although it was a little freaky at first to see a screw in the  
side of his head, friends and family quickly got used to the 
look. It is quite interesting when we go to the hairdressers  
as the need to explain the screw and hearing aid come up. 
The hairdressers are always surprised when I ask them to 
keep it short, wondering if I would like to disguise it instead.

The next challenge for us was to keep Louis’ language 
developing at a steady rate. Now that he was fully aided 
he could understand better and start to express himself 
more. For a long time his sentences consisted of two or 
three words, but working with a few wonderful speech and 
language therapists has really helped his progress. We also 
decided to send him to a wonderful private kindy, although 
in hindsight I wish I had sent him one day a week to KDEC 
(Kelston Deaf Education Centre) preschool so he could be 
exposed to a deaf culture with other children from hearing 
and non-hearing backgrounds.

The transition to school was a little tricky. I wanted to make 
sure the school understood his type of hearing loss and 
armed myself with as much information as I could gather. 

Recently we met other families who had children with BAHAs 
and we’re finding we are all travelling the same journey 
without much support and understanding. My biggest 
advice is to advocate for your child, do what you think will 
benefit them. And most of all relish this ‘gift’ of deafness that 
makes your child unique. Sometimes I forget he is deaf, but 
am reminded pretty quickly when he calls out for us – not 
being able to hear us from any distance. Try to build a good 
relationship with your audiologists, specialist and Advisor for 
Deaf children (or seek one out!). They are with you for a very 
long time…
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“I don’t know what life would be like without a cochlear 
implant,” says 20-year-old Josh Foreman. The first-ever 
graduate from The Hearing House completed his final year at 
King’s College in 2009 and started at Auckland University in 
early 2010. Since then he has decided to focus on sports and 
is pursuing a PE degree with the aim of becoming a physical 
education teacher. “Not being able to hear would just be 
really weird,” he says. 

Josh, who received a cochlear implant (CI) when he was two 
and a half, says he has never considered his deafness as a 
disability. It certainly has not stopped him from achieving all 
his ambitions, both sporting and academic.

Josh’s parents, Bill and Diane Foreman, were instrumental 
in helping to get The Hearing House established and Josh 
recalls heading to Auditory-Verbal Therapy every Friday 
morning - something he did for about five years. 

“We did some activities over and over and over again. But I 
had to do it because, if I wanted to speak as well as I do now, 
I had to attend every lesson. I’m really glad I did because it’s 
come out very well.”

That perseverance has stood him well at school. In 2009 
he was a prefect and was also head of Parnell boarding 
house, which requires excellent leadership and judgment as 
well as an ability to mentor some of the younger students. 
Those experiences have made him increasingly interested 
in psychology, he says. “I’ve got a growing interest in how 
people behave; I was watching my sister the other day and 
wondered what made her tick.” 

Along with his academic ambitions, Josh has managed to 
carve out an impressive list of sporting achievements. He 
was a representative in the 110m hurdles at the North Island 
athletics championships and, after early years playing soccer 
and hockey, took up rugby two years ago. In 2009 he played 
wing for the King’s College 2nd XV and wears custom-made 
headgear to protect his implant.

And his talents don’t stop there; his artwork was also 
displayed at the school’s art exhibition a couple of years ago, 
a piece that was bought by well-known Auckland art collector 
and philanthropist James Wallace. 

Josh says having a cochlear implant has never resulted in him 
being bullied at school and he says his parents’ belief and 
drive to help him learn to speak were hugely influential. 

Josh’s story
Never considers his deafness a disability

“Along with his academic 
ambitions, Josh has managed 
to carve out an impressive 
list of sporting achievements.”

“I’ve also got loads of friends who are really supportive. 
Some friends really understand how it works. The other night 
I was at a party and my girlfriend brought out some batteries 
to me because the batteries had run low. Other friends have 
done that as well.”

Asked if he has any advice for parents whose children are 
currently learning to listen and speak, Josh says the key thing 
is to believe in your children. 

“It’s great that my mum and dad believed in me and gave  
me the opportunity to have a CI and I really value it in my 
life. It’s also a huge thanks to The Hearing House. You don’t 
just take it for granted,” Josh says. “I’m incredibly lucky to be 
able to hear.”

Family stories
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Matthew and Tagi were in Year 10 in 2011 at Newlands 
College. Tagi uses hearing aids, Matthew does not. Amber 
(centre, first photo) was in Year 12. She has a cochlear 
implant and has some oral skills. NZSL is her first language. 

All sign. All are profoundly deaf.

What’s been the trickiest thing being a  
teenager for you - at school and at home?
Amber: It’s hard to communicate with hearing people.  
Hard to listen when everybody is talking at the same time.  
It’s hard to learn the English language because it’s hard  
for deaf people to learn language.

Matt: It’s hard doing tests and communicating.

Tagi: It’s easier to communicate by sign. When there’s too 
much talking, I sometimes feel left out.

When I’m with my family I keep signing “what are you 
saying?”. Only some of my family sign.

The stories of 
three teenagers 
Interviewed using a New Zealand 
Sign Language interpreter

Tagi, Amber and Matthew
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What’s been the best thing?
Amber: Signing with friends. We have fun signing.  
Being social and chatting.

How do you communicate with other students?
Amber: At Newlands there are around 20 students who 
sign. There are students who want to teach others to sign. 
There are students who want to learn and some who can’t 
be bothered communicating with us. Most international 
students want to learn how to sign, they are really interested.

Tagi: We use texting and write notes. We lip read if people 
talk slowly. And by using an interpreter.

Sometimes I turn my aids off because everything’s so noisy 
and I just need quiet. 

Amber: Me too.

What do you want to do when you leave school?
Matt: I am interested in being a builder. 

Amber: Go on a course and live in a flat with friends. I’m 
interested in art design, and make up. I have applied for  
a Gateway course in 2012.

Tagi: Don’t know yet.

Tell us a bit about yourselves…
Tagi: I didn’t sign when I was younger. I was in the islands 
(Tokelau) I didn’t talk and I didn’t have friends. I just 
wondered around with my grandmother. I was naughty and 
confused. My grandmother realised I was deaf. My family  
was shocked. I was the only deaf person in the family.

At five I started school and a teacher started teaching me 
to sign. My mother was young and was in New Zealand 
studying. Life changed when I was about eight and came  
to New Zealand to live.

Matt: My mum and dad are deaf. They are no longer 
together. My brother is hearing. I taught my brother  
how to sign. I feel comfortable with being deaf.

Amber: When my parents realised I was deaf they learnt how 
to sign. I do focus on deaf activities so that I can get on and 
enjoy myself. I am involved in deaf sport. I go to ballet class, 
play netball and I am part of the NZ deaf netball team. I do 
Zumba. I meet up with other deaf children in the region at 
‘Keeping in touch day’ which takes place about five times a 
year. We always feel comfortable with each other. We make 
new friends there and keep in touch with texting. But the 
best form of distance communication is Skype. It’s the most 
direct way to talk. We sit for ages!

Tagi: I don’t care that I’m deaf, I can still be involved in sport. 
I play rugby. I can’t hear the whistle so when I explain I am 
deaf they use a flag. I go to the gym with my mum. I belong 
to Poly club (Polynesian dance).

Matt: I love computers…mostly to play computer games.

“I meet up with other deaf 
children in the region at 
‘Keeping in touch day’ which 
takes place about five times 
a year. We always feel 
comfortable with each other.”

Family stories
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Kellye tells  
her own story
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“I still had not discovered my 
Deaf identity and it was not 
until I was 18 that I finally 
went to the Deaf club at the 
encouragement of my father, 
and I met other Deaf people 
my age. I was finally starting to 
discover who I was as a Deaf 
person and for the first time in 
my life, I belonged somewhere.”

My name is Kellye Bensley and I was born in an era and 
diagnosed as deaf when sign language was banned and so 
my parents were encouraged to use the oralist method of 
communication on me. I went along with it, not knowing any 
better and I went to mainstream schools where I received a 
good education. I had great friends and a great time, right 
up until I went to high school where things were a lot more 
difficult for me. I was even accused of faking my deafness to 
get attention and it got to the point where my advisor had 
to come in and teach my form class what it was like for me. 
Things changed a little bit for me after that, but the social 
isolation remained. I struggled to keep up with my peers as 
they were all of an age where popularity was more important 
than accepting people with a disability. 

I still had not discovered my Deaf identity and it was not 
until I was 18 that I finally went to the Deaf club at the 
encouragement of my father, and I met other Deaf people 
my age. I was finally starting to discover who I was as a 
Deaf person and for the first time in my life, I belonged 
somewhere. I had friends with whom I could carry out a 
full conversation, without having to ask them to repeat 
themselves so I could understand. I had finally found my 
place in the world and I loved it. I learned more about my 
identity, I embraced it and wanted to know more! 

I married a Deaf man and I lived in the US where I learned 
a lot more. I wanted more for the Deaf community in New 
Zealand and I had an idea of how I could go about this.  
I have fought for more access to television with captions  
and was successful when a pay TV channel provided captions 
on some channels. I am currently the President of Deaf 
Aotearoa and I love this position because it means that  
I can do so much more. I have travelled to several countries 
because of my job and my role and it has opened up a lot  
of opportunities for me so that I can learn how to improve  
the quality of life for d/Deaf people all over New Zealand.  
I continue to work with the Board of Deaf Aotearoa on many 
issues and thoroughly enjoy this.

I also have a Bachelor of Science degree majoring in 
chemistry – science was always one of my interests and 
so I went for it. I had great support with interpreters and 
notetakers throughout my study and would not have made  
it without them. I have had great support from my family as  
it was important that I had the support throughout my life  
in terms of making sure that I got the education I needed.  
It takes patience to work with a d/Deaf child to make sure 
that they understand concepts and so forth. 

I do wish I had known New Zealand Sign Language (NZSL) 
earlier, as I believe it would have been hugely beneficial for 
me, not having to rely on lipreading all the time, which would 
get very tiring. I hope that parents see that using NZSL with 
their young children actually benefits them and their brain 
development. And it is actually fun to sign!

Family stories
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Niue Junior’s 
story 
Told by his mum, Luisa

Teaching others about  
tolerance and acceptance
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“I felt great confidence when 
a Deaf support person started 
working with our family.”

I knew things were going wrong in my pregnancy early  
on because the first scan showed up problems, like the 
baby’s heart was positioned on the right hand side,  
he had spina bifida, and not all his ribs were there. I was 
offered a termination of the pregnancy which my partner 
and I refused. I had an amniocentesis at six months and the 
doctors wanted to induce me then. I decided to go full-term 
with this pregnancy. Before his birth we were told he would 
not walk, he would be mentally retarded and he would not 
make it to full term. If I were to go to full term, he would not 
live for long. 

Niue Junior was born at full term and I had a normal birth. 
However, at birth it was discovered he was born without  
an anus so on his second day he had an operation and 
he was given a colostomy and I learned how to cope with 
changing colostomy bags. He spent his first month in 
hospital. When he was two, he had surgery and an anus 
was constructed. Then the colostomy was closed and his 
intestines were joined. We have always thought of our son  
as a ‘normal’ child. 

When he was a month old I realised he was deaf because 
when doors were slammed and children were running up 
and down the hallway, he slept right through. When his 
father blew his nose really loud, he slept through that too! I 
spoke to the visiting Neurodevelopmental Therapist about 
it, and when he was a year and a half he went to audiology 
for testing. At first the results were confusing; they thought 
there were moments when he could hear and moments when 
he couldn’t. Finally he was diagnosed as having a profound 
hearing loss.

I began to find ways to communicate with Niue Junior.  
As I did not know sign language, I used natural gestures  
and he would point to things he wanted. I talked to him  
in Samoan and he seemed to understand the lip patterns  
I used. We got along fine.

Niue Junior defied all the odds and was walking before he 
was two years old. We had been told that he wasn’t going  
to be able to walk, and we always thought we’d have to push 
him around in a wheelchair. But I wanted more for my son,  
so I did the absolute opposite to what they told me to do –  
I treated him like a normal child and lay him on his tummy 
to kick, held him upright on his feet, and then he naturally 
progressed to moving in a baby walker. When he showed me 
he could move the walker himself, I knew that he would walk 
one day. I can’t describe how I felt when it finally happened, 
it was such a very special day for us.

When he was two, Niue Junior was given hearing aids,  
which he would only wear for seconds at a time. He always 
hated wearing his hearing aids and I never forced him to.  
Our communication was already working well and I knew 
what he wanted.

An Advisor on Deaf Children was put in touch with us 
when Niue Junior was over two years old. I was angry 
when I realised I could have had help with understanding 
his deafness a lot earlier on. A Teacher of the Deaf started 
working with Niue Junior and introduced him to using  
New Zealand Sign Language (NZSL), and right away he 
responded. From that time on, his understanding developed 
and it changed the way he learned. He started to play 
with other children. And this was the first time he started 
responding positively to other adults outside of the family. 
I wish I had met the people who introduced us to sign 
language much earlier on. 

Niue Junior was able to make his needs and wants made 
known very clearly, and soon he was signing spontaneously. 
When he started kindergarten, he liked being among other 
children and he was popular with them. 

I felt great confidence when a Deaf support person started 
working with our family. This was because she was Deaf and 
she knew how Niue Junior felt about being Deaf and being 
different to other people in our family. By the time he was five 
our son was thriving and a very active child. He ran, jumped 
and climbed and had a mind of his own! He attended a Deaf 
Unit attached to a mainstream school in Te Aro, Wellington 
before graduating to a similar unit at Newlands College. 

Family stories
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Niue Junior is widely accepted by our extended family. 
We have loved our son from the very beginning. We have 
learned a lot from him about accepting differences in other 
children. He also teaches other people about acceptance. 
Having Niue has taught his three brothers a lot about 
tolerance and not making fun of children who are different. 

We’ve been given advice on a lot of things and gathered 
all the information we could, but have always done what we 
thought was right for us. This is because if anything goes 
wrong, I have no-one to blame but myself. My partner was 
born in Samoa and has sisters who are nurses. They have 
spoken to us and given us a lot of information.

Niue Junior is a much easier child than his twin brothers 
who are five years older and younger brother who is a year 
younger. I wouldn’t say his deafness has made things difficult; 
it has just added another dimension. The hardest time was 
before he was born, when we were thinking about whether 
to have him or not. But we made the right choice as we 
would not be without him now. There are members of our 
Samoan family who have philosophical issues about the way 
we are raising our son, especially about medical treatment 
he has received. For example, we’ve had to postpone a back 
operation about three times due to Niue Junior being sick. 
Some of them see this as a spiritual sign that the operation 
should not be done, but we know it is in his best interests to 
go ahead with it.

My partner and I have given each other support and through 
this have both been able to support our son. If a child’s mum 
and dad can support each other, you can cope. I had support 
from my mother, but it was not the same. It was my partner’s 
support from which I gained the most strength.

Niue junior is now 14. When he was first born we were told 
he would not be able to walk or do anything. But he has 
defied the odds and now plays rugby, soccer and cricket 
and is a very active teenager. He is profoundly deaf and has 
V.A.R.T.E.R Syndrome. Over the years he has had several 
operations to lengthen his spine and is due to have a final 
operation to mend the rod in his back early this year. 

He has always rejected wearing hearing aids and turned 
down the chance of a cochlear implant two years ago. We 
let him choose the form of communication he was most 
comfortable with. He has grown up with strong extended 
family support and communicates with his own form of 
signing, using a notepad, and by texting. From Year 7 
he started learning NZSL a lot more formally. He is now 
mainstreamed through the deaf unit at Newlands College 
and has a teacher aide. At present he prefers to socialise with 
the deaf kids at school and with his siblings and cousins.
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“Niue Junior is a much easier 
child than his twin brothers who 
are five years older and younger 
brother who is a year younger. 
I wouldn’t say his deafness has 
made things difficult; it has just 
added another dimension.”

Family stories
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Told by Amy’s mother Bridget. This story first 
appeared in The Family Book in 2005 – a 2012 
update follows.
I caught a virus when I was pregnant with Amy, which was 
similar to Rubella in its effects. We were warned before she 
was born that it could cause serious complications, but apart 
from being premature, initially she seemed to have escaped 
the worst. The impact of the virus continued after she was 
born, so we now think that her deafness occurred when her 
cochlear hair cells became damaged, we guess at about 6 
months of age. 

Because Amy had some developmental delays, we didn’t 
suspect she was deaf until she was 14 months old. We took 
her to a private audiologist, rather than be put on a lengthy 
waiting list to be seen at a public audiology clinic. There, she 
was diagnosed as being profoundly deaf. I think I just went 
numb. Then I started on my usual response to problems, 
which was to find out as much as I could, so I could figure 
out what the best options were. I talked to audiologists, and 
my Advisor on Deaf Children (AODC), and anyone else who 
seemed to know anything about it at all. I read books and 
spent hours on the Internet.

Initially, I assumed that we would teach Amy sign language; 
all our relations would learn signing and it would be like in 
the movies, we would all be happily signing to each other.  
I hadn’t thought it through too hard at that stage: things like 
I’d never be fluent in signing because I was trying to learn 
it as an adult (the time to learn languages to be a “native 
speaker” is before you are six); that many of her extended 
family would never get the hang of it; and that Amy herself 
would not be fluent in sign language unless she was in an 
immersion class – in Auckland – whereas her extended family 
lives in Whakatane.

We would all have to transfer to Auckland to be with her 
and learn too or she would become a stranger to us. Can 
you imagine – your only child and you can’t communicate 
with her? If we stayed in Whakatane she would risk only 
mastering very basic signing. The politics of the signing 
versus oral approaches made me really angry and frustrated 
– why couldn’t the benefits of both be used? Why did each 
group make it into an either/or decision? How was I remotely 
qualified to make the decision for my little girl and choose 
one? How could I know that I was choosing the right one? 

I knew nothing about the amazing technological advances 
in hearing aids and the “bionic ear” or cochlear implant (CI). 
So that was another area where I had to rapidly come up 

Amy’s story 
The miracle of cochlear implants 

“Can you imagine – your only 
child and you can’t communicate 
with her?”

to speed. When I did, we felt that we had to give Amy the 
option of hearing with an implant as soon as possible.  
If she decided later that she didn’t want it that would be  
her choice. But to leave the operation until she was of an  
age to consent would make the outcome less successful.

While Amy was put on the assessment list for a cochlear 
implant, she was given the most powerful hearing aids 
available. We battled to keep those in and we tried to talk 
to her, but she still couldn’t hear a thing. So we had to 
rely on gestures and vibrations (thumping the floor) to get 
her attention. Probably the most distressing part was the 
huge squeal of feedback that came from the hearing aids, 
something of which she was completely unaware. 

The fact that the hearing aids were not delivering Amy any 
results bothered me, because I knew just how important that 
time was for language development – most kids of that age 
are soaking it up like a sponge. My investigations over the 
previous months meant I’d found out about an Auditory-
Verbal Therapy centre called The Hearing House which could 
provide her with some language stimulus until she received 
her cochlear implant. This would be done through weekly 
therapy sessions in Tauranga, which we would follow up by 
putting in lots of practice at home.

At the same time, the Speech Language Therapist provided 
by the Ministry of Education couldn’t promise me more 
than one visit per term. This was because the closest 
therapist in Whakatane had a caseload of 140 children and 
despite wanting to help, she just could not give the level of 
support that Amy needed. The Hearing House also had an 
audiologist, without whom the tuning of Amy’s implant would 
be less frequent and we would have to go to Auckland for all 
sessions. Going to Auckland as well as Tauranga for hearing 
therapy every week takes a lot of time and energy. And when 
you have a small toddler, even a trip to Tauranga for therapy 
pretty much turns into an all-day mission. 
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“Overall I have great hope 
and expectation that Amy will 
be completely at home in the 
hearing world”

I was in despair that I was doing the wrong thing by trying 
to prepare her for hearing/speaking language when she 
couldn’t hear it. As part of the AV therapy, I was discouraged 
from using any sign language to communicate with Amy, and 
as she was not receiving anything through her hearing aids, 
I found having no effective language to communicate with 
her hugely distressing. However, I kept in my mind that with a 
cochlear implant she would be able to hear, so I wanted help 
with language development for someone with a cochlear 
implant, not someone who would be forever profoundly 
deaf. It was six months after Amy was diagnosed when she 
finally she got her cochlear implant. There had been three 
months of the hearing aid trial and three months waiting 
for the next Ministry of Health financial year, and a new 
allocation round of funding for cochlear implants to start.

A month after her long awaited operation was “switch-on”. 
We’d been told Amy’s reaction could be anything from 
delight to distress. One by one the electrodes were tested 
and then they were all turned on at once. She jumped in 
shock and burst into tears and rubbed her eyes. Switched off, 
she was calm; switched on, the same reaction. After quite a 
bit of tuning, her implant was set at a level she could bear. 
Although seeing her so distressed made us feel quite cruel,  
it also clearly meant that she could HEAR!

Amy is now [2004] three and a half years old. My mother 
and I take her to a local mainstream play centre where she 
is now starting to take more notice of what other children 
around her are doing. Her receptive language means she can 
understand all my often complicated requests, even if she 
chooses not to carry them out! And her expressive language 
has come a long way in the past three months. My favourite 
example is that she can say “Star”, clearly enunciating the 
“s” and the “t” – both high frequency sounds.

Overall I have great hope and expectation that Amy will 
be completely at home in the hearing world, but I know it 
is going to take a huge amount of work from me, Amy, our 
families, therapists, and audiologists to get there. However, 
my fervent wish is that parents in future – most of who will be 
on this journey totally unexpectedly – are not faced with so 
many hurdles to getting, and keeping, effective support for 
their children. 

Update on Amy, 2012
It’s eight years since Amy got her first cochlear implant – her 
mum Bridget looks back on the past few years and says Amy 
even sleeps with one ear on because she doesn’t want to 
miss anything! 

Amy was a very premature little person, weighing in at 1048g. 
She had a number of developmental delays, so it was not 
until she was about 15 months old that we suspected that 
she was deaf. By 18 months it had been confirmed. At the 
Auditory Brainstem Response (ABR) test they couldn’t find  
a flicker of a response, even at the highest setting they were 
prepared to take the test to. They told us that you could let  
a shotgun off behind her and she wouldn’t know.

In February 2002 when we found out for sure, we also found 
out that there was no more funding for cochlear implants 
until July – the new funding year. I agonised each month that 
went by, knowing she couldn’t hear. Each extra month was 
another one she would have to catch up, and she already  
had to catch up on so many fronts.

We managed to take the start of the new funding year very 
literally – she got her CI in the first week of July 2002! At that 
stage I think she was the smallest person that specialist had 
operated on. But, we were underway on our road to hearing 
and speaking at last. With weekly tuition from the AODC and 
then Auditory-Verbal Therapy (AVT) at The Hearing House, 
we got the hang of the sounds. More work, we mastered 
words and sentences. Now the floodgates opened and words 
came flying out. Having prayed that Amy would be able to 
talk, we couldn’t now turn around and ask her to stop! She’s 
10 and she hasn’t yet! We still have to figure out a way to  
get a word in edgeways. 

In 2005 Amy got her left CI (her “baby” ear) and very 
quickly got used to that one, which was just as well. She 
had managed to dislodge her magnet on the right one and 
needed an operation to re-fit it, which meant a month with 
no right ear. Now she is almost entirely oral, by choice, and 
life with no listening by that stage would have been very 
challenging for all of us. When I say she likes to hear, she 
sleeps with her right CI on, and if the batteries go flat at 
night, she wakes up and changes them.

The year 2005 marked the start of school, so now we could 
have some back-up to her hearing as she learned to read 
and write. In the bath, shower, or pool we now have a small 
whiteboard to write notes to her on if she can’t pick up what 
we are saying by lipreading or gestures when she doesn’t 
have her external processors on.

Amy had Ongoing Resourcing Scheme (ORS) funding for 
three years, and one of her teacher aides, Mirinda, was  
South African. My mum is English, and Amy’s step mom is 
from Oklahoma. Rather than making her confused, I realised 
that she was picking up and playing with whoever’s accent 
she was talking to. When talking to my mum – including on 
the phone – its very proper English, with very clipped and 
correct consonants (even more exaggerated than Mum’s 
English). It’s a midwestern drawl after talking to her step  
mom (for example ornge instead of orange), and a hint of  
an Afrikaans accent when talking to her teacher aide. 

Well I’m not sure about you, but being able to discriminate 
speech to the level of individual accents just blows me away. 
The miracle of cochlear implants.

Family stories
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Eddie’s story 
Told by Nikki, Eddie’s mum, with  
input from Andrea, his grandmother

Learning New Zealand Sign Language 
opened the door
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“We discovered that the Deaf 
community is a unique community 
with its own language and social 
networks, which includes Deaf 
Club, sports and theatre. It 
nurtures and supports Deaf 
children and their families.”

We are a close family with a lot of extended family support. 
That’s why leaving our family and moving with Eddie to 
Auckland so he could attend Kelston Deaf Education Centre 
pre-school was the hardest but also the best thing we ever 
did for him.

Eddie was already 12 months old when we started to suspect 
he might have a hearing problem. Children are adaptable 
and quickly able to compensate for their deafness. They will 
turn to movement rather than to sound and will respond to 
facial expressions, which can make it seem they can hear. 
This can cause delays, such as what we experienced with 
Eddie’s diagnosis. 

At Eddie’s 12 month Plunket check the nurse went through 
the tick sheet for eyesight and hearing. I said his hearing 
didn’t seem consistent. So the nurse rustled a piece of paper 
and he looked up at her – and she said he was fine. He used 
to make high-pitched noises and I later thought maybe that 
was his way of being able to hear himself.

It wasn’t till Eddie was 20 months old and in day care that 
he was diagnosed but even that wasn’t straight-forward. 
The teachers noticed his lack of response and he was taken 
to an Ear, Nose and Throat (ENT) specialist. Eddie was then 
diagnosed with glue ear and had grommets put in. 

We were told we should notice an improvement. When we 
didn’t we were sent to an audiologist where we found out he 
had moderate to severe bilateral sensorineural hearing loss.

What followed was a really hard push to get through the 
system to get hearing aids. Delays in the health services 
proved barriers and frustrations for us. Eddie had started 
to become so desperately frustrated when trying to 
communicate. Thankfully, we had already started teaching 
him baby signing at around 12 months. That was fantastic 
because he picked new signs up instantly and could start  
to tell us he wanted food or drink or was tired. We were  
like ‘Wow! This is awesome!’

Once he had hearing aids in and special education and 
speech language therapists started to visit we knew we were 
moving in the right direction. But we also realised that even 
with hearing aids Eddie would still not have normal hearing 
and would not automatically talk. 

We were introduced to the Wellington Association for 
Deaf Children where we began our journey into the Deaf 
community, learning New Zealand Sign Language (NZSL)  
and meeting Deaf children and successful Deaf adults. 

We discovered that the Deaf community is a unique 
community with its own language and social networks, 
which includes Deaf Club, sports and theatre. It nurtures and 
supports Deaf children and their families. It is a place where 
Deaf people have a sense of belonging, in the same way that 
people from different ethnic backgrounds share experiences 
when they gather together.

Eddie picked up sign language quickly. We nearly couldn’t 
learn it quickly enough to teach him! 

Members of our extended family, including our other child, 
Jack, who is two years younger than Eddie, later joined us 
in attending NZSL classes. Some of our close friends also 
learned to sign.

I have had this real anger around the fact that it took so long 
to find out our son was deaf. If we’d only known, we could 
have started to teach him sign language earlier. We had lost 
all this time when he could have been learning – and happier.

Eddie was born in 2005 – just a few years too early to have 
gone through the newborn screening and early intervention 
programme. Early diagnosis will help prevent other families 
going through a similar experience. Those early years are so 
important to learning and socialising.

Family stories
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Our research showed that past experiences 
and formal research have proved that  
when the deaf are taught by the oral 
method alone, results are unsatisfactory.  
We wanted Eddie to learn and have the 
same opportunities as any other child.  
We were unsure how to achieve this but 
were willing to try anything.

We moved to Auckland so Eddie could 
attend Kelston where he started gaining 
all this new language. The preschool 
accommodates a mixture of both Deaf 
children, hearing siblings, and hearing 
children of a Deaf adult (CODA), and has a 
bilingual/bicultural approach to education. 
The children learn through their native 
language (NZSL), and approach spoken 
English as a second language. 

As his ability to communicate increased  
his behaviour problems started to subside. 
He was a much happier kid because he  
was now able to express himself better.  
He had been growing up with other kids 
and becoming increasingly isolated as  
they started to talk and he didn’t. I felt 
he was being ostracised and becoming 
increasingly isolated.

While in Auckland I completed the first year 
of the sign language interpreter’s course 
and in Wellington my mother and sister 
enrolled in Deaf Studies at Victoria to gain 
an understanding of the language and 
culture. But it was tough for us as we missed 
our family. We returned to the Kapiti region 
after two years. 

Back home, we took a lot of time choosing 
the right primary school. We wanted one 
that could offer Eddie the best support.  
His school is amazing. It has always been 
open about communicating with us. 

Kids naturally want to be like everyone else 
so Eddie is becoming increasingly oral. 
At the moment he is around 75 per cent 
oral as he has adjusted his language to 
suit his environment. I work hard to keep 
the signing going. Getting to Deaf events 
where possible and going in to his school 

“Having access to two languages 
is a bonus. Deaf people are very 
visual so being bilingual – having 
visual and oral languages – gives 
more meaning to language and 
enhances their learning. “
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every week to teach NZSL to the kids. The children love 
it! If they see me in the school they always have a signed 
conversation with me and it is great. We had no choice but 
to go to a hearing school as there is nothing like Kelston in 
the Wellington area. I am confident that if we were still there 
his NZSL and oral language would be 50/50 by now. We will 
always hold onto the bilingual/bicultural approach. As Eddie 
gets older and things change there will always be both doors 
open for him, which we believe is a huge benefit not only to 
him but to us as a family. 

Having access to two languages is a bonus. Deaf people 
are very visual so being bilingual – having visual and oral 
languages – gives more meaning to language and enhances 
their learning. And in our experience, when you link the two 
together to support each other it is just the best.

What do I want to say to other hearing parents 
who have a child who is deaf?
At first it was scary being hearing parents with a deaf child 
and going into the Deaf world. It’s like someone dumping 
you in France when you can’t speak French and saying ‘off 
you go!”. But by connecting socially Deaf culture it will 
open doors for your child. If you choose only one form of 
communication then it is harder for your child if they want or 
need to go in another direction later. We also got amazing 
support from the Deaf community. Our need for Eddie to 
feel connected and have a community he belongs to has 
driven us to work hard at establishing and maintaining our 
relationship with the Deaf community. A high percentage of 
Deaf adults who were brought up orally with hearing parents 
find their way into the Deaf Community later in life.

Family stories
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I am not the mother of a deaf child but the daughter of deaf 
parents, commonly known as a CODA: Child Of Deaf Adults 
(it’s always sounded like a breed of fish to me!).

My parents, Wallace and Helen, were both born profoundly 
deaf. They were educated during the era of oralism. During 
that period in history, it was the view of educators that deaf 
children could be taught to speak. Neither of my parents 
used hearing aids, yet many wasted hours were spent 
providing auditory oral training, and their academic work 
became secondary. Yes they did learn to speak, but it was 
most likely the only people to understand them would 
be their teachers and immediate family. Sign language 
was banned and a punishable offence, naturally it went 
underground and the children continued to use sign 
language to communicate with each other in the playground. 

In our family with four young children, communicating in this 
way was sufficient to have our needs met but as we grew 
older it became a source of frustration. Our communication 
abilities with our parents were really superficial. We lacked 
the richness of one primary language to be able to discuss 
more than our basic needs, thoughts and feelings.

Our deaf parents raised us with no outside support, as 
there weren’t the services available for deaf people that 
there are now. So, from an early age, we had to help them 
communicate with the hearing world around us. As I was  
the eldest, I often felt like I had to be an adult, even though 
I was still a child; I was expected to make phone calls, 
understand what hearing adults were on about, and interpret 
for my parents.

Although mum says we were pretty good kids, our household 
was very loud at times. For example, having loud music was 
never a problem, so we could play the stereo as loud as we 
liked! I remember swearing at my mother once, and she 
chased me around the back yard with a bar of sunlight soap 
as she had lipread what I’d said to her! I also remember 
when I was five, going to bed one night and being convinced 
there was a snake in my room. I called and called for my 
parents, and after having no response, I eventually stuck  
my head under the pillow and went to sleep.

We used to get a bit of a hard time. The kids at school knew 
there was something different about us, and this was a bit of 
struggle at times. But we developed language okay as there 
were many environmental sounds for us to pick up on, and 
we also had our hearing grandparents as language models.

Sue’s story 

My father became well known as the President of the 
Auckland Deaf Society. Looking back, he was a pretty 
incredible man, but was often frustrated by the limitations 
others placed on his deafness. For example, he worked  
as a mail sorter at the chief post office, but he couldn’t  
get promoted because he couldn’t use the telephone.  
Yet, his colleagues in higher positions often used to come 
and ask him for help with their work.

And yes, I’m probably not your average CODA either. I was 
fortunate enough to attend the Sign Language Interpreters 
programme at polytechnic some years ago. This provided 
me with the avenue to finding myself, suddenly all my little 
idiosyncrasies made sense! And for the past few years  
I finally had more of the deep and meaningful conversations 
with my parents. I am now in my 40s and it’s been a long  
time coming.

I am intuitive and can easily get a sense of what people are 
like. I guess it is because I have adapted my visual cues to  
a higher sense, even though I am hearing myself. Perhaps  
it’s because I had to have eye contact with my parents  
to communicate with them and I am just really aware of 
people’s eyes. I now work as a sign language interpreter,  
and signing is quite a natural language for me, as I find it 
easy to understand and comprehend.

My work has given me some wonderful experiences.  
The variety is immense, and you can never say I get bored! 
Recently, I was the sign language interpreter for a Deaf 
mother at the birth of her baby. I had met her professionally, 
and interpreted for her at ante-natal check-ups and midwife 
visits. As we had developed a rapport, she invited me to 
interpret at her baby’s birth. It was an absolute privilege, and 
a moment I will always remember. Having given birth myself 
fairly recently (five years ago), I know that being invited into 
the delivery suite is a real honour for someone who is outside 
the immediate family. We still keep in touch and I have been 
interpreting at the mother’s post-natal check-ups also.

On these pages I have shared with you very briefly, a little 
of my life. In ending I need to say that regardless of the 
communication difficulties we had, my parents are wonderful 
loving people and it was from them we learnt the value of 
love, laughter, and honesty. They taught us to appreciate 
diversity and introduced us to a language that is rich and 
visually enchanting and at times hilariously entertaining.

And it is thanks to them that I have a sense of belonging 
to the Deaf community and culture that is wider than my 
immediate family, and where I always feel safe and at home. 
Perhaps we’ll meet there one day. 
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