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hearing henry & an extract from my blog , by Sarah Hindes

Our son Henry is profoundly deaf. This is our story. Our first step is enabling Henry to be
hearing. And our second will be to be teaching Henry to use his hearing, to learn to listen so
that one day we will be hearing Henry.

Photo 1: Henry aged nine months
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1 January 2011: Background z our journ ey til now

William and | arenot the sort of people to worry about things. So when Henry failed his newborn

screening test, we regarded it as not much more than a hassle that we had to go back and repeat the
G6Sado | SYNE KIFIR 2Fdzy RAOS I & | asfikodveeRkshd.sl a2 6S RA
remember driving all the way to City Hospital, a sleep deprived mother with a newborn, trying to fit

the appointment in while my two year old was at nursery, stressed because they told me | had to

keep him asleep for the whole test, dommy allowed. | was still getting used to my new baby. He
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because at least | knew when we got there he would need a sleep. So being told we needed to
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Over the next few months he ended up doing (and failing) the newborn screen three times. They
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he did an Auditory Brainstem Respor{gdR}est when he was three months oldy this stage we

had started becoming concerned that perhaps something was wrong. But | knew nothing about

hearing loss and | assumed theaten if something was wrong, surely in this day and age there would
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Halfway through the ABR test, the audiologist stopped testing, and removed the equipment from

Henry and did a complete check onthiinking itwadaulty. LG ¢l & y20>X AG ¢l & 2dzai
GSNBY Qi 62 NJ Ay 3 dhe arlieldgiyt toll MSHemmAh@d\saviré likaring loss and

would need hearing aids...forever. William was in Egypt for work at the time and | remember texting
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being too devastated. That night, home alone with two kids and no one to really talk to, | cried for

our little Henry, who was going to have a more difficutidahead. You always want the best for

your children and | was sad that Henry was going to have things a bit more difficult than most. But

when William got back the next day and we spoke about it, neither of us were too worried. Partly

through ignorancdwe had no idea about hearing loss or actually how long and difficult the road

ahead would be) and partly through our eternal optimism, Will declared that everyone has

problems, and we just got on with it. There have been some moments since when ldthae h

fleeting moment of sadness thinking about what could have been. But for the most part, we have
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that | had spare capacity, as a motherandanikt@lSy & 62 Yl y | yR GKI 4Qa ¢gKe

| have never doubted that | could do well in this new role of mother to a hearing impaired child.
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Photo2: Henry on the day hegot his first hearing aids

When Henry was five monthddbwe started therapy through the Royal Institute for Deaf and Blind

in Sydney, with a wonderful therapist named Melissa. Already | had started to have concerns that

| SYNEQa KSFENRARY3I FAR& 6SNBYyQG NBFff e faldl® A RAY I (K
NEALRYR (2 |ye az2dz/Rad b2 2y0S KFIR L S@SNJ aSSy
aAaGSN) AaONBI YSR ySEG (2 KAYO® 2 A0K aSftAraal Qa adz
seem to be responding, we began pursuing thetecof cochlear implant assessmeiu see if Henry

was a candidate. When Henry wagight nonths old, | took him for another tesan unaided test in

the sound field. | sat with him on my lap in the sound booth while the audiologist played

increasinghtoud sounds through the speakers while watching for Henry to respond. By the end the

sound was so loud | almost fell of the chair at one point as it suddenly burst through the speakers.

Henry did not even flinch, just randomly looked around the room @ttinued to play with his toy.
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thought.

Photo3: Henry and | taking a walk.
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In the meantime tontinued towork through the techigues Melissa was teaching me, to teach

Henry about sound. It was hard work, not the least because Henry gave me nothing back. Well, he
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talked to him. | rad books and sang songs. And waited for some sort of recognition, some sign that
something was goingin. WIS yAy3 FTNASYRa ¢2dzZ R alée (G2 YSI Wo
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just random. Sometimes he would turn when you spoke to him, but it was just coincidence. So

when Henry was nine months old, | took Henry to the Sydney Cochlear Implant Centre (SCIC) to

undergo assessment.

SCIC were fantasti¢Jnderstanding that | was travelling all the way from Dubai, they fit all my

appointments in a ten day period and we underwent an assessment process to see if Henry was

really getting enough benefit from his hearing aids. Halfway through my first weedk, thead a

crisis of confidence that | was leading Henry down the route of implant & A F G(KS& 6SNByY
necessary? What if he was responding at home and | was missing it, and reporting back to the
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at the centre? The more | learnt about Cochlear Implants, the more concerned | became about

making sure that they were absolutely necessary for Henry. Suddenly hearing aids seemed so easy.

No worry about infecins. No mechanical device that could break down. No major surgery. The

team at the centre, together with Melissa, were fantastic, inredskuy 3 Y S G KIF i @KSe& 42
the implants unless they also agreed they were absolutely necessary. We theatest on Henry

in the sound field \were they could test up to 120 dB. We sat in the sound booth for ages, patiently

going through each combination of frequency and loudness. The results were consistent and clear.

I SYNEQa KSI NRy Jinglaidsivasiaioénd 146 dB Kitisdzsinbot 81e Idblidness of a chain

saw, or jet airplane). With hearing aids he could hear arouri(6AB. Enough to get some sound,

but not enough to hear and distinguish speeg¢hK S | dzZRA2f 23A a0 Iviel, felisL/ &1 &
RSTAYAGSEtE LINRPFT2dzyRft & RSITFQO ¢tKS 2yfte OKIyOoS K
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loss, yet at the same time it was@mthat all the results were consistent and we knew for sure now.

S

This year, 2011 is going to be a big one for Henry, and all of us. Henry is booked to have both ears
implanted with cochlear implants on 2@anuary. | am nervous and excited at the edime.

Mainly excited.Henry is ten months old now, and | am starting to notice the effect his deafness has

on his behaviour and feel his frustration. He has given up banging the table or his toys because they
give him no feedbacke cannot hear the sise he makesg so he hits himself in the head, over and

over. It makes me sad to see this little boy, bang, bang. When he was about five and six months old,
KS 61 a4 WoloofAy3dQ tA1S o6lFl6ASa I NB adzZlRI&ESR (2
Sometimes it drives me crazy, such meaningless squealing, yet | know that he must be able to feel

the sensation within somehow. Or when he has his hearing aids in, he can probably hear himself,
which must be very rewarding. Probably the one thinguigh that brings a tear to my eye is when

you walk into the room talking to him, foot stepselipf 2 LILJAY 3 2y GKS Ff 22N | yR
you and then he sees ypar you touch himand he jumps like you have scared the hell out of him,

where did you ome from?

Sometimes | look at our beautiful little boy and think what a long journey he has ahead. While he is
I olo& AdGQa Straeée (G2 6NILI KAY AYy Y& | N¥a |yR FSSt¢
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know that | need to make him strong ahdy RS LISY RSy (i ® IS gAfft ySSR G2 a
want him to see life as a challenge to be fought and won. | want him to enjoy life. To be free to
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for and work towards, is giving him every opparity so that his deafness is not something he

considers when weighing up decisions and choicésariuture. | want him to feel that he can do

anything he desires. Although there will be things that will be more difficult for him than other

children, as William says, everyone has issues.
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5 January 2011: Imogen

Photo4: Imogen playing with Henry

Henry has a three year old sister. Before Henry was born, | worried about how she would be

affected by the introduction of a new member to our family. | worried that our special mother

daughter bond could beompromisedor at least changed forever. As an only child, Imogen was

naturally our only focusWilliam and lcould talk for hours aboutmall things she had done through
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fears, although natural, turned out to be unfounded. | have learnt thgtlove as a mother is not a

finite quantity that | need to divvy out. Instead, the joy that Henry has brought to the family seems

to have created even more love, within our family anddach of our children. In relation to

Imogen, since Henry was born she has welcomed him with love and acceptance, regarding him

almost reverently as her special little companion in life.

'a | SYNEQa KKEeyaN® edomepBadeht,3 Wak conss again of the effect all this

would have on Imogen. | need to balance teaching her to be loving, considerate and even protective
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Henry, but ratheryst love and care for him, like she would any other sibling.

The bond between Imogen and Henry is already incredibly strong and sometime | get a glimpse of
the future, when we as parents will be relegated in importance, and the friendship and love
betweenlimogen and Henry will just grow stronger as they share life experiences and grow into
young adults and beyond.

Imogen knows that Henry wears hearing aids of coorseK S OF f £ & (0 foStWe Havea WLIK2Y
not made a big deal about them, and she jus$@mes that all babies have thele have a box in

her room where | put clothes that Henry has grown out of, so that | can pass them onto another

younger baby that we know. When Henry got new molds for his hearing aids recently, | explained to
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A few times Henry has managed to pull his hearing aids out and wher hbabeen there to

intervene, she has naturally and instinctively grabbed them out of his hands before he could put

them in his mouth and immediately ran with them to me. | know some mothers would be nervous

about leaving their three year old and ten nthrold playing together, but this is the only way | will

I QGdzr tt& €SS | SYyNE |t2ySo L R2y Qi fSI@S KAY L
out and choke on them (every time | have had a close call, | always imagine how tragic iba&vould

for a baby to die choking on his hearing aids). Yet when Imogen is with him, | am happy to duck out

of the room for a few minutes because | know that if he pulls them out she will intergbeehas

learnt to recognise the sound of the buzz of thesaéd soon as they are disconnected from his ears

and quickly respondsThe moment that stands out most clearly for me is driving from Sydney to
222ff2y32y3 o6& YeaSt¥ gAlK 020K 1ARaA Ay GKS ol O
him. Forsome reason he had his hearing aidsniow in the car | usually take them eumaybe after

this incident! Anyway, we had just turned onto the freeway and | was in the third (centre) lane

doing 110km/hr. Next thing | know, Imogen (then notyetthreesiear2 f R0 al AR (2 YS Wa
| SYyNE A& SIiAy3a KAa LK2YIl1aHHQ® L NBYSYO6SN GKS
INRLIISR YSo L glayQid Ay | LRaAAGAZ2Y (2 Lzt 23S\
LY23SyQa OIwhilk KePihgimy éyds@n theSoad. Without needing to be told what to do,
shejumpedout of herseat LJdzf f SR G KS KSINAYy3I |AR& 2dzi 2F | SyN
then hopped back into her car sedtwas so proud of her maturity in that moment.

Photo5: Imogen and Henry under the Christmas Tree
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9 January 2011:) 66 O Al 1 OAI AOEOAS
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problems for the last five months. He has been hospédlthree times withbronchiolitisand

pneumonia and has been on up to fifteen different medications a day. Since Henry was born ten
Y2yGKa 323 L R2yQi GKAYy]l | 6SS{U KIFra 32yS o0& @K
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few weeks ago the hadth insurance company raramd said they were cancelling their insurance for

the entire company as it was costing too much money to insure Henry

My greatest concern rightaw is trying to get Henry healthy enough so that he can cope with the

surgery next week. | have turned into sugiranoid mum. | am wearing a singlet and jean shorts

in the warm Dubai wintep | SYyNE R2SayQi 26y | f 2 GoeoWn, el NY Of
is wearing jumpers and two pairs of trousers, hats, poor baby can barely move. At 5pm each day |

run around the house shutting doors, lest the slightly cool Dubai air breeze slip into the house and

find its way into Henrys lungs. But he domoes to wheeze and sniffle, so | continue to do all | can to

get him better. Herbal remedies. Steroids for his lungs. The horrible nasal spray that he just takes

in his stride. A heat pack to sleep with. If only sheer worry alone could make him. bette

We had a check up with his paediatrician a few days ago, and he waoatsyned that they
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the doctors, explaining that while Hensgemaunwell, relative to how sick he has been over the

past five months, he is actually in good condition.

We leave for Australia on Tuesday. My hope is that he will thrive in the warm Australian summer.
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10 January 2011: Staying motivated

I have always prided rsglf on my ability to work hard and achieve results. In school, university, and

in my joh | pushed myself to do well and was rewarded with excellent marks, recognition, pay rises.
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get results. No feedback, no recognition. But to keep going, to keep putting in maximum effort,

whilst getting almost nothing back.

When | startedAuditory-Verbal Therapy(AVT) with Henryl was so motivated! plastered reminders

all over the house and tried to incorporate the activities into every waking moment. However as

timewent2y X | SYNE RARY QO NBaLRyR tA1S KS ¢4l a adzlia
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hearing is far worse than originally diagnosed and his hearing level is just above my speech level. At

least | know that he is not just slow. However now | feel in limbo. | know tha&idl toekeep

G2NJAY3 6A0GK KAYX 1SSLI GKS FdzZRAG2NE LI GKgl &a 2 LIS
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My therapist, Melissa, encourages me to keep going, to at least get myge#dtice, so that when

he does have his implants, | am already doing many of the things | need to do, by habit. She reminds
me that although he is not going to hear all, or even most, of what | am saying, at least he may get
some sound, some benefit fromhat | am doing.

AndI know this is true, so | sing songs and read books and talk &ngital Y R G f | @ L R2y
hears any of it, but there is a chance. And for this chance, | keep going.
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16 January 2011: Decisions

An overwhelming part of being a parent is the responsibility to make decisions on behalf of your

children. Some decisions are easy and inconsequewntiet should we dress our baby in today?

Some decisions are hard and ye&tl probably work out eitheway- which primary school should we

choose for our child? Some decisions seem so importantl| fight with my three year old for an

hour to get her to eat something sensible fordinmgs SG L 1y2¢ Ay GSy &SI NBER GA
remember this. Andsaome decisionghat we make in our own livewill haveanenormous impact on

our childreng a new siblinga decision to go back to woré,house move Every minute of every
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right, we make mistakesiopefully just on the small things. But all we can do is to keep trying

trying to do the best for our children, trying to be the best parent we can be, to take advice, but to

trust that in our heart we are up to thchallengethat despite any formal trainingve are qualified

to do the right thing by our children.

Australia has a good solid framework established for parents of newly diagnosed children with
hearing loss to enable the parents to make choices abostttiNJ O K A fURf@tanat@hd4ividghids &
the UABvhen Henry was borrour decision process was a lot mdrvaphazardill-informed and
random. We made decisions without realising we were making them, or really understanding the
issues. My informationame froma dangerously easy, yet enormously confusing source: google.

In the end though, the path we have chosen; to have Henry receive bilateral Cochlear linplants
less than a weeks time nowsthe same choice we would have maded we known althe
information at the beginning.
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invasive surgery and that is the easy part. Henry will have to work hard to learn to interpret the

Wa2dzy RQ lhslE@aht® SARd the he will have to learn to use that sound to listen,

understand and then eventually speak. He will have to work hard every step of the way, together

with us as parents and his therapists, audiologists, the whole team of us. Howevare making

this decision because we believe it is the best for Henry. There is a big world out there, and this

world communicates through speech. Cochlear implants are the best chance Henry has of learning

to listen and speak, and for this reason @ambark on this journey.
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19 January 2011: Anticipation

Photo6: Henry and |
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that Henry is being given this opportunity aacess sound, especially lucky that Henry gets to have

two implants at once. In another time and another place, Henry may not haveueh options. |

feel eternal and overwhelming gratitude Rrofessor Graeme Clark and all thegs were involved

in developing the cochlear implant, whaerseveredagainst medickopposition, fought for funding

and kept researching and developing and did not give up until they a developed a way to give deaf

people a way to hear sound. | feel worry, worry that the suygvill proceed without complications,

that nothing will go wrong. | feel hope, hope that the implants will worktledly can test them

during the surgery and tell us how well the brain resped to the electricalmpulses- It seems that
everystepofi KS 6l &2 (KAy3&d KIS 6SSy 62NBS (KIy SELISO
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yet even learnt to walkyho has no idea thathe evéal & | WLINROE SYQT R2Saywi
this and trusts us implicitly. Who will have to work so hard for something we all take for granted.

And yet, what do | look forward to? What is my hope? So much. And yet one little thing. For my
baby Henry2 KSI NJ YS &l @& daL f2@3S &2dz o l'YR 2yS RI& 3



