When the Pain of Words Bites deep

Eight-year-old
Jack has a
genetic
condition
called Opitz
syndrome,
characterised
by widely
spaced eyes
and a broad
nose. So
hurtful was
the taunting
Jack got at
school about
his
appearance
that his
parents
resolved that
he should
have plastic
surgery to
correct his
facial features
— and save
his youthful
confidence.
By Kelly
Andrew.

Rare surgery gives
boy Iresh chance

HILDREN can be devastating-

ly cruel to a boy who looks

different. South Canterbury

couple Karen and Brian were
horrified when they discovered their
eight-year-old son Jack had been sub-
jected to name-calling and teasing by
older children at his school.

Teachers were unaware he had be-
come a target, and Karen found out
what was happening only when she
was told by the mother of one of Jack's
friends. “She said she thought it was
terrible that all the kids were calling
him names. I had no idea. It's the older
kids, the ones that don't know him so
well.”

Jack has a rare genetic condition
called Opitz syndrome which affects
only about 100 people worldwide. A
range of physical abnormalities are as-
sociated with the syndrome, but it is
Jack’s unusual facial features that
have attracted unwanted attention. His
wide-spaced eyes — a condition called
hypertelorism — and extremely broad
nose drew stares and, more harshly,
name-calling such as “fish face".

Karen says Jack is too young to un-
derstand exactly why he has been sin-
gled out. “He doesn't realise that kids
are teasing him because of the way he
looks, he just thinks they're being
mean. We don't think he realises that
he looks a bit different.”

Realising that their son's confidence
and enthusiasm for school could be ir-
reparably damaged by the prejudice he
encountered because of his appear-
ance, Karen and Brian made the diffi-
cult decision that he should have sur-
gery that would help him fit in.

They flew from Timaru to Welling-
ton two weeks ago and plastic surgeon
Charles Davis performed an operation
at Hutt Hospital that has moved Jack's
eve sockets closer together and nar-
rowed his nose into a more normal
shape.

Until recently, the couple had hoped
the operation would not be necessary

or that it was a choice they could allow

Jack to make for himself. .
“Originally, we were ) leave
it to him to make the de "E "M*Karm aren

says. “But in the last year,
changed at school and with people’s
reactions. He used to be the kind of kid
who would go and play with anyone in

the playground. But in the Christmas
holidays, he wouldn't go near the other
kids. If he lost his confidence through
his appearance, I'm sure that would
affect everything. He wouldn’t want to
go to school any more,”

Brian says a family friend who is a
teacher warned them Jack would be
“taken down” at high school because of
the way he looked. 1t is the reaction of
strangers that they are most worrled
about, rather than the people who
know his bright, cheeky personality

“People who know him are used to
him and they don't see him for what he
looks like but for what he 1s.”

Brian feared that if they did not act
and Jack was unhappy later in life, he
would come back to them and ask why
they hadn’t done anything to help him,

Now, just days after the operation,
Jack is sitting in a motel room with his
parents, talking about how much he is
looking forward to going home and
playing with the new Lego he has been
given.

His face is bruised and swollen
around the eyes and he has a small
plaster cast across his nose held in
place by bandages.

But his parents are hugely relieved
that he is all right. Both they and Jack
were anxious in the weeks leading up
to the surgery. Karen says he was not
sleeping properly and had started play-
ing up at school.

They had to explain to him what
was going to happen during the opera-
tion to ease his concerns, though they
tried to play down the more frighten-
ing details of the procedure. “He
thought they were going to take his
naese off and his eyes would bleed.
There were a lot of things that went
through his head that we hadn't
thought of. He kept saying that people
would think he was scary,” Karen
says.

But the surgery went smoothly and
it 1s hoped Jack will have fully recov-
ered in about six to eight weeks.

HE five-hour operag;n invnlvad Lig

peeled forwards to expose the eye sock-
ets underneath.
The central part of the nasal bone is




» FACING THE FUTURE

A five-hour surgical procedure by
plastic surgeon Charles Davis
moved a boy's eye sockets
closer together.

1 Anincision
1s made from

gar to ear ' \§
across the
boy's scalp, peeling
forward a flap of skin to expose
the nasal root and eyesockets,,

2 A piece of bone on the
forehead and front of nose .
is removed. Sinuses in front
of brain and between
eyesockets are removed.

removed and the brain is lifted up be-
fore air sinuses, which are not needed,
are taken out.

The remaining two sections of bone
in the nose are joined together with
wire, making them a centimetre closer
on each side.

Normally the nose is 1.5cm wide at
the bridge but in Jack's case, it was
4em across because of extra tissue that
had formed between his eyes. Opitz
syndrome affects the normal develop-
ment of the eyes in the womb, prevent-
ing them moving from the side of the
head to the front. 2

Only the inner half of Jack’s eye
sockets wera moved cluser Ir)gether
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shape and used to create a new roof
and floor of the sockets.
f BEyelid tendons were wired together

5 The wound
is closed and

Central nasal bone
(18‘mm wide)

~and nasal bones

width and wired.

The eight-year-old boy, hom
with Opitz syndrome, has an

3 Eyesockets are
moved 2cm closer

narrowed to normal

behind the nose and a new tear duct
drainage hole was created to allow tear
ducts to drain into the nose.

Bone around his nose was sculpted
into shape, but extra skin was left
where tissue has been removed. The
cast was put on to confract the excess
skin, and his skull was stapled back
together — a technique which allows
for better hair regrowth than stitching.

Mr Davis had seen only one previ-
ous case of Opitz syndrome, in Austra-
lia, but he performs several operations

covered by
hair.

Eyelid

extensive wide space between ﬁ?ggns
th dav
e eyes and a very broad nose. back into
place.

4 The frontal bone is plated back
into position, A piece of bone from

~ the hip is fashioned to the shape of
the eyesncket
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Mr Davis is pleased with the result
of the operation and believes it will
markedly improve Jack's quality of
life. “I think he will look significantly
improved. I think we've made a tre-
mendous difference to his facial ap-
pearance. 1 don’t think you'd notice
him if you saw him on the street,
which is the main test of whether this
type of surgery has been successful or
not.”

One consequence of the procedure
can be double vision, but he says there

a year to correct hypertelorism. 1s no sign of this problem.
Most children affected by the condi- Jack's parents were worried that af-
tion have normal mte]ligence but are ter the operation, he would not look
ted mteﬂecmaﬂy im- like himself any more,
e 'm»He does look different. but he still

e surgery because his adult teeth
had moved down into his jaw. Younger
children still have their teeth behind
their eye socket.

ks like hhhuWeswﬁva a bit scared

that he was going to look totally differ-
ent but he still looks like Jack, though
it's hard to tell with all the swelling
still there," Karen says.

‘People who know him are

used to him and they don’t

see him for what he looks
like but for what he is.’

It is not the first time Jack has been
in hospital. He had surgery as a child
to correct craniosynostosis, where fhe
plates of the skull are fused together,
and problems with his urethra. Both
are related to Opitz syndrome

l ;"AREN says they feel lucky that

the recent operation want

ahead, considering recent
changes to waiting lists. The surgery
date had been postponed till August
but at the last minute, was moved. for-
ward. Strangely, Brian says, Jack be-
came quite excited in the days before
he went into hospital after the family
flew up to Wellington. “Even on the
morning of the operation he was quite
chatty going in."

Now the family is relieved that the
WOrst 1s over.

“It'’s just the anticipation of the
whole thing and torturing yoursell
ahout whether you've made the right
decision to have it done. But I thifik
we've done the right thing, cleﬁmtery i
Karen says.

However, it has been a h-auumuL
process. The couple were awake for
two days when they staved with Jack
in hospital after the operation, dozing
in armchairs in the intensive care unit.

And after Jack woke up, he ‘askéd
his parents why they had “made hi:g
go through the operation.

“We just said that he had too miich
bone between his eyes, and so ‘yop'll
look like dad’,” Karen says. ik

Their experiences have maﬂeihem
more aware of the way society ]ugges
people based on their appearance.

Karen says parents need to be'cire-
ful what they say in front of their chil-
dren, “because kids will pick up omit.
They've got to get these ideas that Kids
are different from somewhere”, ="

Brian says having Jack has made
him more tolerant and understanding.
“People do see skin deep till they-getfo
know people, Wealldoit. =iid

“It's not till it affects yuu that you
realise how cruel society is, and ‘hov
much emphasis is put on ap

W Names have been changed by re
to protect the family’s privacy.




