
Support
for young
YOUNG Australians
with haemophilia are in
South Australia for
workshops and support.

This weekend, 19
young people and 21

families will attend the
Haemophilia Foun-
dation Australia's Youth
Mentoring and Leader-
ship Program at Wirrina
Cove.

Haemophilia is a
bleeding disorder that
stops blood clotting
properly.

Haemophilia Aware-
ness Week will run from
October 12 to 18.
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Youth
WIRRINA - From

September 19-21, the
H a e in o p h i l i a
Foundation Australia
(HFA) ran a youth
Mentoring and
Leadership Program at
Wirrina Cove for 19
youths and 21 families
suffering from
Haemophilia.

Haemophilia is a rare
and incurable blood
clotting disorder in
which one of the essen-
tial clotting factors is
deficient or missing.

The Youth Mentoring
and Leadership Program
aims to provide young
people with leadership
and life skills, giving
young people the oppor-
tunity to meet people
going through the same
thing and providing edu-
cation and a safe envi-
ronment to discuss
issues.

The program is run by
a Youth Committee
which meets every
month via teleconmmri-
cations and organises an
activity weekend every
two years.

The weekend involved
challenging people by

program at Wirrina

YOUTH WORKSHOP ... Attending the workshop were at back, Craig
Bardsley (QLD), Anna Sznyter (Tas), Luke Peters (Tas), Erin James (NSW), Kyle
Peters (Tas), Sam Black (Tas), Helen Singer (WA), Robert McCabe (WA),
Matthew Blogg (Vic), Kim Round (Vic , Scott Coulter (SA), Dale Spencer
(WA), Max Janiszewski (Vic) with , at front, Hamish Robinson (NSW), Paul
Bonner (SA), Andrew Selvaggi (Vic), Lauren Albert (QLD), Ashlee Amos (WA),
Chris Poulton (Vic).

taking there out of their
comfort zones (with
activities such as sea
kayaking), meeting new
people, sharing experi-
ences and offering sup-

port to each other.
Two young people

from South Australia
attended while all the
others were from inter-
state. Two fathers from

Thailand who were
brought over by HFA,
also attended.

Haemophilia
Awareness Week will
ruin from October 12-18
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OUR PEOPLE

There's no stopping Scott
DEBBIE Coulter admits she
had a few reservations when
her haemophiliac son, Scott,
started skateboarding.
After watching the simplest
bumps turn in to huge bruises,
it didn't seem like the smartest
sport to choose.
"But we've tried not to hold him
back in anything he wants to
do," Mrs Coulter says.
"I just said to him that if he

started having bleeds then he'd
have to stop."
"But now I have bleeds every
now and then and they still
don't stop me," Scott, 16, adds.
After being diagnosed with the
blood clotting disorder at
11-months-old, Scott insists he
has led a relatively normal life.
The Morphett Vale youth re-
cently attended a camp at Sun-
set Cove (Wirrina) run by the

Haemophilia Foundation Aus-
tralia. It was the first time he
had met anyone with his con-
dition. "I thought all the kids
with haemophilia would be
wusses, all mumma's boys," he
says. "But they were just like
me. It was really good to know
that we're all just normal kids."

Haemophilia Awareness
Week runs October 12-18.

A REGULAR TEEN: Scott Coulter has not let haemophilia stop him
living an action-packed lifestyle. Picture: Cathy Mundy 21368
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INDICATION CHANGES
ciclesonide

rosiglitazone

SAFETY RELATED CHANGES
Butoconazole

varenicline

vardenafil

terbinafine 

This list is a summary of only 
some of the changes that have 
occurred over the last month. 
Before prescribing, always refer 
to the full Product Information.

MIMS October prescribing update

Win a Lift Lip Gloss
   CONGRATULATIONS
to Dr Tiffany Bamford
of Bristol-Myers Squib
who was yesterday’s
lucky winner.
   Each day this week
Pharmacy Daily is
giving you the chance
to win a Lift Lip Gloss
from Naked Glow,
courtesy of Total
Beauty Network.
   The Marine Filling Spheres
instantly smooth, plump and
hydrate while the natural
organic oils heal and soothe
your lips.
   And of course there is no
petroleum or paraben added!
   For a chance to win, send your
answer to the below question to:
comp@pharmacydaily.com.au.

Finish this sentence -
“kiss goodbye...”

   The first person to answer
correctly each day will win.

   HINT: Go to
www.tbn.com.au &
click on Naked Glow.

Nutrex recall
   THE Therapeutic Goods
Administration has announced the
Level II consumer recall of a
batch of Nutrex Research Lipo 6
liquid capsules, because traces of
yohimbine have been found in
some bottles of the product.

   PRICEWATERHOUSECOOPERS
has been contracted by the
Pharmacy Guild to develop a
funding model for a program to
deliver pharmacotherapy services
in the community setting to assist
pharmacies with opiate-
dependent patients.
   According to the Guild,
community pharmacies across
Australia look after 39,000
patients who are dependent on
opiates (mostly heroin) every day
– and these pharmacies dispense
to 70% of all patients on
methadone and buprenorphine
treatment, with little government
funding.
   “Community pharmacists

recognise the significant public
health and social benefits of
treatment programs for opiate-
dependent persons. These
programs have the capacity to
assist individuals return to being
productive members of society,”
said Guild president Kos Sclavos.
   The project aims to increase
the support for community
pharmacists and to improve
patient retention in treatment
and compliance with medication.
   The study will review current
services and trial alternatives.

Opioid dependency study

Haemophilia week
   HAEMOPHILIA Awareness Week
kicks off next Sun 12 Oct, aiming
to inform the general public
about inherited bleeding
disorders incl haemophilia and
von Willebrand disease.
   The campaign will feature
personal stories of experiences
with the disorders from each
state; more info from the
Haemophilia Foundation Australia
on 1800 807 173.

Blackmores event
   TOMORROW Blackmores will
kick off its annual Research
Symposium in Sydney, which will
feature a range of high profile
speakers including Professor
Cedric Garland of the University
of San Diego, who will present on
the links between Vitamin D
deficiency and a higher incidence
of cancer.
   Other topics to be covered
include metabolic syndrome,
nutraceuticals in Alzheimer’s
disease and psychotic disorders,
nutrigenomics, folic acid and heat
shock proteins.

Drugs and dementia
   NATIONAL Prescribing Service
says drug therapy is not the
answer when treating dementia,
with “limited benefits to using
cholinesterase inhibitors and
memantine”.
   NPS clinical expert Judith
Mackson said some people will
not respond at all, and adverse
effects are common.
   “If these medicines are to be
used it is imperative that they are
monitored in order objectively
assess their effectiveness for the
patient,” she said.
   Mackson urged health
professionals to encourage the
use of non-pharmacological
strategies at all stages of dementia.
   “Carers may see medication as
the only option, so they will need
support and information to help
manage their expectations,” she
added.

http://www.traveldaily.com.au/click/redirect.asp?url=http://www.pharmit.com.au


On the
road to
bright
future
By Sandra Bull

WHEN Michelle and Mick
Sullivan learned their son
Nathan had hemophilia, they
thought it was the end of the
world.

But by the time their second
child Max was born, medical
advances had been made and
they knew both boys had a
bright future.

Nathan, 3, and Max, about
nine months, are happy and
active children.

The only visible physical clue
to their blood disorder - in
which one of the essential clott-
ing factors, usually factor eight,
is deficient - are a few bruises.

The Sullivans invited The
Journal into their Dingley Vil-
lage home to promote
Hemophilia Awareness Week,
which ends on October 18.

Mr Sullivan's advice to
parents who learnt their child
had the disorder was to "find
out as much as you can and
remain positive".

"We thought it was the end of
the world at first," Mr Sullivan,
a policeman in Dandenong and

Blood ties: Michelle and Mick Sullivan say Max and Nathan's
hemophilia has brought the family closer together. Picture: Lucy Di Paolo

Springvale before transferring
closer to Melbourne about 14
months ago, said.

The couple later had the stress
of Nathan being the only
hemophiliac in the world to be
operated on to correct the
unrelated condition of
scaphocephaly.

Mrs Sullivan, a nurse, said the
medical team was reluctant to
perform the surgery, in which
the top of Nathan's misshapen
skull was removed and recon-
structed. but went ahead after

blood experts guaranteed his
hemophilia would be kept under
control during the operation.

An implanted `port' under
Nathan's skin allowed the factor
eight to be directly fed into his
heart. Now he no longer needs
his port.

However, Max will be
implanted with a port this week
at the Royal Children's Hos-
pital.

Details: Haemophilia Foun-
dation Australia.1800 807173
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Week aims
to raise
haemophilia
awareness

Haemophilia Awareness Week kicks off
this Sunday and aims to inform the general
public about inherited bleeding disorders -
haemophilia and von Willebrand disorder -
and the different personal experiences.

Haemophilia is incurable and without
proper treatment can be life threatening.

It is a blood clotting disorder in which one
of the essential clotting factors (factorVlll or
IX) is deficient.

Haemophilia is hereditary, but in one-
third of cases it suddenly appears in families
with no previous history of the disorder.

It affects males almost exclusively and is
passed on through females who carry the
defective gene.

Some women are symptomatic carriers of
the haemophilia gene and may also experi-
ence bleeding problems.

Haemophilia Foundation Australia (HFA)
represents people with haemophilia, von
Willebrand disorder and other related bleed-
ing disorders and their families.

We are committed to improving treat-
ment and care through representation and
advocacy, education and the promotion of
research.

HFA supports a network of State and
Territory Foundations in Australia.

As a National Member Organisation of the
World Federation of Haemophilia, HFA par-
ticipates in international efforts to improve
access to care and treatment for people with
bleeding disorders around the world.

Further information about haemophilia
can be obtained by contacting HFA on 1800
807173.
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Nosebleeds part of life
IT'S a good, but rare day, for the But-
ler family of Seville Grove when no-
body has a severe nosebleed.

That's because the family's three
boys, Callum (7) and twins Hunter
and Angus (3), have inherited the
blood-clotting disorder haemophilia.

Their sister Georgia (5) is a carri-
er of the disease as is their mother,
Deb, who suffered from regular nose-
bleeds when younger.

"Especially during summer we
are pretty lucky to get through a day
without a blood nose and it can take
several days for the bleeding to stop,"
Mrs Butler said.

If the bleeding does not stop, the
children receive a blood transfusion
at Princess Margaret Hospital.

"We can go into PMH up to three
times a week for three-hourly trans-
fusions for the three of them," she

said.

The boys have been diagnosed
with having mild to moderate
haemophilia.

Bleeding is mostly internal for
more serious conditions.

"They don't get a lot of internal
bleeds but Callum has had a couple
on his ankles," she said.

Apart from the regular nose
bleeds, the boys lead regular lives
with Callum excelling at teeball, but
contact sports are not an option for
them.

Mrs Butler is frustrated with
widely held stigmas associated with
the disease, including fears that it is
contagious.

She said a woman had expressed
concern in a supermarket after
Angus had banged his head in his
cot.

"The lady was touching him and I
said he has got haemophilia and she
literally licked her hands clean,
wiped them on her pants and walked
off," Mrs Butler said.

"I'm sure people think it's conta-
gious and I just want to get the mes-
sage across that it's not contagious
and our kids are just like all the other
kids."

The disease is incurable and af-
fects males almost exclusively.

Haemophilia Foundation Aus-
tralia president Gavin Finklestein
said the development of clotting
drugs had enabled sufferers to lead
relatively normal lives.

There were hopes the disease
might be curable with gene therapy.

Further details about the founda-
tion are online at www.haemophil-
ia.org.au.

Deb and Pete Butler with their children Hunter and Angus (both 3), Callum (7) and Georgia (5)
Picture: Marcus Whisson www.communitvoix com ac
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Samuel's just one in 5000
JESSICA CAMPION

SAMUEL Bennie is one active
little kid.

At 14 months, he is learning
to swim, walk and get the
Wiggles' dance moves down pat
- you'd never guess that he lives
with a blood disease that was a
death sentence only 20 years
ago.

Last year, months after he
was born and treated for a
lacerated liver, Samuel turned
blue and his Dundas parents
Fiona and Doug rushed him to
hospital.

A week of tests and blood
transfusions later, their first
born was diagnosed with severe
haemophilia: a hereditary gen-
etic disorder that impairs the

body's blood-clotting ability
and affects one in 5000 males.

With no family history of the
disease, Sam's case was one of
very few that occur by chance.

Mrs Bennie says that after
initially fearing the worst, she
found her son was stronger
than she thought.

"I thought, `Oh my god, I've
got a cotton-wool baby'," Mrs
Bennie said.

"But Sam falls down, does
swimming, goes on play dates -
everything a boy should do."

With a bit of help from
Westmead Hospital, manage-
ment of the disease is now a
regular part of the Bennie's
daily routine.

"We just put the Wiggles on
TV and the needle takes three
minutes," Mrs Bennie said.

Currently Samuel has a port
in his chest to aid the daily
clotting-factor injections.

When his clotting-levels im-
prove, the family will start the
less frequent vein injections
which Samuel will continue
throughout his life.

"Haemophilia does not im-
pact on Sam's normal life," Mrs
Bennie said.

"When he gets older he'll
manage himself and it'll just be
like `brush your teeth', `have
your needle'."

Happy little cutie Samuel Bennie, 14 months, with mum Fiona.
Picture: DAVID MARSHALL/PP203112
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Understanding needed
By ALYCE VALENTINE

FOR Bray Park resident
Brett Williams, Haemo-
philia Awareness Week is
a chance to help people
understand the condition
he and 3,500 other Aust-
ralians live with.
Mr Williams, now 32,

was born with severe hae-
mophilia, meaning his
blood does not clot nor-
mally and he suffers from

spontaneous bleeds. The
incurable condition put
him in a wheelchair at
just 16. However, Mr
Williams insists he still
lives a normal life.

"I am independent and I
still drive," he said.

"Back in 2001, I even
took myself off in a trip to
Austria, which was a
really good challenge."

He has also been doing
abstract painting for four
years, and has a pet fox
terrier called Lucy, who
keeps him company when
he has a bleed.
But the biggest struggle

for Mr Williams is not a
result of the condition it-
self, but the way he is
treated by those who fail
to understand what he is

going through.
Mr Williams hopes Hae-

mophilia Awareness
Week from October 12 to
18 will help people under-
stand and accept the dis-
ease.
Phone the Haemophilia

Foundation Australia on
1800 807 173.

RB154957

Hoping for empathy ... Haemophiliac Brett Williams of Bray Park, with his faithful dog Lucy
and some of his artworks.
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Schoolgirl's wait to find out if she carries haemophilia gene

Ve i n of hope
for sufferers
Janelle Miles
HEALTH REPORTER

LAUREN Albert is keen to
find out if she carries the
same gene defect which
causes her brother Sam's
haemophilia but not for
the obvious reason.

The Brisbane school-
girl's desire to be tested
comes more out of a sense
of curiosity than from con-
cerns she could pass the
blood-clotting disorder to
any sons she might have
when she gets older.

Haemophilia affects
males almost exclusively
but is passed on through
mothers who carry a faulty
gene.

It is often referred to as
the "royal" disease after it
spread through the royal
families of Europe via a
genetic defect passed on
by Queen Victoria to two
daughters and a son.

Lauren, 17, a Lourdes
Hill College student, said
she wanted to find out if
she was a carrier "just for
the sake of knowing".

"People ask me, `If you
knew you were a carrier,
would you still have kids,
especially if they're going
to be boys, would you
carry on with the preg-
nancy?'," she said. "I've
seen my brother grow up.
He's a happy kid. Haemo-
philia hasn't ruined his life.

"There's no way I'd
think of getting rid of a
baby because he may have
haemophilia."

Sam, 12, was diagnosed
with a severe form of hae-
mophilia when he was nine
months old. Doctors at first
feared leukaemia because
he bruised easily as he
started to roll and crawl.

Instead, he was found to
lack a clotting component
in his blood, known as
Factor XIII.

Although the condition
is hereditary in most cases,
Sam hasno known rela-
tives with the disease.

"We didn't know any-
thing about it," his mother
Michele said.

The Alberts were told by
a doctor at the time that
Sam would be "in and out
of hospital for the rest of
his life". Luckily, the reality
has not been so gloomy.

Despite frequent stays in
hospital in his early years
as he learned to walk, Sam
has not had a "major
bleed" for two years
despite leading an active
lifestyle which includes
playing cricket and soccer.

"A common myth that

people have about haemo-
philia is that they can't
play sport," Lauren said.

"Obviously he (Sam)
can't box or play rugby or
things like that but sport is
actually recommended."

Sam takes a synthetic
form of Factor XIII three
times a week, preventing
the risk of contracting
blood-borne viruses that
previously existed with
plasma-derived products.

Royal Children's Hos-
pital haemophilia clinical
nurse consultant Salena
Griffin said these days
children with the disorder
could expect to lead nor-
mal lives.

This week is Haemo-
philia Awareness Week.

BLOOD disorder ... Lauren Albert and her brother Sam, who has haemophilia.
"He's a happy kid. Haemophilia hasn't ruined his life." Picture: Adam Smith
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Understanding needed 

14 OCT 08 @ 08:31AM BY ALYCE VALENTINE 

FOR Bray Park resident Brett Williams, Haemophilia Awareness Week is a chance to help people 
understand the condition he and 3,500 other Australians live with.  
Mr Williams, now 32, was born with severe haemophilia, meaning his blood does not clot normally and he 
suffers from spontaneous bleeds.  The incurable condition put him in a wheelchair at just 16.  
However, Mr Williams insists he still lives a normal life.  
``I am independent and I still drive,’’ he said.  
``Back in 2001, I even took myself off in a trip to Austria, which was a really good challenge.’’  
He has also been doing abstract painting for four years, and has a pet fox terrier called Lucy, who keeps 
him company when he has a bleed.  
But the biggest struggle for Mr Williams is not a result of the condition itself, but the way he is treated by 
those who fail to understand what he is going through.  
Mr Williams hopes Haemophilia Awareness Week from October 12 to 18 will help people understand and 
accept the disease.  
Phone the Haemophilia Foundation Australia on 1800807173.  
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Hoping for empathy ... Haemophiliac Brett Williams of Bray 
Park, with his faithful dog Lucy and some of his artworks. 
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Blood ties help family
deal with dark hours
SAM Albert, 12, was diagnosed
with severe haemophilia (type
A) when he was nine months
old. His sister Lauren, 17, sup-
ports him as an avid advocate
for raising awareness of the
condition.

Lauren said the family began
to "live and breath haemo-
philia" after Sam's diagnosis,
having known nothing of it be-
forehand.

It was difficult for her in the
early years when the condition
forced Sam and their mother to
spend much time in hospital.
But she was quick to help

improve the situation and by
Year 3, was fundraising to raise
awareness.

Lauren, who is a member of
the Haemophilia Foundation
Youth Leaders for Queensland
committee, said the assistance
was a two-way street.

"Although my brother is obvi-
ously more affected by it, Sam's
diagnosis has changed my life,
and not all for the worse," she
said. "It has opened up a world
I would otherwise never have
come across, a whole network of
people who've been there to
support my family and me
through some of the darkest
parts of our journey."

Haemophilia is incurable and,

""
Although my brother
is obviously more
affected by it, Sam's
diagnosis has
changed my life, and
not all for the worse.

Raising awareness

without proper treatment, can
be life threatening. It is a gen-
etic blood disorder in which one
of the essential clotting factors
(factor VIII or IX) is deficient.
Haemophilia affects about

2000 people in Australia, mostly
men, but the deficient gene can
be carried by women.
Queen Victoria passed the

gene on to the royal families of
Europe and Russia.

Sam receives injections of a
replacement clotting factor
three times a week to allow him
to live a life which includes
playing soccer, cricket, baseball
and surfing. "The treatment is
so good now he can do things
as a normal kid," Lauren said.

Haemophilia Awareness Week
is from October 12-18. Phone
1 800 807 1 73.

. Lauren and Sam Albert.
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BLOOD DISORDERS HIGHLIGHTED
SPARE a thought for the 3500 Australians
with haemophilia, von Willebrand dis-
order, or other related inherited bleeding
disorders during Haemophilia Awareness
Week until October 18. Run by the Hae-
mophilia Foundation Australia (HFA), the
week is aimed at improving treatment and
care through representation and advocacy,
education and the promotion of research.
Phone 1800 807 173.
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Haemophilia sufferer Jay Credazzi with his mum Dao, grandmother Mod, dad Dan and
sister Lana want to raise awareness about his condition.

Battling a rare disease
LIKE other four-year-olds,
Jayden Credazzi loves run-
ning around and getting his
hands dirty. But for Jayden,
simple activities can
seriously harm his health.
Jayden was diagnosed

with severe type A haemo-
philia when he was just two
weeks old. Haemophilia is a
genetic condition where the
liver is unable to create one
of 12 proteins required to
clot blood.
Without treatment, the

condition can trigger spon-
taneous internal bleeding in
growing joints and muscles.

The entry of haemophilia
into the Credazzi household
changed the family's life.
To provide Jayden with

the required treatment -
known as prophylaxis - his
father Dan, mother Dao and
grandmother Mot have all
had haemophilia pediatric
training to inject Jayden
three times a week with a
synthetic medicine.
Mr Credazzi said Jayden

didn't mind the needles.
"I think there is a balance

in the universe and when
somebody is born with a
deficiency, they are com-

pensated with other things.
He is just so clever and
brave," Mr Credazzi said.

This week is Haemophilia
Awareness Week and with
only 1500 sufferers in Aust-
ralia, the push is on to
increase knowledge.
"It is important to raise

awareness so potentially we
can bring fundraising and
support standards to a new
level," he said. "When you
are faced with a traumatic
lifelong condition like this,
everything you do together
just has a higher order of
significance."
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Tough decision
for gene carrier
Woman faced with passing on haemophilia
By SARAH WEBB

FOR 25-year-old Anna
Sznyter the decision to have
children will come with a
weight most don't have to
bear.

The Burnie woman carries
the haemophilia gene, which if
passed down to a male can
cause many medical problems.

Sufferers have an inability to
clot blood and can
consequently bleed to death.

But while the disease is not
as dire as it once was, Ms
Sznyter hopes through
Haemophilia Awareness
Week, which wraps up
tomorrow, Australians will

become a little more in touch.
The young woman said her

brother suffered from the
illness and through that she
became aware of just how
important it was to be
informed.

"(I watched) my brother
grow up with it and struggle to
get medical treatment," she
said.

It was a tough situation she
felt was not only hard on the
sufferer, but hard on the
family, particularly because
those with the illness still
looked like normal kids.

"We can't see the swelled

joints, they are just another
person."

Ms Sznyter feels she has to be
responsible when it comes to
reproduction and find the
right method to ensure the
gene does not carry over.

"At the moment IVF is a good
choice ... things that have
opened up in the last five years
are phenomenal," she said.

"I guess my main message it
to empower yourself by
making sure you are informed
about your medical condition
and are able and willing to
stand up for yourself."

HARD CHOICE: Burnie woman Anna Sznyter carries the haemo-
philia gene, which prevents blood clotting. Picture: Ben Eyles.
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Disease mostly affects men
HAEMOPHILIA was once dubbed

the Royal Disease after Queen
Victoria, a carrier, passed it on to
the royal families of Europe.

While the disease mostly affects
men, some women are
symptomatic carriers of the gene
and may also experience bleeding
problems.

Treatment includes replacement
clotting factor, which enables
sufferers of haemophilia to lead a

nearly normal life.

Some people, particularly
children, infuse three times a week
with Prophylaxis which acts as a
preventative.

Sufferers still need to be
cautious, as with some activities,
bleeds are common.

These bleeds are mostly internal
and especially into joints which can
result in arthritis in the long term.
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