Raising awareness about inherited bleeding disorders
such as haemophilia and von Willebrand disease
Haemophilia

When girls bleed too

• A rare genetic bleeding disorder
• Caused by an alteration in the gene
making factor VIII (8) or IX (9)

• Occurs when blood doesn’t clot properly as
there is not enough of a protein in the
blood (called factor VIII or IX) that controls
bleeding

• Usually inherited, but 1/3 of people have
no previous family history

• Incurable and can be life-threatening
without treatment

• Treatment can help prevent repeated
bleeding into muscles and joints, which
causes arthritis and joint problems

• Most people diagnosed with haemophilia
are male

• Women and men can have the genetic
alteration causing haemophilia and pass it
on to their children

Affected Australians

Growing up as a female with haemophilia wasn’t easy in an
age when it was commonly thought that boys had
haemophilia and girls could carry the gene, but would not
have bleeding problems.
Sharron was diagnosed at the age of three. Her father, Glen,
has haemophilia and decided to have her tested before she
had a tonsillectomy, just in case. The results changed his
understanding of haemophilia completely. ‘It was a pretty big
shock,’ he said. ‘We went to see the doctor at my
Haemophilia Treatment Centre before we had children and understood there
was a possibility our daughters could be carriers, but it was thought they
definitely would not be “bleeders”.’ Their daughter Sharron had factor VIII levels
of 17% - in the range for mild haemophilia. The haematologists decided that her
tonsils should not be removed.
Growing up, Sharron often wondered why she couldn’t do all the things other
children were allowed to do.
‘I was very protected and resented my restrictions as a child at times. I think I
felt that way because I felt different, although with my dad having haemophilia,
we grew up with it as a way of life. As I got older, I understood my parents’
concern.’ For her parents, the hardest challenge was the attitudes Sharron
encountered at school. ‘People would not accept that she had bleeding from
haemophilia,’ said Glen.
At the beginning of every year her mother Jan briefed Sharron’s teachers and
had to overcome their disbelief. Sharron had to handle bullying from other
classmates. Doctors’ children would tell the others in the class it was not
possible for her to have haemophilia.
As an adult, the lessons and confidence Sharron learned from dealing with the
problems growing up stand her in good stead when she needs to speak up for
herself and for others. She is now on the local Haemophilia Foundation
committee and a strong advocate for women, and is happy to share what she
has learned with other women.

• In Australia there are more than 6,100 people
diagnosed with haemophilia, von Willebrand
disorder or other related inherited bleeding
disorders.

‘I don't want other girls and women to go through what I went through,
and I want mothers to understand that it is important to get their girls
tested if appropriate. It is important that women with bleeding disorders
care for themselves and their daughters as much as they care for their
boys. Being informed and advocating for ourselves and our families is so
very important for all our health.’ said Sharron

For 40 years, Haemophilia Foundation Australia have been working to inspire excellence in treatment, care
and support through representation, education and promotion of research. Our vision is for people with
bleeding disorders to lead active, independent and fulfilling lives.

Playing competition wheelchair football
Joe Chivers tells his story of playing elite competition wheelchair
football with VWD.
My name is Joe. I am from Tasmania, I am 31 years old and I have
von Willebrand disease (VWD). Following a skydiving accident ten
years ago I became a L1 incomplete paraplegic. I currently work for
ParaQuad Tasmania as the Wheelchair Sport in Schools Facilitator.
I was in primary school and very young when I found out that I had
VWD. I injured myself when I reached down to pick up a book under
a tree. A stick pierced the top of my head which led to a large bleed
and I was rushed to hospital. After my wound had been treated, I was
tested for bleeding disorders and the test came back positive for
VWD.
GROWING UP WITH VWD
Von Willebrand disease has impacted on my life in several ways. Some of the negative impacts have been easy bruising,
internal injuries, complications during surgeries and a tendency to be injured easily during sport or physical activities. The
positive impacts far outweigh the negative though. I have been able to understand myself and my boundaries far earlier in
life. I have met a lot of fantastic people who live with bleeding disorders and learnt some great life lessons from them.
PLAYING WHEELCHAIR SPORTS
I have played a lot of sport in my life. I am very lucky to be a talented athlete in numerous sports. I play wheelchair Aussie
Rules Football and have been drafted by the Hawthorn Football Club to participate in the VWFL during its second season. I
have also played Para Ice Hockey for Australia at the 2018 C-Pool World Championships.
I have always loved playing football. From a very early age, I wanted to play at an elite level. At the time of my accident, I was
very fit and was training 5 to 6 nights per week. When I became a paraplegic, I thought my sporting days were over, which
was extremely difficult for me to comprehend.
Fast forward a few years and here I am playing at an elite level for a great club in Hawthorn. It is such a fully inclusive sport
and people can play regardless of their ability or whether they live with disability or not.
HOW DOES WHEELCHAIR FOOTBALL WORK?
We play on a basketball court, and there are 5 players per team. A handball counts as a kick and an underarm throw is a
handpass. I play as a centre, meaning I can go anywhere on the court. The forwards are the only players who can score but
both they and the defenders can only go into the first two-thirds of the court, like netball. Tackling is replaced with a touch on
the shoulder to minimise contact and create a safer and fairer sporting environment.
The wheelchairs are specifically designed for use in sports. The wheelchairs that we use in everyday life are a lot more fragile
and are susceptible to breaking during sporting activities, which would then impede our daily living. Sports chairs have a lot
more camber on the wheels to make them more agile and safer. There are also 4 smaller anti-tip wheels attached to make
them as safe as possible at high speeds. The frame of a sporting wheelchair is reinforced to bear the brunt of any big
collisions and to make sure the user is safe.
I love the speed of the game as well as the physicality. Plus, to play at a high level, you need to be skilled in both operating a
sports wheelchair and handling a football. We still need to bounce the ball, as
able-bodied players do, and deliver precise hand balls and passes.
MANAGING MY VWD
My bleeding disorder hasn't been too difficult to manage during the season. I
am very lucky that my treatment plan is very simple. I make sure that I have
enough medication at home in case of an emergency. During competitions I
have a letter from my haematologist and GP with me and have a card in my
wallet with my medical details to assist medical professionals in the event that
something does happen or I have a bleed. The club is aware of my medical
history in case of an emergency.
WHAT I HAVE LEARNED
Get out there and try new things. Live life to the fullest but be smart about it. If
there is a new activity that you would like to try, make an educated decision.
Speak to current participants or people who have tried it before, research the
activity and speak to medical professionals about whether it may or may not be
suitable for you. Seek knowledge and you will discover so much about yourself
and others in the process. And don't be afraid to fail. You will learn more by
failing than you will by succeeding every time.
Live life to the fullest. Regardless of your ability in life, you can still live,
love, laugh and learn.

Joe being awarded a silver medal for the
national rowing championship in 2013 as part
of the TA (Trunk and Arms) classification

Triathlons to Ironman
Patrick Kitschke is a 21-year-old with mild haemophilia from South Australia, and he
completed the Cairns 70.3 Ironman in June 2019.
He set this goal to challenge himself, while working with his Haemophilia Treatment Centre
to prepare and avoid injuries.
Patrick has shared his journey from start to end about what he has learned, hoping that it will
encourage others with haemophilia to see the possibilities of different sports.
‘I wanted to compete to show other people with haemophilia who may not be so active
potentially due to fear of injury, that it is indeed possible to get out and about and do
things you love.’
‘I was a terrible patient for the many health practitioners who tried their best to help me when
I was little. I squealed when getting needles from the nurses, didn’t recognise that the
doctors were trying to help me and not once completed a physiotherapy rehabilitation program correctly. By competing in this
event and raising money for HFA, hopefully I can bring recognition and say thank you to those people who are there helping
little kids like me who never wanted to listen.’
Patrick is in his final year at university studying paramedic science. In his spare time, he is a Sports Coordinator at a college
middle school. He has always been into sports and has played cricket at a high level.
’My decision to compete in Cairns 70.3 Ironman stemmed from earlier in 2017 deciding that I was going to give cricket a
spell. A few repeat injuries and a decreasing level of enjoyment for the sport meant I had more time to ride my bike through
the winter. During that time, I decided to teach myself to swim properly, by doing lessons and practicing regularly. This led to
me matching all three activities together and completing a few triathlons in summer.’
Patrick’s training regime was structured and specific to race day. He completed
2-3 activities a day to make up 20 hours a week. This usually included about
60kms of running, 10kms of swimming and 300kms of cycling, although of
course this could vary due to commitments.
Patrick had a few challenges along the way that he conquered – he had a minor
accident riding his bike, after which he recovered well, but that set his training
back a few weeks.
’I had normal haemophilia-related injuries. The hardest challenge has been to
know when not to go flat out. In a sport which is all individual and about just
bettering yourself again and again, knowing when it may actually be time for a
rest day, as hard as it may be, actually becomes so beneficial,’ commented Patrick.
Race day came along and Patrick was feeling terribly nervous.
‘The race was great. The swim started at palm cove in choppy and murky swimming conditions.
I held my ground throughout the swim which was my weakest leg to come 8th in my AG out the
water. The bike leg was a very picturesque ride north of
palm cave towards Port Douglas. After 30kms of tail wind
we had to turn around the begin the 60km slug back to
Cairns. I made up a lot of time on the bike felt great coming
off in 4th averaging 35.5km/h for 90kms. Off the bike I knew
I had maybe pushed myself a little bit hard and struggled
getting the legs going. The first 5kms were on pace with
where I wanted to be but as soon as the sun came out, I
blew up and dropped about a minute per km split to come
home 4th in my age ground with a time of 4:48:38. Overall
pretty chuffed but certainly sure I couldn’t have gone harder
on any leg.’
What a great achievement for Patrick to reach his goal.

Red Cake Day
HFA is calling on our supporters to participate in Red Cake Day during
Bleeding Disorders Awareness Week!
It’s easy…all you have to do is bake delicious red cakes or cupcakes, decorate
them, and share them with your friends or work colleagues in exchange for a
donation or a gold coin.
HFA has promotional items such as Red Cake Day napkins, balloons, pens,
temporary tattoos, colour in sheets and stickers to assist your activity. Some are
downloadable from our web site.
Order and register online www.haemophilia.org.au/redcakeday
email donate@haemophilia.org.au or phone 1800 807 173
Like RCD on Facebook www.facebook.com/RedCakeDay
Follow HFA @Haemophilia_Au and join the conversation #redcakedayhaemophilia

How can you help?
Von Willebrand disease
(VWD)
• An inherited bleeding disorder
• Occurs when people do not have
enough of a protein called von
Willebrand factor in their blood or it
does not work properly

• Many people with VWD have mild
symptoms but some people have a
more severe form. With all forms of
VWD there can be bleeding
problems

• Many people are not aware they
have the disorder and are currently
undiagnosed

Our aim is for every person with a bleeding disorder
to lead an active, independent and fulfilling life.
This is a lifelong goal for people with bleeding disorders which can take
perseverance, constant attention to their health, and courage. Your
support and understanding of the issues they face every day can make
a real difference

• Learn more about bleeding disorders by visiting

www.haemophilia.org.au
• Share this information with friends and family
• Register for our email newsletter or like our Facebook page to stay in
touch with the latest activities
• Support our programs and services including peer support, camps,
workshops and education activities by making a donation.

• Both men and women can have
VWD and pass it on to their
children.

Other Factor Deficiencies
• Other bleeding disorders include
rare clotting factor deficiencies and
inherited platelet disorders

• Factor XI deficiency is the most
common of the rare bleeding
disorders, estimated at one in
100,000 people, and is the second
most common bleeding disorder to
affect women after von Willebrand
disease

W: www.haemophilia.org.au
E:hfaust@haemophilia.org.au
T: 1800 807 173
FB: www.facebook.com/HaemophiliaFoundationAustralia

