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President’s
Report

Hi everyone,

| hope you had a lovely winter and
managed to find time to do more
than just keep warm. | always
struggle a bit in winter to stretch
for new goals; something about
the late sunrises and early
twilight makes it hard to look
beyond the day-to-day
responsibilities. This winter,
though, we've been putting a lot
of work in at HFV.

Our office is now fully co-located
in the same space as the national
body, and | think it's been a great
change for Jo and Zehra to be in
the same space as our colleagues
at HFA. I'm also grateful to Tash,
Suzanne, Julia, Pauline, and
Alison for the assistance they've
provided Jo in getting up to speed
with our community. Every time
I'm at the office to work with Jo
or Zehra I'm pleased by how easily
the offices have created a
common community spirit.

We had some good gatherings
over the past few months, and |
really enjoyed seeing some new
families and getting to know their
stories. And while this spring has
some of our biggest and best
gatherings of the year - October
will bring us the national
conference in Brisbane and the
BDAM walk at Albert Park, both
highlights of the calendar for me -
| might be a late out. It's for the
best reason: Erika and | are
expecting our first baby in
October.

There's a lot to think about and
get ready for as a new parent,
and one of the things we've come
to understand is that we'll have to
scale back our volunteering with

community groups for a little
while. Neither of us has extended
family in Victoria, so some of the
time new babies ordinarily get
looked after by aunties, uncles,
and grandparents will instead be
time Baby Korn spends with us.

That's not to say we don't have a
broad community in Victoria. Of
all the things | appreciate about
HFV, the biggest is how quickly |
found a welcoming community at
our gatherings when | moved here
from overseas.

| find it hard to put into words
how much of a sense of security it
gives me to be able to connect
with other people with bleeding
disorders - how reassuring it is to
have a circle to discuss my
condition with that's not just the
health practitioners. I'm also
pleased to see that more and
more, our community gatherings
make space to include the
daughters who inherit their
fathers' genes. For a long time the
way we looked at bleeding
disorders was primarily how it
affected boys, and it's only
recently that we are doing a
better job of including the girls
who are be affected by it too.

Erika and | don't know yet
whether we'll be welcoming a girl
or a boy next month, but we do
know that through the HFV
community, Baby Korn will have a
wonderful extended family here
from the very start.

All the best,
Dan -
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written by: Neil Boal - Former HFV President

: Part 3

Reading the stories about past presidents
has been quite inspiring. If you haven’t
been on the committee, you don’t always
realize what goes on behind the scenes to
achieve the many amazing services that
our foundations provide, often for no cost.

As a person who was benefiting from the
work of our wonderful volunteers, around
the turn of the century (ves that long ago),
I felt as though I should give something
back. I think | was the only member with
co-infection on the committee so | thought
this was something | could give personal
insight in. This would actually be useful as
I was a small cog in the machine that
successfully lobbied the government for
access to safer treatments for the co-
infected who were the last to be included.

Somewhere along the line | became
president! | guess after a stint on the
executive committee, they saw something
in me which was a lovely vote of
confidence (but surprising to me).

Neil presenting at the WFH, Paris, 2006

Neil & Marty - HFV Men’s Retreat, 2025

I followed on from Ann Roberts which was
quite daunting, what an amazing woman,
and the contribution Ann and the Roberts
family made was phenomenal.

Some of the things we achieved was
strengthening HFV’s relationship with the
RCH. It’s often the newly diagnosed that
need us the most. From dealing with this
disorder, from little bub to toddler to teen
to adult is a steep learning curve and
sometimes the foundation can offer things
the hospital can’t.

This led on to the young Adult Transition
Day where a potentially daunting time of
facing a new hospital system was made a
little easier. Young patients were
introduced to their new medical teams so
there was some familiarity there.

We introduced Women’s Day and also a
Grandparent’s Day. We know there has

been the long established Family Camp but

we thought, just as is the Men’s group,
these are opportunities for a get together
of like minded souls to swap notes,
perhaps vent and, importantly, hopefully
have a laugh.

I’m sure there were also many changes
along the glamour-less administration
duties that don’t rate a mention but one
that does was transferring social workers
wages over to the Alfred Hospital. It was a
strange situation where, basically,
patients were the bosses of the workers
who were caring for them! | was fortunate
to be guided on financial issues by the long
serving treasurers, Zev Fishman and the
late Kevin Fisher.

My tenure as president was a brief
privilege to me but | had to resign as my
health deteriorated and | began HepC
treatment. I’ll also add that the lifelong
friendships made along the way have been
incredible. The more you put into the
committee, it turns out the more you get
out of it. You get to attend events and
meet more great people. | spoke at the
French and Melbourne World Conferences,
I helped launch World AIDS Day in 2005
and was a consumer rep on Australia’s
Plasma Fractionation Arrangements in
2006, both in Canberra.

As a president you’re a part of a team
that makes decisions together and | would
like to thank all of the committee
members and staff who all guided me
along my journey and had faith in me.

Neil & HFV members - HFV’s first
transition day, 2006
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STUDY UPDATE

PROBE Study targets
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A message from HFA:

We really appreciate the fantastic support you have given to the PROBE Australia Study.
This is a very important study for HFA and a big project! We have been recruiting for more
than a year and are still not quite finished.

We still need about 90 men WITHOUT a bleeding disorder to complete the survey.

Family, friend, colleague - it can be any male in the community who is 18 years or older. It
will only take them around 10 mins to complete the survey.

For the data to be credible, it needs to be able to compare the lives of a similar number of
people WITH haemophilia and WITHOUT a bleeding disorder.

And you are also welcome to complete the survey if you are a male or female affected by
haemophilia and haven’t done the survey since 2020!

Thank you for your support. Please consider sharing the study with your friends, colleagues

and extended family.
How to do the PROBE survey: E L | E

It’s very easy! Go to:
» myprobe.org for the web version
« Or download the myPROBE app: Apple Store or Google Play (Android) rr-
o Or ask HFA for a print survey pack E
|

For more information visit www.haemophilia.org.au/probe.
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Nicola’s story

Hospital

Nicola’s story beautifully
captures the courage and
resilience of families living with
haemophilia. With the
remarkable advances in
treatment and care including non
factor therapies, children today
can grow up chasing their dreams
— whether that’s on the sports
field, in the classroom, or
beyond. Just as important is the
support of the HFV and HFA
which bring families together,
provides guidance, and reminds
us all that no one has to face the
journey of having a bleeding
disorder alone.

Stories like Will’s show us that
with the right care,
encouragement, and community,
children with bleeding disorders
can truly thrive and live life to
the fullest.

Will, playing soccer for his grammar school

OUR EARLY JOURNEY WITH HAEMOPHILIA

My name is Nicola. | am William’s mum. William has dare devil! He never held back from rough play
moderate haemophilia A. From the very beginning  and, later, from giving his all on the soccer field.
Will was a happy, busy and energetic boy; always

keeping his twin sister on her toes. Will and his BALANCING RISK AND PASSION
sister grew up together, running everywhere from Will always had so much energy, so we knew early
the moment they could walk. on that he would need sport in his life. He always

had a passion for it. He started playing basketball
when he was 5 years old but constantly got finger
bleeds or was knocked, ending up on the couch for
the rest of the weekend resting, icing, and
elevating. There were calls back and forth to the
Haemophilia Treatment Centre (HTC) at the
children’s hospital, sometimes a visit for the night,
even a week or so for factor VIII (8) infusions,
immobilisation, and rehabilitation.

Hospital trips were extremely hard for him as he
was so scared of needles. It was also very hard for

Will and his sister his sister; being his twin and so close to him, she
Will had many bleeds in his early life: trampoline would always want to be by his side. Will’s dad,
incidents, constantly running into something and Chris and | always questioned ourselves: were we
hitting his head. We spent a lot of time at the doing the right thing allowing him to play a lot of
children’s hospital. Times were tough. | often sport? Should we tell him to take it easy out on the
wondered what his life would turn out to be. The court, hold him back from giving it his all? Take
more he grew up, the more he wanted to play sport, that courageous spirit out of him? We wondered
run around with his friends and be a complete what other families did, how did they cope?
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Recovering from a bleed in hospital

So, off to the Haemophilia Foundation family
camp we went - to meet other families. | think
Chris and | were more scared and nervous than
the kids. What were we going to have to face? We
had only ever seen the hard, sad times of other
patients as well as Will at the hospital. The
Foundation family camp has been the best thing
we ever did! There were so many amazing
families who had to find resilience and bravery
just like us. Families that had faced so much in
their lives but were all so positive, encouraging,
and inspirational.

Will’s new friends at camp gave him the courage
to treat himself after they all showed him how
they did it. He met some exceptional camp
leaders who changed his whole perspective on life
with haemophilia. One camp leader showed him
that building strength in your body keeps you fit
and healthy. To this day, | know he finds
inspiration from him. Family camp not only
helped Will, it gave Chris and | a newfound hope
that we are all going to be ok, that there are so
many ways a bleeding disorder can change your
life but that’s ok, you can find ways of fulfilling
your dreams. Family camp changed our lives
forever; the families we meet at our first camp
are now our family that we get through life with.

Learning to infuse with the haemophilia nurse

SUPPORT FROM HTC AND HOME TREATMENT
There were still tough times right from the very
beginning of our journey with haemophilia but the
doctors, nurses and physiotherapist at the HTCs
were our guiding light. The doctors always
encouraged us to let Will live his life to his fullest
and we would deal with a bleed when it happened.
They taught us how to use appropriate risk
assessment while encouraging Will to go forth and
follow his dreams.

The physiotherapists were always so supportive as
well as informative. Our amazing physio has taught
Will so much about how his body works - how to
stretch and keep his muscles and body fit. We
slowly began to understand through their guidance
that keeping fit and strong actually helped to
prevent bleeds and maintain joint health.

With the help of our haemophilia nurse - her
patience, kindness, and care at times when we
felt defeated after a second or sometimes third
bleed in a row - we slowly built our confidence to
face haemophilia as something that we could all
live through, and that Will could actually thrive in
ways we never could have imagined. Her
connection with Will and all the boys is something
that gives them the belief in themselves to always
look forward and keep going.

When Will was about 8 years old, it was time for us
as a family to decide that we were going to do our
treatment at home. This way, Will could get on
with his life and do what he loves the most; play
sport! So with our nurse’s guidance, we learnt how
to treat at home. Dad was the best, never missing
a vein and always being an eager patient for Will
to practise on.
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Will playing for National Premier league

CHOOSING SOCCER AND EMBRACING
INDPENDENCE

It was at this time that Will decided to try soccer.
| think every family’s journey with haemophilia is
so unique and everyone makes their own
educated decisions on what sport their child
plays. | decided early on that Will wouldn’t play
AFL football. Partly because of some of the bleeds
he had already endured - including some head
bleeds - and partly because of how hard he goes
into contact on the field. | felt at the time that
soccer may be a safer option. He was still playing
basketball but now also added soccer to his
weekly love of sport. So, we watched as our
brave, resilient, amazing young boy fell in love
with a game that has become his life; training for
his club as well as earning a place in an elite
soccer academy for his age.

Have there been bleeds? Yes. Have there been
difficult times? Yes, but they seem to be all the
less painful when Will knew he had to work
through a bleed, rest and do his physio so that he
could get back out on the field; always icing
injuries straight away, resting his injury and
calling the hospital for further advice and extra
factor treatment if needed. With this drive to
always be fit and ready to play, came an
understanding that if he wanted to play, he
needed to have his treatment. That is when he
became dedicated to his treatment times.

That resilience and bravery out on the field is
what pushed him to decide to find his own vein
and treat himself at 9-years-old. This
independence changed his life and gave him a
new belief in himself. He began treating two
times a week, including every Saturday morning
before basketball and soccer.

THRIVING IN COMPETITIVE SPORT

When Will was 13 years old, he tried out for the
National Premiers League team for his local soccer
club. When he made the team, training times
stepped up and games became more physical and
intense, which did not slow Will down. He had also
started at a new grammar school where it is
compulsory to play Saturday sports and train
during the week. So, he added another soccer
team to his playing schedule. This is when all our
learning, guidance from the HTC as well as life
experience from past bleeds and inspiration from
family camp, came together to prepare Will for a
level of sport that | never thought would be a
possibility in his lifetime. At this time, the new
non-factor subcutaneous treatment emicizumab
(Hemlibra®) came along and changed Will’s life.
No more finding veins, no more regular needles
and even more of an opportunity for Will to play
sport at level that we know he dreamed about but
never thought possible.

Through Will’s hard work and determination, he
has played every season of soccer since he was 9
years old; three years of those seasons at a
National Premier League level for different clubs
as well as for his grammar school in the AGSV
(Associated Grammar Schools Victoria)
competition. Last year he was invited to try out
for the First team for his grammar school to play
with the top boys in the state from different
grammar schools and made the team.

Will playing for the local Academy league



This year as a 16-year-old he is currently playing
up a level in the under 17 team for his local
National Premiers League team and the club have
also asked him to play in their Reserves side
which is made up of 18-21-year-olds before they
go into senior soccer. He now plays three games
of soccer a weekend and some of his opponents
are a lot bigger and stronger than him, being
much older and developed than him.

But he is dedicated to keeping fit, training four
times a week with his different teams as well as
building strength through gym sessions. He also
always makes sure he is warmed up with
stretching before games and after games he
stretches down.

Will playing in the National Premier League

MANAGING UPS AND DOWNS

Will is still working on recognising a bleed from a
sporting injury, but we guide him through each
decision. We have a process of Rest, Ice,
Compression and Elevate after a game if he thinks
he might be having a bleed. He learned to
understand that the sooner he recognises a bleed
and gets treatment, the sooner he will be back
out on that soccer field.

Bad bleeds do still happen and they can be really
hard to deal with both physically and emotionally,
but Will’s resilience, bravery and courage never
ceases to amaze. Will and | have many chats
about his life with haemophilia; one day we
discussed that it is haemophilia that has made
him the brave, resilient person he is today and
gives him a constant awareness of how lucky he is
to be doing what he loves - playing soccer. That
bravery, courage and determination is extended
out on that soccer field and that is what makes
Will such an exceptional player.

While every person’s experience with a bleeding
disorder is unique and personal, with guidelines
from our amazing doctors, nurses and physios,
everyone can have hope for a bright future and
follow their dreams. Using the tools we are given
such as Rest, Ice, Compress, Elevate - knowing
when to rest and rehabilitate and when to use our
treatment when needed, a life of health and
fitness and passion for sport is now possible
moving into a bright future for kids with bleeding
disorders.

Will playing forthe National Premier League

A final word from Will:
‘Don’t be scared, scared of having a bleed

because is just what comes with having
haemophilia. You can always deal with the
bleed when it comes to the time.’
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An Athlete’s Perspective
Q & A with Will
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Hi, my name is Will. | am 16 years old and | have moderate haemophilia A

What would you tell other young people
with bleeding disorders about sport?

| would tell others not to be afraid and to
never stop chasing your passion. Also don’t
think about what other might think or say
about our situation. If you put in enough
hard work and dedication you are
guaranteed to thrive. A part of playing
sport with Haemophilia can include difficult
times possibly having multiple bleeds in a
row but you must always try to stay positive
and know that with good management and
working with the Haemophilia team you will
always get back on track. A good sportsman
with or without Haemophilia will always go
through tough times of injury.

Is there anything you wish more people
understood about playing sports with
Haemophilia?

| would like people know that having
Haemophilia does not impact how | play
and also others with haemophilia should not
be scared and that getting bleeds from
sport is just part of our life.

Have you found any routines that help
you stay safe while playing?

A large part of it is staying fit, healthy and
building strength to keep my joints healthy
to avoid having a bleed. Before and after
every training and game | try to stretch and
warm up my muscles to also prevent any
bleeds..

How has your HTC (Haemophilia treatment
Centre) helped with this?

Nicola my physio has helped provide me with
stretches and techniques to keep fit during
injuries and when | am healthy playing sport
almost every day. She always guides me
through my injuries when | am struggling taking
it step by step no matter how long the recovery
is. Dr Chris has provided me with confidence
and self belief to follow my passion and never
stop chasing it. Also it is great to have in the
back of mind knowing | have a great
haematologist on call to speak to at any time.
Janine, my haemophilia nurse has been a great
support my whole life always being there when
ever something happens. She supports and
guide me through all of my bleeds and even
helped start me of doing my own needles.

What’s one goal you’re proud of reaching in
your sport so far?

A goal that | am very proud of is playing soccer
at a senior level in a reserves side at the age of
16. And also playing a year up in NPL (National
Premier Leagues) for under 17s as well as
playing first AGSV (All Grammar Schools
Victoria) through my school.

How do you feel after a good practise or
game?

After a good game | am full of confidence and it
makes me feel like all of my hard work and
dedication has payed off giving me a greater
sense of purpose and belief in my self.
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aemophilia is a rare genetic bleeding disorder where the blood does not clot properly because of the lack of an essential
blood protein, called clotting factor, that helps control clotting and prevent bleeding.

That people with haemophilia bleed to death is a common misconception. They do not bleed any faster than anyone else

but their bleeding continues for longer. Internal bleeding into the joints and muscles can be a serious concern, and so rig
of bleeding should be avoided or minimised.

To prevent bleeds, protect joints, and maintain overall health, people with haemophilia can benefit from physical actj
exercise and sports. The health risks from inactivity can be substantial and long lasting, so young people with haeg
should be encouraged not only to undertake appropriate physical activity but also to be aware of the risks of inag
injury and how to manage bleeding.

2B Benefits of exercise or sport for people with haemophilia
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1B Before engaging in exercise or sport

Sports or exercises, especially those with a lot of physical contact or collisions, repetitive or extreme movements or involving
high speeds or great heights, can have the highest risk of injury for a person with haemophilia, so precautions should be
taken to decrease the risk. Here are some of them:

* Involve the haemophilia care team when choosing a sport or activity. Assessment by the doctor and ongoing monitoring
by a haemophilia physiotherapist may be needed.

* Use suitable and standard protective equipment and attire (e.g. correctly fitting shoes, bike helmet, padded gloves, leg
pads).

» Use additional protective wear such as bracing or taping as recommended by the physiotherapist.

Consider the young person’s interests, physical ability and fitness, medical history, and any risks of complications.

Keep in mind that key reasons for young people to participate in sports and exercise include the chance to hang
out with friends and to have fun.

2 Warming up and cooling down

To help reduce the risk of injury, it is important to do pre-exercise warm-up and then cooling-down exercises.

Warm-up provides a transition from rest to exertion and reduces the risk of injuries.
Cool-down gently works the major muscle groups to actively remove waste products, which can help decrease muscle
soreness and stiffness.

Warm-up and cool-down exercises need to be individualised by consulting with a physiotherapist and treatment
centre.

Pre-exercise factors replacement

When discussing treatment plans with the young person and their parents or carers, the haemophilia care team
 will need to take sporting activities into account. The young person with haemophilia should follow the protocol for
i factor replacement therapy as discussed with their haemophilia care team. This might involve injecting factor

replacement concentrate prior to the activity, if needed. The possibility of unplanned exercise or physical activities

should also be considered, and it is recommended that factor replacement therapy be readily available to manage
. any injuries that may arise in these situations.

Preventative treatment, also called prophylaxis or prophy, is used to minimize the risk of bleeding, pain
and damage to the joints and muscles. This is done by injecting doctor-prescribed factor replacement
therapy (commercially prepared clotting factor concentrate), usually by the young person or their parent
at home.




2B Recognising a bleeding episode

Joint bleeds

Therisk of a bleeding injury to the joints depends on both the individual and the activity. Factors related to the individual
include their strength, fitness, body conditioning, previous injuries, and skill level. Factors related to the specific sport or
exercise include playing surface, nature of body contact, use of protective equipment, and the player’s position on the field
or court.

Early signs of a joint bleed

» Tingling or tight feeling in the joint

* Pain and discomfort with movement

* Affected joint may feel warm to the touch

Later signs of a joint bleed
* Pain at rest

+  Swelling

* Tenderness

»  Severe loss of motion

Bleeding in the joint can cause severe damage and blood may remain in the joint for up to 14 days, long after the pain
has gone. The joint might be permanently damaged if bleeding is repeated. So, all joint bleeds should be managed
and rehabilitated to prevent long-term damage.

E Arthropathy is the term used to refer to joint damage that is like arthritis. It can affect range of motion or
mobility, cause chronic pain, and can weaken muscles.

Muscle bleeds

Bleedscan happen in any muscle, and the cause is often easy to recognise, such as a direct blow or a pulling or tearing
sensation with exertion or overstretching. Identifying and treating muscle bleeds early helps prevent re-bleeding and
permanent muscle damage.

Signs of a muscle bleed

*  Aching within the muscle

*  Tenderness when muscle is touched

« Pain when muscle is stretched or forced to contract
* Pins and needles or numbness

» Limping if the leg muscle is affected

* Visible swelling

Permanent muscle damage can result from bleeding that is repeated or not properly rehabilitated. If bleeding occurs in deep
muscles, nerves and blood vessels can become damaged, which can cause numbness, loss of muscle function, or muscle
death. Muscles that develop scarring after healing can adversely affect flexibility. This can lead to further muscle injuries and
can place additional strain on surrounding joints.

Any bleeding episode in a person with haemophilia, regardless of severity, can be serious and will need medical advice
and treatment. Some bleeds can be life threatening (e.g. those in the head, spine, neck, throat, chest, or stomach).
Seek medical assistance immediately.

2B Recovering from a bleeding episode

A person with haemophilia should take adequatetime needed to fully recover from a bleeding episode. Often the amount of
time to recover from a joint or muscle bleed episode is longer for a person with haemophilia compared to the recovery time
for sports injuries that may occur in a person without haemophilia.

Factor replacement therapy should be given as soon as possible after the injury or at the first sign of discomfort. Following

the P.R.I.C.E.R. method to help reduce pain and swelling is also recommended.
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IBP.R.I.C.E.R. treatment of joint and muscle bleeds

P.R.I.C.E.R. stands for protection and product, rest, ice, compression, elevation, and
rehabilitation. This method reduces the risk of swelling and pain of joint and muscles.

Protect and Product
= Toprevent further damage
= Siap the sctivity and avoid weight bearing
= Ball-adminidier E|EI-'|.'tir'|! 1acior concentrals to cantrol hlt-!-ﬂil'ls
Rest
= Rest the affected arm or lEﬂ
= Lsga !.Flril'll. 5||I'I|E_. or crutches il necessary

([

= Apply loe or cold packs for 15-20 minutes eveny 2 hours
= Wrap ice in a towel to prevent burning

Compression

* Apply compression using a wrap or bandage

Elavation
#  Elevate the affected limb
*  Assessment by hasmophilia care member or healthcare professional

Rehabilitate
' *  Fowr every bleed
= Minimises risk of permanent damage

ROOD 0 <

Remember that a person with haemophilia does not bleed any faster than anyone else, but rather their bleeding continues
for longer. Any bleed should be reported to the haemophilia care team.

2B Rehabilitation

The ultimate goals of rehabilitation are:

e preventing re-bleeds

* healing joints and muscles

« controlling pain, and

» getting the young person back to physical activity.

Returning to physical activity after a bleeding episode does not follow standard timelines. Each bleed and person
is unique. The haemophilia care team or Haemophilia Treatment Centre will be able to give individualised advice
that will help with this. To lower chances of a re-bleed, the young person with haemophilia should resume activities
gradually and under the guidance of their care team, inclufing their physiotherapist.

With the young person’s or family’s consent, communication between the physiotherapist and teacher or coach
should also been couraged so that the correct rehabilitation message is relayed.

i Rehabilitation by a physiotherapist is the gold standard of care after every bleed before resuming exercise or
' sport. The physiotherapist uses various tools and techniques, including muscle strengthening, range of movement
| exercises, monitoring, use of crutches, slings, splints, or wheelchairs, and education.

1B Resources
If you need more information or support, contact your local Haemophilia Treatment Centre:
Australia — https:/lwww.haemophilia.org.aulsupport-servicesltreatment-services
. New Zealand — http://lwww.haemophilia.org.nz/assets/Docs/Haemophilia-Treatment-Centres-NZ.pdf
Or visit the haemophilia foundations of Australia and New Zealand:
Haemophilia Foundation Australia — https:/lwww.haemophilia.org.aul
Haemophilia Foundation of New Zealand, Inc. http:/lwww.haemophilia.org.nz/

Acknowledgement “On themove with haemophilia” was developed by In Vivo Academy in collaboration with Haemophilia Foundation
Australia and Haemophilia Foundation of New Zealand. We are thankful to Dr Tina Louise Carter, Mss. Alison Morris and Helen Dixon for
providing their expertise in developing the online resource and this supplementary material.

“On the move with haemophilia” was supported by Pfizer's Independent Grants for Learning & Change through an independent medical
education grant.

Produced and published by In Vivo Academy. PO Box 187, Strawberry Hills NSW 2012 Australia. http://invivoacademy.org/
Reprinted with the permission of HFA, for more information, visit: https://www.haemophilia.org.au/resources/publications/sport-and-
1 4 exercise/on-the-move-with-haemophilia/ SIVA108



ASK US

QUESTION:

| am finding it difficult to get around and have had to stop driving.
What help is there available to me?

We are so sorry to hear that you are experiencing some difficulties. There are a few
different programs designed to make life easier for you.

Your GP is going to be important in assisting you to apply for some of these, as the
rules have tightened up about who can complete the application.

The Companion Card and the Accessible Travel Pass will make a big difference to your
costs, and ability to get out and about, or get to your appointments.

Accessible Parking Permits (previously known as Disabled Parking Permits)

You need to meet the criteria, which will involve a “functional assessment.” This will
determine if you are eligible, and what type of permit you will require.

They are only issued to those with a mobility impairment.
https://www.accessibleparking.vic.gov.au/permits/

Multipurpose Taxi Program

This program supports people with limited mobility by offering subsidised taxi fares.
The first step for this program is that your GP must complete the Medical Assessment.
They will then post you a request to consent, and once you complete this and send it
back, they will make an assessment as to your eligibility.

Access Travel Pass (medical Condition)
The pass is a personalised myki that lets you travel for free on Victorian public
transport due to:

« permanent physical disability

 a cognitive condition or mental illness.
You don’t need to tap on or off when you travel.
https://transport.vic.gov.au/tickets-and-myki/myki/myki-types/free-travel-myki

Companion card

This allows the companion to travel for free, as well as the companion being able to
enter many events and show for free. Here is the application form, There is a section
for you to fill in and another for your GP to complete.
https://www.companioncard.vic.gov.au/



https://transport.vic.gov.au/tickets-and-myki/myki/myki-types/free-travel-myki
https://www.companioncard.vic.gov.au/
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Discount parking at the Alfred

If you have a Health Care Card, you are eligible for
discount parking at the Alfred. All you must do is show
your HCC and ticket to the parking office in P2, Gate 3.
The current rate is $12 per day with the discount.
There are also several Disabled parking spaces at the
Alfred. Notably at the entrance to South Block there a
few Disabled Parking Spots, and the cost of these is also
$12 if you have the Disabled or Accessible Parking
Permit.

The hospital also has ability to provided discounted
parking to people in ICU, and those in financial
hardship. Speak with the Social Worker and they should
be able to arrange this for you if you are eligible.

See the map for locations of [parking and disabled
parking spaces.

Travellers Aid

The people at Travellers Aid help with all sorts of travel,
they are based Southern Cross Station and Flinders
Street Stations, as well as Ballarat and Seymour Railway
stations. They can help with transiting through the train
stations, with companions to help accompany you to
essential appointments and services, hiring of mobility
equipment, personal care, luggage storage, and crisis
travel.

They are also involved with helping people from the
train station at the MCG, and trailing getting into the
course at Flemington Race Course.
https://www.travellersaid.org.au

| joined the HFV Committee in
September 2024. My family has
benefited for many years from the
wonderful connectivity and activities
that HFV provides to its membership.
Being a Committee Member has
provided me with the opportunity to
give back to HFV and play an important
role in shaping what HFV delivers,
including helping to construct the
agenda of the 2025 family camp. | have
also been able to leverage some of my
existing skills to assist HFV with some
important processes. This has included
helping with the recruitment process to
fill a key personnel role and assisting
with the drafting of HFV staff policies.

The HFV Committee usually meets
about once per month for an hour or
so. There is often also the opportunity
to volunteer to help with certain
activities if this is of interest.

I have found being a Committee
Member to be an incredibly rewarding
experience and would encourage HFV

members to consider whether they
would like to volunteer to become a
Committee Member.
-Craig Tenace

ARE YOU INTERESTED IN JOINING
THE 2026 HFV COMMITTEE? SCAN
THE QR CODE FOR THE NOMINATION
FORM


https://www.travellersaid.org.au/

WORLD HEPATITIS
DAY 2025

World Hepatitis Day is held annually on 28 July. In 2025
we come together globally to share the message It’s time
for action: hepatitis C and liver health remain important
issues for our community and acting now is vital. In short
- don’t delay!

» Are you at risk? Do you know your hep C status? Find
out if you don't know
« Hep C can be cured. Treatment is simple

« Do you need ongoing liver health monitoring? Ask your BEAFeRslgl=Rilds] hepatitis C

doctor. ;
« A healthy liver is vital to us all. Take steps to look should be left behind

after your liver health.

ol - E
It’s time for action

A healthy liver is important to everyone, whether we have
had hep C or not. Your liver has a lot of different jobs to
do to keep your body working well. To find out more, visit
5 ways to keep your liver healthy -

hepatitis

tralia
https://tinyurl.com/HFA-healthy-liver. PhcT iy ki 1 WO HE PG e werepatiiday g v

HEP C AND BLEEDING DISORDERS

You may be aware that in Australia many people with bleeding disorders acquired hepatitis C
from treatment with blood products before 1993. Several safety measures were introduced by
1993 and the risk of hep C or HIV from plasma-derived clotting factor products in Australia is now
considered to be extremely low. But many people in our community live on with the
consequences of those early infections.

WHO IS AT RISK?

Are you over 30 years of age and have a bleeding disorder, or carry the gene? If you had a blood
product before 1993 - even once - you could be at risk. Nearly 1 in 5 Australians with hepatitis C
have never been diagnosed and don’t know they have hep C. Symptoms are not always obvious.

You can have a free hep C blood test to find out your hep C status if you don’t know - your GP or
your HTC can organise it. Current hep C treatments are simple and easy - a once-daily tablet,
with few if any side-effects and very high cure rates.

CURED OF HEP C? HAS YOUR LIVER RECOVERED?

Most Australians with bleeding disorders and hep C have now had treatment and been cured - but
some need ongoing care for their liver health. Although you might think it’s all OK, you may not
notice liver disease symptoms. Ignoring your liver health can have serious consequences.

It’s important to know the status of your liver health when you were cured. This determines
whether you will need ongoing monitoring. If you don’t know, take the time today to contact
your hepatitis doctor or your GP to check your liver test results. Find out if you need ongoing
follow-up with a liver specialist.

Remember: If you had cirrhosis or extensive scarring before being cured of hep C, you will still
need to have a liver ultrasound scan every 6 months long-term.

For more information visit the HFA World Hepatitis Day page - www.haemophilia.org.au/world-
hepatitis-day .
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Bounce Inc with
HFV

s o

On the 9th of July, HFVs School Holiday Outing at
Bounce Inc proved to be a delightful success, filled
with laughter, joy, and unforgettable memories! The
two-hour hosted session kicked off with a thrilling
game of dodgeball, followed by basketball hoops,
giant airbag, and free jump zone. The children also
had the opportunity to try rock climbing and cliff
jumping, adding an extra sense of adventure to the
day.

Midway through, everyone enjoyed a delicious
break, featuring hot wedges with sour cream and
sweet chilli, alongside refreshing fruit platters.
While the children eagerly bounced back into action,
the mums took the opportunity to reconnect with
old friends and meet new faces, strengthening our
community bonds. It was great to see so many
parents deep in conversation, sharing stories and
experiences. And with a cup of Melbourne coffee in
hand, it was the perfect setting for heartfelt chats
and meaningful connections.

A particularly special moment of the day was
welcoming a new Von Willebrand family into our
community. Watching them connect with other
families was truly beautiful, and we’re delighted
they chose to join us. Building a strong, peer
support network is at the core of what we do, and
we look forward to nurturing these connections for
all our families.

For those who couldn’t attend, we missed you! We
can’t wait to invite everyone to our next outing and
look forward to seeing you there!

Are you a creative? Have
something to share with the
HFV community? Send it to

info@hfv.org.au to feature in
our magazine!

Creative Corner
The artist behind the painting

All the challenges that haemophilia has tested
us with over the years have shaped who we are.
| came to believe that life with a bleeding
disorder is, in many ways, a gift. The tears we
have shared gave me a deep sense of
connection, and the support | felt from this
community reminded me that we are never
alone. The joy | saw in children’s faces inspired
me to become a better person. The love and
dedication of parents and caregivers created
moments filled with the magic of unity.
Medical advancements have opened doors,
allowing us to step into a place where we can
now choose to give back to those who need
support. These experiences highlight the
unlimited possibilities available to our children.
I hold deep gratitude for those who endured
the most challenging times of living with
haemophilia—because without their suffering
and heartache, we would not have known how
to improve.

In this artwork, | wanted to weave together the
essence of these stories. | hope this drawing
brings peace, healing, prayers, and joy to this
amazing community. Thank you
-Nao




General improvements in modern
medicine have continued to allow us to
extend the human lifespan. Alongside
this, quality of life and chosen lifestyle
is important. Measures can be taken
that can help to protect us. Movement,
balance, bone and muscle strength are
well established in improving physical
health throughout life stages and can
improve and maintain physical health.
Falls can contribute to periods of
immobility, or in some cases, the
beginning of decline, which can
detrimentally impact on the physical,
financial and social. Evidence has
demonstrated that people with
bleeding disorders may be more
susceptible to falls and adverse
sequelae. The prevention of falls is of
benefit to all.

-Abi Polus

Senior Clinical Physiotherapist

The Alfred Hospital

Avoiding Falls

To avoid falls and injuries from falls:

e Take steps to improve safety in and
around your home.

e Look after your health. Stay up to
date with routine health checks, eat
a healthy diet, and exercise to
improve your balance, strength and
flexibility. Try to stay active - home
or group exercise programs and tai
chi are good options.

e Wear shoes that are comfortable and
fit well - they should be wide enough
in the toe area, have low or no
heels, and have slip-resistant soles.

PREVENTING
FALLS AT HOME

Improve Safety Inside

To increase safety in the home to reduce your risk of
falling:

Have good lighting, especially between the bed and
the bathroom or toilet at night and near any
internal steps. Replace light globes with CFL energy
efficient light globes of 12 watts or higher. Use plug-
in night-lights and have movement-sensitive lights
near stairs and the bathroom. These lights are
available from most hardware stores.

Daytime glare through glass doors and windows can
be reduced with sheer blinds.

Remove clutter and make sure walkways and
corridors are kept clear and well lit.

Repair or replace carpets with worn areas, holes or
long threads. Check that mats and rugs are secure
and have no tears or wrinkles. Put adhesive strips
on all mats and rugs, including those in the
bathroom.

Make sure that chairs and beds are sturdy and easy
to get into and out of, and that tables and benches
do not have sharp corners.

Wipe up spills immediately.

Install grab rails in the bathroom (towel rails are not
usually strong enough to use as grab rails).
Bathroom tiles can be slippery, especially when
wet. Cover these areas with a non-slip material or
treatments.

Avoid having highly polished floorboards.

Install support rails near steps if there is no hand
rail.

To reduce the risk of falling in an emergency, make
sure your house has smoke alarms in working order
and a fire blanket or extinguisher that is easy to
reach.

Avoid wearing clothing that is too long or touching
the floor, as this can cause you to trip over (for
example, your dressing gown).

Do not wear socks or loose slippers around the
home.

Ask an occupational therapist about ways to make
your home safer.

To read the complete article, visit the Better Health website:
https://www.betterhealth.vic.gov.au/health/healthyliving/falls-
prevention-at-home#how-to-prevent-falls

scan the QR code to directly access the complete factsheet



https://www.betterhealth.vic.gov.au/healthyliving/health-checks
https://www.betterhealth.vic.gov.au/healthyliving/healthy-eating
https://www.betterhealth.vic.gov.au/health/healthyliving/physical-activity-for-seniors
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Men’s Retreat 2025: Reflection

s year, 15 men with haemophilia descended upon Hepburn for the annual HFV men’s
. As usual, we made a diverse group, spanning a range of cultural backgrounds, age groups
alks of life. Many of us had been before, and this year we welcomed a couple of familiar faces
Or the first time on retreat. Once we settled in, the fun and laughter took over. It speaks volumes
that so many of us keep coming back.

The retreats have become precious to me, for the way they provide a unique opportunity to stop,
relax and ease into a social setting where bleeding disorders are the common experience. This is a
pleasant departure from normal life. Often we are placed in the awkward position of being asked to
explain an odd limp or an elbow that won't straighten. What to say? How much to reveal? Some
things can’t be explained quickly or easily, and some well-meaning folks think that haemophilia
places a person at sudden and dramatic risk of bleeding to death.

Spending a weekend with others, where the normal ignorance of haemophilia is turned upside down,
is refreshing and interesting. You find yourself enjoying breakfast next to a guy who's life, like yours,
has been profoundly shaped by a humble factor deficiency. He has his own story, distinct and wildly
different from your own, but it is fascinating to compare notes and share experiences. Another
person with haemophilia can prompt you to reflect on your own journey in an extraordinarily
meaningful way.

The men’s retreat is an immersion in two things that leave me feeling stronger and more equipped to
overcome challenges; lived experience and peer support. Getting older, | have discovered a greater
appreciation for the way peer support can strengthen a person’s resilience. Quality professional
haemophilia expertise, if available, like it is in Australia, is wonderful. | admire all the professionals
who look after me, and I’m very grateful. But peer support is yet to be valued the way it should and
not all health professionals pay lived experience the respect it deserves.

From where | stand, | can see that the input of certain key individuals ensures the retreat is
amazingly special. I’m sure there are others, but | would like to recognise the following special
contributors. In no particular order; Dan, for volunteering your formidable skill-set, and for being so
dedicated to presiding over HFV, which generously funds the retreat and many other programs. Zev,
for bringing us together, sharing your humour, making everything fun and for taking a genuine
interest in every person present. Sharon, for masterminding healthy and delicious meals and
ensuring we receive individualised massages, respectful of the way haemophilia has impacted our
bodies. And for making us feel so warmly comfortable and catered-for in every way possible.

I’m over 50 now, getting closer to being confronted by the impact age will have on me. Quite a few
of the lads who come to the retreat are older than me, and | think it holds a particular appeal for us
older blokes. Regardless of your age, if you haven’t been to a retreat, please get in contact with HFV
and join us in 2026!

-Anth McCarthy
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JJ Rest in Peace dear friend. \

IN LOVING TRIBUTE TO

\* Bruce Rodgers

-

The HFV community was saddened earlier this year by
passing of a great friend, mentor and storyteller.

Bruce, a baby boomer, lived and experienced the various
advancements in the treatment of haemophilia that improved
quality of life, access and independence for so many. As well as
the challenges that impacted the entire haemophilia community
in the 1980’s and 1990’s.

Bruce was always up for chat. Generous in sharing his lived
experience of haemophilia and the opportunities and outlook on
life it gave him.

Bruce was a positive role model to all he encountered, utilising
his gift of the gab, humour and wit.

Bruce’s lived wisdom and humorous storytelling, usually with a
red wine in hand at the Men’s Retreat, generated self-reflection
and great laughter and banter.

We are now poorer for not having Bruce with us, however his
memory will live on in those who had the absolute pleasure to
have known him.



NOTICE & INFORMATION

SHARE YOUR STORY
WITH US

Haemophilia Foundation Victoria (HFV) would love to
hear your story. Whether it's a moment of resilience,
growth, connection, or hope - your story matters.

Express interest now, email info@hfv.org.au

el Nt v i

JOIN OUR COMMITTEE

HFV is seeking dedicated, community-minded
individuals to join our committee. If you’re
passionate about supporting others, contributing
ideas, and helping shape our future direction, we’d

love to hear from you. No experience needed!
FREE PADS AND TAMPONS IN ‘

To express interest or learn more, email
PUBLIC PLACES ’

info@hfv.org.au.
o
Menstruation is a natural aspect of life, yet many

cannot afford necessary period products. In Victoria, ; 1 ‘.

free vending machines for these products are being = _
installed in up to 700 public places, including hospitals, -4
TAFEs, courts, libraries, staffed train stations, and major
cultural institutions like the Melbourne Museum and the
National Gallery of Victoria.

|

FOLLOW US ON SOCIALS!

(©) @haemophiliafoundationvictoria
f facebook.com/HaemophiliaFoundationVictoria

WE HAVE MOVED + NEW
OFFICE PHONE NUMBER

New Greenwood Business Park

Building 1, Ground Floor, Office 4,

301 Burwood Hwy, Burwood VIC

New Postal: PO Box 2046, Burwood 3125
New Phone: 0493 107 306




Membership Annual Fees:

$33.00 Standard family membership
$16.50 Concession / Allied (Youth Free)
$55.00 Organisational member

Ambulance Subscription Subsidy:

To ensure all people with haemophilia have
ambulance cover, the Foundation will subsidise
Ambulance Subscription Fees to the value of half
the family fee.

(Members who have Health Care Cards which also
cover their dependants, are automatically entitled
to free Ambulance transport for themselves and
their families.)

To obtain an Ambulance Subsidy:

Forward subscription receipt (or a copy) to the HFV
Office with your contact details. Subsidies will be
paid on a reimbursement basis.

MedicAlerts

MedicAlerts: A subsidy of 50% of the first purchase
price of any MedicAlert, (with the subsidy payment
being up to $30 in value and not including the
annual fee) is now available. To obtain a subsidy,
forward a cover letter and receipt to the HFV
Office.

Live Well Funding:

Live Well Funding is open to all current financial
members who can apply for funding for any activity
or one off item that will assist in the management
of their conditions such as mobility support aids,
meditation, massage etc.

Care and Counselling:
This is available through your treatment centre.

Support Group

Women’s Group:

The Women’s Group was revitalised in 2005. The
group usually meets once a year over lunch to
enjoy an event with a twist. Our most recent event
saw our lovely ladies took part in a relaxing
soundbath and pilates session.They have previously
learnt circus skills, Bollywood dancing, African
drumming, attended relaxing massages, high tea on
the Yarra and lunch on the Tram Restaurant...to
name but a few.

The Men’s Group:

The Men’s Group has been running for many, many
years and has had various activities along the way.
This has included golf days, brunches and lunches.
Our current group meet for their Annual Men’s
Retreat - a much needed weekend away that
included massages, relaxation and meditation. The
2025 Retreat took place in late May. 15 members
enjoyed a relaxing stay in country Victoria with
friends new and old.

Youth Group:

The aim of the youth group is to provide peer support
to other youth affected by bleeding disorders in
Victoria.The Youth Group intend to meet up a few
times a year usually based around an activity like
laser skirmish or bowling and then head out for lunch.
We also have our actively involved Youth Leaders
(fondly known as the blue shirts as they are easily
distinguishable from a distance in their attire) who
are present at our family camp. They attend specific
youth leadership training led by our formally trained
youth leaders - an initiative developed by the leaders
themselves.

Children’s Events:

We have opportunities for kids to connect throughout
the year. In 2024, offered school holidays events
which included a visit to the aquarium and rock-
climbing. These events are inclusive for kids with
bleeding disorders, their siblings and their parents.

Victorian Haemophilia Treatment Centres
Henry Ekert

Haemophilia Treatment Centre

Royal Children’s Hospital, Flemington Road,
Parkville

Phone: (03) 9345 5099

Email: he.htc@rch.org.au

Dr Chris Barnes | Director Henry Ekert HTC
Janine Furmedge | Clinical Nurse Consultant
Julia Ekert | Office Data & Product Manager
Nicola Hamilton | Physiotherapist

Ellie Papantoniou | Physiotherapist

Wade Wright | Social Worker

Elise Flynn | AHCDO Research Registrar

Ronald Sawers

Haemophilia Treatment Centre
The Alfred, 1st Floor, South Block

55 Commercial Road, Melbourne 3004
Phone: (03) 9076 2179 (clinic)

Phone (03) 9076 2178 (nurses)

Email: haemophilia@alfred.org.au

Professor Huyen Tran | Director of RSHTC

Dr Mandy Davis | Consultant Haematologist

Dr Zane Caplan | Consultant Haematologist

Dr James McFadyen | Consultant Haematologist
Dr Caroline Dix |Consultant Haematologist

Dr Radha Ramanan | Consultant Haematologist
Dr Caroline Dix |Consultant Haematologist

Dr Abbey Willcox |Consultant Haematologist
Penny McCarthy | Clinical Nurse Consultant
Megan Walsh | Clinical Nurse Consultant

Kara Cordiner | Haemophilia Nurse Consultant
Susan Findlay | Haemophilia Clinic
Coordinator/Administrator

Jane Portnoy | Social Worker

Abi Polus | Physiotherapist

Wade McGrath | Physiotherapist

Catherine Haley | Physiotherapist

Tanya Gruenewald | Psychologist
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