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President’s Report

| hope you all had a vivid
summer full of barbecues,
celebrations, slip-slop-slap,
and maybe some time at the
beach. | first came to Victoria
a week after the 2014
Australian Open, when they
had to delay some matches
due to extreme heat. Due to
that timing | always think of
the tennis finals as the peak
of summer, so now that the
trophies have been handed
out in Melbourne Park, it's
time to look ahead to autumn.

I'm really looking forward to
our Family Camp at Mill Valley
Ranch in late March. Camp is
the highlight of the year for
HFV as we have such a variety
of activities. It's always so
rewarding to see our young
people pushing their
boundaries a bit, whether
that's thinking it might be
time to start handling
treatments on their own, or
just trying a new physical
challenge like horse riding or
swimming in the lake.

The talks from our healthcare
professionals about
haemophilia topics are
important, too, but most of all
| just enjoy being immersed in
HFV all weekend.

This community is so
important to me, and it's hard
to express to outsiders how
much of my life is shaped by
my haemophilia. But at camp,
everyone knows already. |
don't have to justify it or
explain it, people just
understand. Having a weekend
surrounded by others who've
lived that same experience
means a ton to me.

All that's to say I'm looking
forward to all the programs
and Purple Soup activities at
Mill Valley Ranch this year and
| hope to see you there.
Please reach out to the HFV
office if you're on the fence
about going or if you simply
haven't had a chance to sign
up yet.

Lastly, thank you so much to
Andrea, Zehra, and our whole
Family Camp subcommittee
for all the work they've put in
to make it happen in 2025!

Cheers,
Dan

Achieving the extraordinary together




MEET OUR HFV COMMITTEE

Achieving the extraordinary together




Achieving the extraordinary together




LEGACY OF LEADERSHIP CELEBRATING TWO
PRESIDENTS

Ann Roberts and Leonie Demos’s journey with Haemophilia Foundation Victoria (HFV)
has been a powerful story of dedication, passion, and thoughtful leadership. From their
early days as mothers to committee members to their tenure as presidents, Ann and
Leonie’s influence has helped shape HFV into an organisation that connects, supports,
and empowers the community of families living with bleeding disorders.

| had the opportunity to catch up with Leonie to discuss her incredible journey with

HFV.

Looking ahead, I’'m excited to share that I’ll be catching up with Ann soon. | can’t wait
to feature Ann’s story in the next issue and hear all the amazing work she’s done with

HFV.
-Zehra Basak
Communications Officer

Part 1: Leonie’s Journey with HFV

Leonie involvement with HFV began when
her own family was navigating the
challenges of a bleeding disorder
diagnosis. As she became more involved,
Leonie recognised the importance of
ensuring HFV’s future success. Her deep
gratitude for the support HFV had provided
her family motivated her to get involved in
a leadership capacity, where she could
make a lasting impact.

As committee member and later president,
Leonie worked to streamline and refine
the foundation’s governance, ensuring HFV
operated with clarity and efficiency. This
focus on strengthening internal processes
meant that the foundation could continue
to be responsive

to the changing needs of its community and
was well-positioned to evolve and grow. Under
her leadership, the committee’s approach
became more structured, with clearer roles
and responsibilities, and a strategic vision that
would guide the organisation for years to
come.

One of Leonie’s proudest achievements was
the creation of HFV’s mission statement:
“Connect, Support, Empower.” This simple
but powerful phrase encapsulated the core
values of the organisation and helped provide
direction as HFV adapted to the changing
needs of its community.

The development of this mission, alongside
efforts to strengthen key relationships,
contributed to HFV becoming a more
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professional, well-organised body.
Leonie’s leadership also introduced a
subcommittee structure, designed to
allow committee members to focus on
specific areas of interest and expertise.
This not only increased the efficiency of
the committee but also enabled more
people to get involved in HFV’s work
without the need for an all-encompassing
commitment. A standout achievement of
this approach was the organisation of a
fundraising Ball, which raised an
impressive $30,000. However, for Leonie,
the emotional impact of the event was
what made it truly special. “l remember a
few of the families and relatives were in
tears. What haemophilia meant to their
family. That was the most special part of
the night for me. Having people come up
to me and say ‘oh my god | had no idea’
or ‘that’s what my family was
experiencing.’ Although, we are grateful
of the money raised, the health
promotion was just as important.”
Leonie also took great pride in
representing HFV at public events, where
she formed close connections with
families and provided them with the
support they needed. “Being called Mrs.
President was a joke left from a family
camp - it was fun being connected with
all the families. People trusted that
when they brought their problems to me,
it would be dealt with. It was a privilege
that people trusted me to tell me their
stories or issues. And for me to be able to
support that with the help of the staff.”
During her presidency, one of the
standout achievements was HFA’s
involvement in the World Federation’s
twinning programme.

Another of Leonie’s proudest moments
was securing Alison as HFV’s Patron. This
milestone demonstrated the strength of
the foundation’s leadership and the trust
placed in its work. Leonie’s commitment
to ensuring that HFV was well-governed
and effective made it an organisation
worthy of such recognition.

Leonie with HFV Patron Dr Alison Street AO (ight
Sharon Caris Ex-Executive Director HFA (left)

Leonie took a hands-on role in supporting
the development of a haemophilia
organisation internationally, particularly
in Myanmar, where she led workshops to
assist parents and community members
interested in establishing their own local
association. This programme provided
invaluable support to the global
haemophilia community and marked a
significant milestone in HFA’s
international outreach.
Having stepped down from presidency in
2023, Leonie continued on committee
until the recent AGM - leaving behind a
legacy of thoughtful leadership, enhanced
governance, and a strong commitment to
supporting the bleeding disorders
community. Although she is no longer in
the president’s seat, Leonie’s influence
will continue to resonate within HFV. “|
look forward to watching HFV evolve and
adapt to the changing needs of our
community, and I’m excited to watch
from ‘not so far away.’”
Thanks to her vision, HFV is now a
stronger, more streamlined, and well
equipped to continue its mission of
connecting, supporting, and empowering
families. Her work has set the foundation
for continued success, and her impact will
be felt for many years to come.

) &

Keep an eye out on the next issue for part
2: Ann’s story
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HFV YOUNG FAMILY CATCH UP

On the 8th of February, HFV brought together young families—including
grandparents—for a special afternoon at One Playzone. With 5 member
families, in addition to one new family, the event was a perfect blend of
socialising, play, and shared experiences.

As families began arriving around 2pm, the One of the event's most surprising and
energy in the air was unmatched. The exciting features was the light-up mirrored
venue was exclusively reserved for the dance floor. A truly unique addition to the
group, giving everyone plenty of space to  space, the dance floor not only caught
relax and enjoy the afternoon without the everyone’s attention with its dazzling
usual crowds. Children dove straight into  colours and design but also encouraged
the indoor playground, eager to explore the families to get involved in the fun. With an
ball-pit and climbing through the indoor iPad set up to let everyone pick their
playground, while parents and grandparents favourite songs, it wasn’t long before both
took the opportunity to mingle and children and adults were dancing and
connect. laughing together.

Achieving the extraordinary together




Photo-booth memories

No event is complete without a little bit
of fun for the camera, and this event had
just that. A photobooth, stocked with
props and digital themes, gave families
the chance to capture memories of the
afternoon. Parents and children alike got
creative with the different backgrounds,
striking fun poses and sharing a laugh or
two along the way. It was a great way to
preserve the day's special moments.

Tasty treats for everyone

As the fun continued, it was time to take
a break and refuel. HFV had arranged a
delicious spread of food, from fruit
platters and nuggets to dip platters,
sausage rolls, and vegetable rolls. The
food was not only tasty but also perfect
for a quick snack between games and
activities, ensuring everyone had the
energy to keep going.

Games that brought everyone together
In addition to the playtime and dancing,
the staff at One Playzone had
thoughtfully organised a series of games
for the children. These interactive
activities, such as scavenger hunts and
"dance and stop,” had the children
running around, working as a team, and
having a blast. The games were a great
way to keep the kids engaged while also
offering parents and grandparents the
chance to socialise with one another.

Building connections and empowering
families

At the heart of the event was something
far greater than just fun—it was about
creating a welcoming space where
families could truly connect, support one
another, and feel uplifted. The relaxed
atmosphere allowed parents and
grandparents to share stories, find
common ground, and strengthen their
sense of community. As families laughed,
danced, and played together, it became
clear that this wasn’t just about making
memories—it was about building
meaningful, lasting relationships.

A successful afternoon

As the afternoon drew to a close, it was
evident that the Young Families Afternoon
had been a wonderful success. Not only
did the event offer plenty of fun and
entertainment, but it also gave families
the opportunity to forge new connections,
build a network of support, and feel truly
empowered within their community. The
smiles on everyone’s faces spoke volumes
—this was a day to remember.

With events like this, it’s clear that
creating spaces where families can come
together to share, support, and enjoy
each other's company is invaluable.

We can’t wait to see what the next
gathering has in store!

Special thanks to Edralyn Santos and
family at One Playzone - also HFV
community for a great afternoon
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«++ HFV FAMILY CAMP
21-23 MARCH 2025
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Get ready for the adventure that awaits at our HFV Family Camp in March
2025! Don't miss out on the chance to make memories that will last a
lifetime - we can't wait to share this unforgettable experience with you!
Register today: https://www.trybooking.com/CXILK
Bookings close 5/3/2025

S e (03) 9555 7595 @ info@hfv.org.au



Can you help with the PROBE Study?

We really appreciate the support our community has been giving to the PROBE
Australia Study. This is a very important study for the bleeding disorders community
and a big project! HFA has been recruiting for the last year or so - but is not quite
finished.

Still needed:
- about 95 people WITHOUT a bleeding disorder - particularly men
- about 50 people with haemophilia - both men and women

e

Help us reach our PROBE Study targets

PROBE Study targets

107

People with haemophilia People without a bleeding
disorder

E Completed Needed

Why data from people WITHOUT a bleeding disorder?
It’s simple. For the data to be meaningful, it needs to be able to compare the lives
of people WITH haemophilia and WITHOUT a bleeding disorder.

Please consider sharing the study with your friends and extended family.
How to do the survey
It’s easy! Go to:

e myprobe.org for the web version
e Or download the myPROBE app from Apple Store or Google Play (Android)

e Or ask HFA for a print survey pack
OfLx0

ANY QUESTIONS?

Visit www.haemophilia.org.au/probe-australia-study r'r.
Or contact Suzanne at HFA:

E: socallaghan@haemophilia.org.au T: 1800 807 173 E.
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SAVE THE DATES

MEN’S RETREAT

The Men’s Retreat is an opportunity for men in our community to step away from the daily
grind and focus on their own wellbeing. The retreat is designed to provide a space for men to
relax, reflect, and connect with others who truly understand the unique challenges they face.
Through peer support sessions, shared activities, and time to unwind in a relaxed setting, the
retreat fosters a sense of camaraderie and helps participants build meaningful connections with
others. It's a chance to discuss common experiences, find support for mental and emotional
health, and leave feeling rejuvenated and empowered to face the challenges ahead.

Save the date: Friday 30/5/25- Sunday 1/6/2025

For more information, please email info@hfv.org.au or sms Zev on 0419552695

R il

LADIES' CATCHUP

Our ladies’ events provide a special space for women and
mothers affected by bleeding disorders to come together,
unwind, and support one another. These events are designed to
offer a break from the everyday stresses, providing a chance to
relax, socialise, and share experiences in a safe, understanding
environment. This year we will be holding a relaxing sound
healing interactive experience with optional cafe/lunch in
Camberwell.

Save the date: 4/5/2025

Registrations now: https://www.trybooking.com/CZMKN
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YOUTH EVENTS

Designed for youth and young adults, this
event offers a chance to connect, support,
and empower one another in a fun and
interactive environment. Previous
gatherings have included trips to Fortress
Melbourne CBD, a popular gaming lounge
where participants enjoyed friendly
competition and shared experiences. The
upcoming event will continue this theme,
offering an exciting blend of
entertainment and activities that foster
friendship, fun, and personal growth. It's
an opportunity to enjoy engaging
experiences in a relaxed atmosphere,
while forming lasting connections with
others who understand the journey.

Save the date: Saturday 5/4/2025
Register now:
https://forms.gle/XDGZ5803FbQc9izj7

EVENT REPORT:
SUCCESSFUL NORTHERN METRO DINNER
A NIGHT OF CONNECTION AND EMPOWERMENT

On Monday the 17th of February,
Haemophilia Foundation Victoria hosted
the Northern Metro Dinner for members
from Melbourne’s Northern Metro and
rural areas at Epping Plaza Hotel. This
event provided an opportunity for
members to come together, socialise,
and share personal experiences related
to haemophilia in a welcoming and
supportive environment.

The evening was filled with heartfelt
stories as members shared their journeys
with haemophilia, connecting over
shared experiences. It was truly moving
to hear how these challenges have
shaped their lives and families. The
atmosphere was one of support, where
everyone felt heard and empowered by
the strength of the community around
them.

One of the most striking moments of the
evening was when members spoke about

the differences in access to treatment in

the countries they were born in or have
family roots. Some members, who have
lived abroad, shared how access to
haemophilia treatment can be limited due
to the economic climate or other factors.
For many, discussing these experiences was
deeply emotional, with some still finding it
hard to reflect on the challenges they
faced outside of Australia.

The evening concluded with a delightful
dinner and dessert, followed by a special
birthday celebration. One of our youngest
members, eager to celebrate with his
haemophilia family, marked his birthday a
little early. The group came together to
sing "Happy Birthday," creating a joyful
moment to close out a meaningful evening.
This event was a powerful reminder of the
importance of community. It highlighted
how coming together to share stories and
offer support can create a sense of
belonging and empowerment for all
involved.
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BY: JANE PORTNOY SOCIAL WORKER

ASK US

Question: Hi, | am a 42-year-old guy, who is in great health. | look after my
haemophilia and don’t see the need to see a GP. Why do people keep telling me to
get a GP?

When you come into the Haemophilia Treatment Centre (HTC), we check you out from
a Haemophilia perspective, the doctors in the Haemophilia Team are specialist
haematologists, but they are not specialists in general medical care. A General
Practitioner (GP) will get to know you and understand about your bleeding disorder.
They will also give you advice about preventative health care and know up-to-date
information, such as current health recommendations, vaccines, and recommended
regular checks given your age and stage of life.

GP’s refer you for allied health and specialist care. With Specialists, they send a
referral which includes all the relevant information about you and your health. With
allied health referrals, they have access to funding for allied health and

counselling/ mental health care. They know the local providers and can help
recommend the right person for you.

GP’s will do routine health checks, manage common illnesses and preventative care.
They ask you about your general health, looking for early signs of common illnesses
such as diabetes, heart disease, prostate, blood pressure, and mental health and
perform skin checks. When you have a relationship with a GP you are also more likely
to speak with them if you notice any subtle changes. The earlier that you can address
most medical issues the better chance that you have of managing them well or sorting
them out.

Finding the right GP
Things to consider
-Good fit for you, do you feel that you can communicate with the GP?
-Do you feel listened to?
-Are they available when you can get there? Do they have capacity?
-What is the cost? Is there a gap fee?
-What arrangements do they have when they are not working? Are there other

GP’s in the practice that you could see if you need an appointment.

Achieving the extraordinary together




KEEP ITHEALTHY

()FI.IP YOUR MINDSET

LESSEN YOUR
STRESS

Reducing your stress and feeling well is good for your mental
health, There are a lot of great benefits: it Improves our immune
system, lowers blood pressure, and relaxes muscles.

Flipping your mindset and connacting with othersin persan,
managing your stress-and taking time for yourself is good for
your mental health, which also good for your liver.

. -

.-
~— 4
,

It's too easy to reach for
something nearby when you're
hungry without thinking
about what's

best for your health.

Foods that are high in fat,
sugar, salt, and oll put stress
on your liver.

Eating well is an important step
In supporting healthy
development. It can also
decrease the risk of liver disease.

Flip your mindset and make
healthy eating fun and simple for
you, your family,

and friends.

EAT WELL

CALL OURLIVERLINE
FOR MORE INFO!

-

GET
MOVING

Being active helps improve your
overall health and is great for
your liver! An active lifestyle and
maintaining a healthy weight
decrease your risk of

fatty liver disease.

Flip your mindset and think
outside the box about how you
can get your body moving,

It doesn't have to mean sports
or going to the gym, but it can
be as simple as walking, yoga,
and even using

a standing desk!

W YoV

TELE us HO DSET

FLIP your s

—

There can be alot of hidden
sugar in drinks, fruit juices,
boba milk tea, energy drinks,
flavoured milk and soft drinks
- you name it!

Flipping your mindset doesn't
just mean switching to water,
it can also mean staying
hydrated, finding healthy
alternatives, and knowing
what’s actually in your drinks.

RE-THINK
YOUR DRINKS

o
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RITCHIES /64 +LI0U0R

NOMINATE US TODAY

AS PART OF THE
RITCHIES COMMUNITY
BENEFIT PROGRAM

and help us generate extra funds.

1 Download or update the
Ritchies Card App

GET ITON

tl'% Google Play |

#  Dawnload on the |
| @& App Store

2 Search and select our
name when prompted to
nominate a club, school
or charity

3 Everytime you shop at
Ritchies and scan your
app or card, Ritchies will
contribute a percentage
of the total to us’

RITCHIES /&=

. COMMUNITY BENEFIT
PROGRAM
“Eam hmh'htmr-;hb;ﬁa?_tmdhm .

Support your favourite
recipient

Ritchies supports clubs, schools and
charities based on a percentage of your
total shopping on eligible products.

Fallow the prompts to nominate or change
your favourite recipient.

SELECT OR VIEW
YOUR FAVOURITE ©
RECIPIENT

Read the Terms & Conditions of our community

benefit program

*CONDITIONS APPLY. Go to ritchies.com.au/loyalty for further information.
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Create an autumn color palette
] and use it to color the leaves

Autumn leaves




NOTICES

We’re moving!
We are excited to announce that, in early April, we will
be relocating to a new office:
Greenwood Park, Building 1, 301 Burwood Hwy,
Burwood VIC 3125.

Should you need to visit us in person, kindly contact us
via our office phone to arrange a convenient time.
Thank you for your continued support, and we look

forward to welcoming you to our new location. We’re

looking for to be sharing the premises with HFA &
AHCDO.

Local Connections - a social prescribing initiative
Local Connections helps adults aged 26 and over who
are experiencing social isolation or loneliness build
meaningful connections with support from a link
worker. The free, confidential service doesn't require a
Medicare card or GP referral. Based on social
prescribing principles, it emphasises the importance of
relationships for mental health and wellbeing.
Available through selected Mental Health and
Wellbeing Locals, the programme connects individuals
in the way that works best for them. For more
information and to contact your local link worker,
follow the link below:
https://www.betterhealth.vic.gov.au/local-
connections.

Achieving the extraordinary together



https://www.health.vic.gov.au/mental-health-wellbeing-reform/local-connections-social-prescribing-initiative

INFORMATION

Haemophilia Foundation Victoria
INC

13 Keith Street

Hampton East VIC 3188

Phone: 03 9555 7595

Mon - Thurs 8.30am - 4.30pm

* Due to the NBN we can no longer offer a fax
service

info@hfv.org.au

www.hfv.org.au

Patron:
Dr Alison Street AO

Committee of Management:
Dan Korn | President

Donna Field | Vice Presiden
Zev Fishman | Treasurer
General Committee:

Ben Inglis

Chris Phong

Erika Mudie

Craig Tenace

Anne-Claire Brunet

Executive Assistant:
Andrea McColl- email: andrea@hfv.org.au

Communications Officer:
Zehra Basak - email: zehra@hfv.org.au

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 RSHC

Dr Mandy Davis |Consultant Haematologist

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

Membership Annual Fees:

$33.00 Standard family membership

$16.50 Concession / Allied (Youth Free)

$55.00 Organisational member

* No joining fee for new members joining at the
Standard Family Membership rate.

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.
Magazine:

Your quarterly magazine offers information and details
of upcoming events.

HFV is committed to Child Safety. Our Child Safety
Statement is available for review on our website
www.hfv.org.au. The Missing Factor is the official
publication of the Haemophilia Foundation Victoria
(HFV) with four issues annually.Opinions expressed in
The Missing Factor do not necessarily reflect those of
the foundation, HFA or the Haemophilia Treatment
Centres. The content of this publication is provided for
information purposes only. All information is provided
in good faith but no responsibility can be accepted for
inaccuracies that may result from events beyond our
control. No claim is made as to the accuracy or
currency of the content at any time. HFV do not accept
any liability to any person for the information which is
provided. HFV is funded through the Department of
Health and Human Services under Blood Borne Virus
Sector due to the historical impact of contaminated
blood products on the haemophilia community. HFV
supports our diverse community and our magazine
reflect topics that impact our community including
bleeding disorders, BBVs, mental health and positive
health promotion.

Editor: Zehra Basak

Haemophilia Foundation

ORIA Victoria acknowledges the

State support of the Victorian
Government Government

Achieving the extraordinary together




WHAT’S AHEAD
#2025 HFV EVENT

January
No formal HFV events

April
Saturday 5th: Youth Event

July
Wednesday 9th: School Holiday
Event

October
Saturday 3rd: School Holiday
Event
Saturday 25th: Bleeding
Disorders Awareness Walk
(BDAM)

February
Saturday 8th: HFV Young
Families afternoon tea
including grandparents

17th: Northern Outer Metro
visit

May
Sunday 4th: Ladies Lunch
Friday 30th-Sunday 1st of
June: Men’s Retreat

August
Saturday 9th-Sunday 10th:
Regional Outreach

November
Sunday 23rd: Annual General
Meeting (AGM) & Christmas
Picnic

March
Friday 21st to Sunday 23rd:
HFV Family Camp

June
Saturday 14th - Sunday 15th:
Regional Outreach

September
No Formal HFV events

December
No Formal HFV Events
Office Closer: TBC



