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Happy June to everyone. We are almost halfway through 2023. Please enjoy this current version
of CONTACT
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PERTH CHILDREN’S HOSPITAL CONTACT DETAILS
Clinic H, Level 1 (Haematology/Oncology Outpatients: Ph: 6456 0170
Medical Staff: Dr Tina Carter - Ph: 6456 0170

Nursing Staff: Natalie Gamble-Williams and Stacey Hutchison

Social Worker: Sarah Franz (Three days per week, contact for appointment) Ph: 3456 0413

FIONA STANLEY HOSPITAL CONTACT DETAILS

Clerk Front Desk: 08 6152 6542

Medical Staff: Dr Stephanie P’ng and Dr Dominic Pepperell

Nursing Staff: Sandra Lochore and Lara Olson

Social Worker: Helena Reynolds (Mon and Thurs 9:00 am - 1:00 pm, contact for appointment)
Ph: 6152 6527

Entrance to the Cancer Centre is on the outside of the building Postal Address (address all correspondence as Private and

Haemophilia and Haemostasis Centre Confidential);

Level 1 Cancer Centre Haemophilia and Haemostasis Centre
Fiona Stanley Hospital Level 1 Cancer Centre

102-118 Murdoch Drive Fiona Stanley Hospital

Murdoch WA 6150 Locked Bag 100, Palmyra DC WA 6961

Opinions expressed in Contact do not necessarily reflect those of the Foundation. All information is published in good faith but no
responsibility can be accepted for inaccuracies that may result from events beyond our control. HFWA reserves the right to edit
articles as it sees necessary. Material supplied on the internet is for information purposes only and is not to be used for diagnosis or
treatment.




HFWA Membership Renewals 2023/2024

The Aim of the Haemophilia Foundation of Western
Australia Inc. is to work towards a better quality of life
for people with a bleeding disorder and to provide
support for their families by:

. Providing peer support activities to our
community
. Providing information about bleeding disorders

to members and the general public

. Advocating and liaising with government
agencies and hospitals on behalf of the bleeding
disorders community

. Contributing directly to the assistance of
members in their education and welfare

. Supporting research and development of new
and improved therapies

. Encouraging the public to become blood donors

to the Australian Red Cross Blood Service

It is that time of the year again when Your foundation
asks you to renew your membership and update any
of your details that may have changed from last year.

The membership form can be found on our website in
a fillable format, or as a printed copy in this newsletter
if you receive a hard copy.

Scanning the QR code will take
you to our secure payment site
to pay your membership or
make a donation.

President’s Note

G’day Folks,

There’s some interesting articles in the newsletter this
month, as well as what’'s coming up later in the year.

Travel is a big thought on many people’s minds now; we
have included some great resources from HFA, and an
article from some of our community members, Ben &
Brianna. Look out for their follow-up article when they
return from their trip.

The May Men’s and Women’s breakfasts had to be
cancelled due to low numbers. We will be rescheduling
them soon, and please join us at these events, they are
held for YOUR benefit.

Have a look at the World Hemophilia Day and Lighting it
up Red photos and write-ups on pages 4-6. It's great to
see our community members promoting awareness of
inherited bleeding disorders.

HFWA memberships are due for the next financial year.
What we ask of you, our community, is to please keep
your membership up to date (or join - it's only $25 a
year) and support any peer group activities by
attending; we welcome any ideas and suggestions on
what role the HFWA should have and activities we run
to engage and bring our community together.

Consider donating to the HFWA before 30 June; we are
a registered charity and all donations over $2 are tax
deductible.

The 21st Australian Conference on Haemophilia, vwWD
and Rare Bleeding Disorders will be held from 24 to 26
August 2023 in Melbourne, and we would like to see as
many people as possible from WA to attend. Until next
time, and hope to catch up with as many of you as
possible at one of the HFWA’s upcoming events.

Gavin



21st Australian Conference
MELBOURNE 24 - 26 August 2023

COMMUNITY FUNDING

The Haemophilia Foundation of WA has opened
applications for funding to attend the conference.
Please click on the link to read the guidelines and
to access the fillable form.

Please email this back to office@hfwa.org

https://www.hfwa.org/get-involved/events/21st-
australian-conf

HFA have also allocated funding to help
community members with expenses to attend the
Conference.

FOR MORE INFORMATION
For more information, registration link and details
visit

www.haemophilia.org.au/conferences.

The 21st Australian Conference on haemophilia,
VWD & rare bleeding disorders will be held face to
face at the Pullman on the Park, Melbourne, 24-26
August 2023.

After a few years communicating and running
events virtually and online it will be wonderful to
see everyone come together again and at a
different time of year to our previous conferences.
HFA conferences bring together people with
bleeding disorders and their families and carers,
as well as health professionals, policy makers and
industry. It is a great opportunity to learn, discuss
and plan for the future.

The program committee is developing a
multidisciplinary program which will interest
everyone.

Topics will cover :

new developments in care and treatment
Inhibitors

new treatments

gene therapy

living with a bleeding disorder

getting older with a bleeding disorder
women/girls with bleeding disorders
family planning and genetics

von Willebrand disease

rarer bleeding disorders

managing pain

bloodborne viruses

new diagnosis

youth

sport and healthy activities
and.................. what’s on the horizon?



World Hemophillia Day Morning Tea

This year we held a morning tea at City West
Lotteries House, which is where the Haemophilia
Foundation Office is located.

We had a fantastic turnout, with so many of the
tenants stopping by for some delicious treats,
dropping in a donation, reading some of our
available resources and having a chat with us.

Some of the members that attended were Beryl,
Robin, Penny, Charlie, Maddie and Freddie, along
with Victoria. Thank you for bringing some
delicious treats to share and helping look after the
event.

Cheryl and | hosted the morning tea, and we thank
Nicky and Fiona from City West Lotteries House
for helping us to host the event and for providing a
lovely carrot cake.

These events help to bring a greater awareness of
the bleeding disorders-related problems faced by
many around the world, and of course here in our
own Western Australian community.

We had many questions about what Haemophilia
is and how it is managed.

Enjoy the great photos captured on the day.

Ann-Maree Foran
HFWA Office Co-Ordinator



HFA and HFWA are both WFH member
organisations, and many Australian volunteers
have been involved with WFH programs.

We are grateful that our community has
access to high quality treatment but we
recognise that many other parts of the world
do not have access to diagnosis, treatment
and care. Together as Australians, let's take
this opportunity to recognise this special day
and put our support behind the worldwide
effort for Access for All.

World Hemophillia Day
Lighting It Up RED

Every year on 17 April, World Hemophilia Day
is recognised to increase awareness of
Haemophilia, von Willebrand disease and
other inherited bleeding disorders. This is a
critical effort, since with increased awareness
comes better diagnosis and access to care for
the millions who remain without treatment.

World Hemophilia Day was started in 1989 by
the World Federation of Hemophilia (WFH),
which chose 17 April as the day to bring the
community together in honour of WFH founder
Frank Schnabel’s birthday.

This year the theme is Access for All. The
World Federation of Hemophilia, with the
support of volunteers from around the world,
does remarkable work with developing
countries with their GAP and Twinning
Programs and Cornerstone Initiative.

Did you know: WFH estimates indicate that
over 75% of people living with haemophilia
worldwide have not yet been identified and
diagnosed.



World Hemophillia Day continued...

Ally Meschenmoser (Finnick’s mum), shared a
very special event held at Finn’s day-care for
World Hemophilia Day recently.

The educators printed our colouring sheets for
the children and also set up a donation jar.
Well done to Finn’s day-care family!

Maddie’s beautiful hair bow, custom-made for
World Hemophilia Day



Top Tip from the HFWA Vice President Cheryl Ellis : Get travel insurance! Some overseas countries are very
expensive if you need medical attention, and better safe than sorry. Some travel insurance companies that
are better than others for travellers with existing medical conditions, if you aren’t sure, ask for advice from

some frequent travellers with bleeding disorders









Alex Coombs and Jane Portnoy are Social Workers at the Ronald Sawers Haemophilia Centre at Al-
fred Health in Victoria. This article is reprinted with permission from The Missing Factor: Winter 2022
Issue, the journal of Haemophilia Foundation Victoria.



Ben and Brianna’s adventure Part 1 :
Preparing for travel

Our names are Ben and Brianna; we are both 21
years old and are setting off on an adventure to
Paris, London and Singapore at the end of July
2023. We are both so excited to be able to go on
this trip, as it has been something we’ve wanted to
do since the pandemic started. Ben was diag-
nosed with Severe Haemophilia A at birth, but this
has not stopped us from leading an adventurous
lifestyle and desires to travel the world. With just
over a month left till we take flight, here’s what
we’ve done and had to consider while planning our
holiday.

One of the first concerns we ran into was travel
insurance. As any medical conditions must be
declared when applying for travel/medical insur-
ance, we had a bit of trouble trying to find a com-
pany that would cover Ben’s Haemophilia. After
asking several Haemophilia Foundation mem-
bers, we managed to find an insurance company
that could cover us both. We found that Allianz
Comprehensive Travel Insurance was the best fit
for us after Ben completed a medical assessment
over the phone.

Next, we needed to get medical certificates to be
able to carry Ben’s Hemlibra Subcut medication
in our hand luggage. This was a very easy pro-
cess of seeing the Haematologist at Fiona Stan-
ley Hospital and simply requesting a medical cer-
tificate.

We were reminded that when travelling with Hae-
mophilia medication, to pack in a hard insulated
case that is easily carried and accessible if in an
emergency. For the time period that we will be
travelling, Ben needs to pack three Hemlibra
Subcut injections (One injection per week) plus
one spare and one Eloctate injection for an emer-
gency.

Finally, for peace of mind, we’ve both made our-
selves familiar with where the nearest Haematol-
ogy Centre is, in each city, we are staying. This is
done in the case of an accident we know where
Ben can get the best aid possible for his condi-
tion.

We hope this can help anyone who is deciding to
travel with Haemophilia and show them that it
isn’t hard or scary to plan a holiday with a medi-
cal condition. We would like to encourage others
to go out and live life to the fullest and enjoy eve-
rything this world has to offer. Happy travelling!

Stay tuned for updates on their adventures.

Article written by Ben Ellis and Brianna Morley,
published with their permission, June 2023



World Hepatitis Day 28 July 2023

In July 2023 Australian landmarks will be
glowing green to raise awareness about
eliminating viral hepatitis. World Hepatitis Day
is marked internationally on 28 July and is one
of the World Health Organization’s nine official
global public health days. Green is used by
the global NOhep movement — the colour of
life, vitality and progress.

World Hepatitis Day is an opportunity to come
together to step up efforts to eliminate viral
hepatitis, in particular hepatitis B and hepatitis
C. Once again, the theme in 2023 is Hepatitis
can’t wait.

Many people don’t know that they have hep C.
For example, you could be at risk if you have a
bleeding disorder and ever had a blood
product before 1993.

Or some people have been cured but still
need follow-up for their liver health, especially
if they have cirrhosis.

Do you think this might be you? Or someone
you know?

By talking to our friends, family or a doctor
about testing, treatment and liver health
checks we can work towards the goal of viral
hepatitis elimination by 2030.

On World Hepatitis Day we are reminded not
to wait — know your hep C status, have treat-
ment to cure hep C, where possible, and follow
up on your liver health after treatment.

Look out for more information and activities on
our website and social media in the week lead-
ing up to 28 July.

FIND OUT MORE

Australian World Hepatitis Day website -
www.worldhepatitisday.org.au

HFA World Hepatitis Day page -
www.haemophilia.org.au/world-hep-day

This article is reprinted with permission from Hae-
mophilia Foundation Australia June 2023

Starting or Changing your career?

Are you thinking about starting or changing
your career? We have recently made sub-
stantial updates to the employment infor-
mation on HFA’s Factored In website for
youth.




New simple haemophilia testing guide

Unsure about genetic testing and factor level
testing in haemophilia and how it works in
women and girls?

Haemophilia Foundation Australia has
published a new education

resource, Haemophilia testing in women
and girls: a guide to answer these questions
simply and clearly.

The resource is aimed at women, girls and
parents of girls and uses relatable stories,
infographics and diagrams to tackle some
complex information in an accessible way.

How does a woman or girl know if she is
affected by haemophilia?

e What are genetic and factor level tests?

e \Who should have these tests and when?

e How is haemophilia passed on in a family —

and what if there is no family history?

Why do some women and girls have bleeding
symptoms or haemophilia and others do not?

HFA developed the education resource in
collaboration with women and parents in the
Australian community, Haemophilia Treatment
Centres and genetics and legal experts. We
would like to thank everyone involved for their
advice and creative ideas!

ophilia genetic testing, click to learn
more

HOW CAN YOU ACCESS THE RESOURCE?
Visit the HFA website page to:
Download the entire resource

or
Read it online magazine-style (ISSUU)

or

Download specific sections, eg genetic
testing and counselling.

To request print copies (free) email HFA at
hfaust@haemophilia.org.au

or call 0398857800




HFWA are selling quality shopping bags to support our
state programs.

Jute Large Shopping Red Shopping Bag $3

Bag $6.50

Email your order for the shopping bags directly to the HFWA office at office@hfwa.org with your name, ad-
dress and phone number or phone 9420 7294 and we will advise when your order can be collected - or we
will dispatch your order promptly by mail (postage can be arranged at extra cost)

For fast and secure payment, follow the secure Square credit card payment link below or simply scan the
QR code to go straight to the Square checkout

https:/Icheckout.square.site/merchant/06461WB19EDA8/checkout/R74ZARTGOWNVOO6YVONMBHMX

The features of the new app include a Refund
Point Finder map, a Container Scanner (great for
knowing what is eligible!), a 'Rapid Returns' section
to help add multiple member numbers to your
phone's wallet, tips for returning, and lots more. We
can't wait to start sharing some tips on how to use
the brand-new app to increase your fundraising.

Scheme ID

C10338968

When you return your containers to Containers
for Change, you’re not just keeping them out of
landfill and saving the planet - you're also
having a direct, visible impact on your local

community. And you're helping out your
Haemophilia Foundation at the same time when
you use the Scheme ID above to donate. A big
thank you to our members of the community that




WHAT IS COMING UP ?

HFWA Membership Renewals for 2023-24
21st Australian Conference Melbourne 24—26 AUGUST

Bleeding disorders Awareness month 1—31 OCTOBER

Bleeding Disorders Awareness Month is an opportunity for individuals and families as well as Haemophilia
Foundations and other organisations to take part in a campaign and activities to raise awareness about haemo-
philia, von Willebrand disease and related inherited bleeding disorders around Australia.

Spanning the entire duration of October, you can participate in Bleeding Disorders Awareness Month through
events, special activities, attending webinars and sharing your story.

Bunnings Sausage Sizzle for Bleeding disorders Awareness month

Stay tuned for the date in October, we will need volunteers and donations of drinks
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