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Not using MyABDR regularly?
Try a monthly calendar reminder to login and check if you 
are up-to-date with recording your treatments, bleeds and 
treatment stock.

And it will also help to retain your password!

Because to comply with Government security requirements, 
MyABDR accounts that are inactive for more than 45 days 
will require you to reset your password next time you log in.

MYABDR HELPDESK
Contact: MyABDR Support at the National Blood Authority  
(24 hrs 7 days a week)
T: 13 000 BLOOD (13 000 25663)
E: support@blood.gov.au

MyABDR tip



3

N
ati

on
al

 H
ae

m
op

hi
lia

 2
35

, S
ep

te
m

be
r 2

02
6

  From the  
 President

Alan 
Dursun

President,
Haemophilia
Foundation
Australia

Next month is Bleeding Disorders Awareness Month 
and we look forward to seeing our community 
get involved across Australia. This year’s theme, 
Teamwork: stronger together, recognises the 
team around people with bleeding disorders, from 
treatment centres and Foundations to family, friends 
and other health services. It is a timely reminder 
of the strength of our community and what we can 
achieve when we work together.

BBVS AND BLOOD PRODUCTS 
INQUIRY
As you may have seen in the media and in HFA 
communications, the Senate has called for an Inquiry 
into Contaminated blood and blood products. 
We welcome this inquiry and our first priority is 
to address the needs and welfare of our bleeding 
disorders community.  We know how important it is 
for the circumstances surrounding these experiences 
to be properly understood and for the voices of 
our community to be heard.  HFA is preparing a 
submission to the Inquiry on behalf of the Australian 
bleeding disorders community. This will be evidence-
based, drawing on HFA’s extensive data and the 
powerful stories of affected people in our community. 
For more information and how to get involved see 
pages 4-5 in this issue of National Haemophilia. 

WOMEN’S WORKSHOP
It was a pleasure for HFA to welcome Dawn Rotellini 
from the National Bleeding Disorders Foundation 
(USA), former Chair of the WFH Women and Girls 
with Inherited Bleeding Disorders Committee, to 
Melbourne on 1–2 July 2026.

Together with Suzanne O’Callaghan and Leonie 
Demos, Dawn facilitated the Women’s Stories Matter 
Workshop, bringing together 18 women from across 
Australia. The workshop provided an important 
opportunity for women to strengthen their ability 
to share their personal stories, advocate for their 

healthcare needs and connect with others in the 
community.

FAREWELL TO JOANNA 
MCCOSKER AND HELEN 
STAROSTA	

We acknowledge the retirements of Joanna McCosker 
from Queensland Children’s Hospital, Queensland 
Haemophilia Centre, and Helen Starosta from Royal 
Hobart Hospital.

Both Joanna and Helen have made an enormous 
contribution over many years, generously sharing 
their knowledge and expertise through HFA education 
resources and conferences, while providing dedicated 
care and support to people and families within the 
bleeding disorders community.

On behalf of HFA and our community, we thank 
Joanna and Helen for their years of service and wish 
them both all the very best in retirement.

CAMBODIA HEMOPHILIA 
ASSOCIATION (CHA) TWINNING
Claudio Damiani and I had the privilege of travelling 
to Cambodia in early August as part of WFH 
Twinning partnership between HFA and Cambodia 
Hemophilia Association (CHA).                              >> 

Joanna McCosker Helen Starosta
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We worked with CHA committee members in Phnom 
Penh and Siem Reap on leadership, governance, 
volunteering and fundraising, and participated in a 
family education morning in Siem Reap.

Spending time directly with the CHA community 
reinforced the importance of building sustainable 
local leadership and sharing knowledge between our 
organisations. We are currently working on a website 
with CHA and hope to go live by the end of the year. 

WFH YOUTH COMMITTEE
I am honoured to have been invited to join the WFH 
Youth Committee for 2026–2028, representing 
Australia alongside young leaders from across the 
international bleeding disorders community.

Having previously participated in the WFH Youth 
Leadership Program, I have seen firsthand the 
value of creating opportunities for young people to 
develop their voice, confidence and leadership. I look 
forward to contributing an Australian perspective 
internationally, while bringing those learnings back 
to our community and continuing to strengthen 
opportunities for young people to become involved in 
advocacy and leadership.

HFA NATIONAL SURVEY 2026
Finally, thank you to everyone who completed the 
HFA National Survey 2026. We received more than 
140 responses and greatly appreciate everyone 
who took the time to share their experiences and 
perspectives.

Your feedback will help HFA better understand the 
priorities and needs of our community and inform our 
work moving forward. We look forward to reviewing 
the results and sharing more with you.

New Senate BBV Inquiry  
and how to get involved

HFA and CHA family education morning in Cambodia

In September 2026 the Australian Parliament 
announced a new Senate Inquiry into Australian 
blood and blood products infected with bloodborne 
viruses (hepatitis B, hepatitis C and HIV) during the 
1970s–1990s. What does this mean for the bleeding 
disorders community?

For over 30 years HFA has stood alongside our 
community in advocating for recognition, care, and 
justice regarding infected blood products. We remain 
firmly committed to supporting you through every 
step of this Senate Inquiry process.

WHAT IS A SENATE INQUIRY?
A Senate Inquiry is a parliamentary investigation 
conducted by a committee of Australian Senators. 
Evidence is gathered from written submissions and 

FIND OUT MORE
•	 The Senate Inquiry website: 

https://tinyurl.com/Sen-BBV-Inq 

•	 Visit the BBV Inquiry section on the HFA 
website: www.haemophilia.org.au/BBV 

•	 Keep up-to-date through HFA e-news:  
www.haemophilia.org.au/sign-up   
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public hearings. The Committee gives a report with 
its findings and recommendations to the Australian 
Government. The Government must respond to 
the Committee - but is not required to accept its 
recommendations (our advocacy work continues!). 

WHAT IS THIS SENATE INQUIRY 
INVESTIGATING?
In 2004 the Senate investigated hepatitis C and the 
blood supply with 6 recommendations. In the view of 
HFA and many in our community, outcomes of that 
Inquiry were vastly inadequate. 

This BBV Inquiry is designed to investigate:

•	 some of the circumstances relating to blood 
products infected with bloodborne viruses

•	 the impact on people infected and their partners 
and families 

•	 and what the government has done since to rectify 
the situation for hepatitis C.

The Inquiry Terms of Reference and instructions 
for making a submission are on the Inquiry 
website. Submissions close on Friday 27 November 
2026. The report will be delivered in July 2027.

HOW CAN YOU PARTICIPATE?
You can make a submission to the Inquiry 

•	 as an individual

•	 and/or as part of a group

•	 and/or through an organisation. 

For example, you may choose to make your own 
submission and participate in HFA’s submission and 
be part of a group submission with other affected 
individuals. You are not limited in how you can have 
your voice heard.

A submission may involve sharing your story/
experience and/or responding the Terms of Reference 
with evidence (which you will need to supply). The 
Committee have confirmed with HFA that they will 
also invite people to share their story in person at the 
hearings across Australia.

HOW IS HFA PARTICIPATING?
HFA is preparing a submission to the Inquiry 
on behalf of the Australian bleeding disorders 
community. This will be evidence-based, drawing 
on HFA’s extensive data and the powerful stories of 
affected people in our community.

HFA will continue active lobbying with key policy 
and decision-makers, including ministers and MPs, to 
achieve meaningful outcomes for affected individuals 
and their families. Key advocacy priorities - informed 
by the 2025 survey of our affected community - 
include an acknowledgement and a financial scheme 
recognising the impact on people who were affected. 
This will continue over the next 12 months or more to 
make sure the inquiry’s recommendations are robust 
and swiftly implemented. 

Register your interest
•	 to have your experience or voice included as  

part of HFA’s organisational submission (can be  
a pseudonym): 
https://www.surveymonkey.com/r/BBVstory-form 

•	 to participate in HFA’s broader campaign and 
advocacy efforts targeting key decision-makers – 
email Natashia Coco, ncoco@haemophilia.org.au 

GETTING SUPPORT
We know this Inquiry may bring up a mix of strong 
emotions for many of our community members. Part of 
this may be the uncertainty – hoping for better outcomes 
at last, but aware that none of us can know what the 
outcomes of this Inquiry will be. Our community has 
proven its resilience over the years and some bleeding 
disorders community members may wish to make the 
Committee of Inquiry – and also the wider community - 
aware of their experiences. But you do not have to share 
your personal story if you don’t wish to.

If this situation affects you in any way, this is an 
important time to reach out for support, for example, 
talking to those close to you or other affected people 
with bleeding disorders and seeking professional help 
from:

•	 Your usual counsellor

•	 Your social worker/psychologist/counsellor at your 
Haemophilia Treatment Centre

•	 Your GP (who can also give a referral to 
counselling)

•	 Lifeline – phone 131114

For questions about your current hepatitis C or liver 
health, speak to your hepatitis specialist or your GP. 
If you think you may have been at risk for hepatitis C  
and would like to have testing, speak to your GP 
or contact HepLink (national telehealth service). If 
you have questions relating to HIV or HIV/HCV 
coinfection, speak to your HIV or coinfection  
treating team.
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Emiko Hunt
Health Promotion Manager  
(part-time)
ehunt@haemophilia.org.au

My name is Emiko, and I have joined HFA as the Health 
Promotion Manager. My role focuses on increasing 
support and promotion for young people and young 
families, as well as working on the GETs (Gene and 
Emerging Therapies) Hub.

I have extensive experience in marketing and business 
development across a variety of sectors, including health, 
education and the arts. For the past few years, I have 
been working in primary care research and education with 

Who’s new at HFA

Monash University’s Department of General Practice, 
while (slowly!) completing my Master of Public Health at 
the University of Melbourne.

I previously sat on the working Board of CDH Australia, 
a charity supporting families who receive a Congenital 
Diaphragmatic Hernia (CDH) diagnosis for their children. 
This charity is particularly close to my heart, as my son 
was diagnosed with CDH during pregnancy.

I am so looking forward to working with families, parents, 
children and young people in my new role with HFA.  
I hope to learn more about your experiences, hear your 
stories, and help support you on the journey you are on 
through health promotion.

Some interesting things about me: I am half Japanese,  
I lived in London for two years, and I now live in the 
suburbs with my husband, our two young children and 
our two rescue kelpies.

SAVE THE DATE
Mark your calendar and start planning 
your trip to Sydney.
Health Professional group meetings will 
take place on Thursday 19 August 2027.

STAY CONNECTED
Register your interest for being kept up-to-date with 
registration, the program, sponsorship and poster 
abstracts and make speaker and topic suggestions for 
consideration via the online form here:  
www.haemophilia.org.au/register-your-interest/

If you have any further questions, don’t hesitate to get 
in touch with us by email at hfaust@haemophilia.org.
au or call 03 9885 7800.

We look forward to seeing you in Sydney in 2027!

GOLD SPONSORS

A lifetime partnership ~  
Present. Past. Future.
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In October 2026, we are once again raising awareness 
about bleeding disorders in Australia with Bleeding 
Disorders Awareness Month. This year’s theme 
Teamwork: stronger together, celebrates the 
connections that bring our community together. 
By supporting each other, sharing knowledge and 
experiences, and working as a team, we can make 
a difference for our community. One important way 
is coming together to raise awareness of bleeding 
disorders in Australia.

WHAT’S ON FOR THE MONTH
Community events and activities will be held online 
and in person throughout the month. Kids can show 
off their creative side with our annual colour-in 
competition; various picnics, walks and camps will be 
held throughout Australia; and don’t forget you can 
join in too, hosting an information booth or your own 
Red Cake Day. For a list of what’s on and how you can 
take part, head to www.haemophilia.org.au/BDAM.

HOW CAN YOU GET INVOLVED?
Anyone can help raise awareness. Pop up posters at 
work or school, host a red-themed morning tea, run 
an information session with your child’s class, or even 
have your own Red Cake Day.

‘BDAM is a fantastic opportunity to come together 
with friends, colleagues, and the community and 
maybe even share your story. Talking about how your 
bleeding disorder affects you might help someone 
else who is suffering, or help someone to seek out a 
diagnosis for themselves. It can be so powerful.’

Shannon

‘I’m hoping it creates better awareness for young 
families so that they can receive better support, as 
they initially wouldn’t know where to go. Knowing 
there is support might reduce the impact of first 
finding out about it [bleeding disorder diagnosis]’.

Mike

‘It’s a great opportunity to reflect on the past, celebrate 
how far we’ve come and identify how far we have to go’. 

Lauren

‘[Red Cake Day] sparked conversations, built  
understanding and gave us a way to focus on raising 
awareness of bleeding disorders. What began as 
advocacy and education for our son has grown into 
something much bigger, with Lincoln now advocating 
for himself and becoming a role model for other 
younger children and families.’                         Jasmin

ORDER PROMOTIONAL ITEMS 

Support your fundraising or awareness activities 
with free promotional materials, such as:
•	 Posters
•	 Colour-in sheets
•	 Jibbitz (croc charms)
•	 Pop it (fidget) key chains
•	 Stickers, pens, balloons and more!
Complete the form on our website to place your 
order: www.haemophilia.org.au/BDAMorder
Please note that stock is limited. Place your order 
as soon as possible so you don’t miss out. 

Find out more about 
Bleeding Disorders 
Awareness Month 
www.haemophilia.org.au/BDAM
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Bleeding Disorders & Beyond is a brand new podcast 
being produced by Haemophilia Foundation Australia 
for the Australian bleeding disorders community. The 
podcast features interviews from community members 
and health professionals on a range of topics, including 
new and emerging treatments.

A podcast has been on the cards for years – we know 
many of our community members would love to be able 
to listen to our content on their commute or while on 
the move –and now you can!

Currently four episodes are available on the podcast:

•	 Steve’s experience having gene therapy for 
haemophilia A

•	 Dom on having gene therapy for haemophilia A –  
and it being unsuccessful

•	 Prof Cedric Hermans on new haemophilia  
treatments (and more)

•	 Gene therapy: ‘Ask me Anything’ with  
Dr Michiel Coppens

HFA now has a podcast

‘I have much less pain now. I still get some residual 
arthritic pain, particularly in my elbows, but I’m not 
getting breakthrough bleeds. I’m more mobile than 
ever. I’m a bit more ‘free of mind’ as well around 
thinking, “what do I need to do? When’s my next 
dose due?”’ – Steve on successfully receiving  
gene therapy for haemophilia.

‘I won’t see the success of it, but I know someone 
else will.’ – Dom explains how he can still feel  
positive despite his gene therapy being 
unsuccessful.

The podcast is available on Spotify and Apple Podcasts, 
or wherever you choose to listen. 

FIND OUT MORE 
www.haemophilia.org.au/podcast
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The 2026 version of Haemophilia: a guide for parents of a 
newly diagnosed child (the red folder) is now being shipped!

In August 2026 we celebrated the launch with one 
of our families and members of The Henry Ekert 
Haemophilia Treatment Centre at the Royal Children’s 
Hospital, Melbourne.

Our thanks to Isabelle, Jake, baby Mack, HTC Director, 
Dr Chris Barnes, Haemophilia Nurse Co-ordinator, Janine 
Furmedge and Haemophilia Data/Product Manager, Julia 
Ekert for taking time from their busy day to join us.

Often called the ‘Newly diagnosed folder’, the guide is a 
comprehensive resource for new parents.

‘The Newly Diagnosed folder is essentially an 
information booklet for parents, grandparents 
and family members that gives you all you need 
to know about haemophilia. It’s a great tool to 
understand what bleeds are, what bruises are, 
what you can expect in your first year, in the 
coming years of your child’s life, and how to tackle 
those moments.’                                Isabelle and Jake

‘One of the things that we always chat with 
parents about is being a little bit careful about 
where you get your information from. The folder 
is valuable because it gives information in the 
Australian context, relevant to the health care 
system in Australia. And it gives stories from 
parents around the country who are going through 
similar experiences.

‘The folder is also helpful for finding the information 
that they need at the time they’re ready for it. They 
can dip in and out of the book, and they can share 
it with their families. Often everyone in the family 
wants to support them, and it’s good when the 
family has the same source of information.’                                                                      	
	                                                                           Janine

‘I think the most important message that I can 
give parents, having been involved in those initial 
discussions over the last 30 years or so, is to get 
information. 

‘For parents of children newly diagnosed with 
haemophilia, it’s a period of time when they are 
very anxious and downright scared about the 
diagnosis. Information is really very important, 
and this book provides that information to you 
in an evidence-based but very easily understood 
manner. It doesn’t take away from the fact that 
your child has haemophilia, but it takes away some 
of that concern and presents the information a very 
reassuring way.’                                           Chris

How to order a print copy
•	 Order online at:  

www.haemophilia.org.au/resource-order-form

•	 Contact HFA at:  
hfaust@haemophilia.org.au or 03 9885 7800 

If you already have a red folder (2017 version),  
you have the option to order the new pages  
and tabs only and insert them into your existing 
folder cover.

Downloadable PDFs are available from:  
www.haemophilia.org.au/resources. 

This education resource was published with the support 
of donations of many individuals to Haemophilia 
Foundation Australia and an education grant  
from Takeda.

Haemophilia  
guide launch
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If diagnosis is the first step to care, how do we 
increase testing and treatment of women and girls 
with bleeding disorders – when they experience 
particular challenges, delaying their diagnosis by 
many years? Globally we have seen that women’s 
personal stories are a powerful agent for change. On 
1-2 July 2026 18 women met in Melbourne for the 
Haemophilia Foundation Australia (HFA) Women’s 
Stories matter Workshop to focus on the art of telling 
your story effectively.

Coming together from nearly every Australian state 
and territory, the women were of different ages and 
diverse bleeding disorder experiences – and highly 
motivated. Some were members of the HFA Women 
and girls Advisory Committee (WOMAG); others 
had applied to participate. 

It was an inspiring and informative two days. The 
workshop aimed to upskill Australian women with 
bleeding disorders around telling their personal story 
for their healthcare self-advocacy and to support HFA 
and local Foundations’ work to advocate for women 
with bleeding disorders.

We were fortunate to have Dawn Rotellini from the 
National Bleeding Disorders Foundation, USA, as 
guest facilitator. Dawn was the inaugural chair of 
the World Federation of Hemophilia Women and 
Girls with Bleeding Disorders (WGBD) Committee 
and has been diagnosed as a symptomatic carrier of 
haemophilia B herself. Her dynamic and engaging 
sessions were based on a wealth of personal and 

international experience. Leonie Demos, WOMAG 
chair, and Suzanne O’Callaghan from HFA  
co-facilitated with Dawn to consider the Australian 
situation and how to achieve change locally.

Sessions were practical but also explored a range  
of issues:

•	 A mask activity to reflect on the inner and outer ‘self’

•	 Communicating with impact

•	 The international and Australian WGBD 
environments

•	 A viewing of the film Dismissed (women’s 
experiences of having their bleeding disorder 
dismissed)

•	 A medical Q&A with Dr Elise Flynn, haematologist 
at The Royal Children’s Hospital, Melbourne

•	 Strategies to work with others

•	 Where to next? Opportunities to share this with 
other women with bleeding disorders, for example, 
in Foundation peer support or other activities.

The evaluation of the workshop was overwhelmingly 
positive – both from the perspective of the participants 
and the facilitators. Thanks to Shannon, Rebecca and 
the facilitators who shared their reflections with us. 
Some excerpts are below.

Women’s Stories matter  
Workshop
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Rebecca
‘I have grown up and raised a family within 
the bleeding disorders community. While I 
have experienced some of the issues discussed, 
listening to the stories of women with a wide 
range of bleeding disorders reinforced just 
how varied these experiences can be - and how 
important it is that women’s stories are heard.

‘The strongest message from the workshop for 
me was simple but powerful: bleeding disorders 
are not just about men. Women bleed too. 

‘Listening to these stories reinforced how 
important it is that we continue to share them. 
Lived experience not only helps other women 
feel less isolated; it also shapes research 
priorities, informs clinicians, improves models 
of care and ultimately leads to better health 
outcomes. One of the communication workshops 
reinforced that our stories have power because 
they are authentic. They help others understand 
what statistics alone never can.

‘I left feeling hopeful. There is still a long 
way to go before women and girls receive 
the recognition and care they deserve but the 
commitment from the international community, 
HFA and those in the room was clear. Every 
conversation, every story shared and every 
woman who feels empowered to seek care or 
speak up contributes to that progress.’

Shannon
‘The education was exceptional, but it was 
the conversations, the shared experiences, the 
kindness, the encouragement and the genuine 
connections with other women that had the 
greatest impact on me. For the first time in a 
long time, I felt completely understood.

‘Meeting Dawn again was a particular 
highlight. Spending time talking with her 
reminded me why storytelling and advocacy 
matter so much, and how powerful lived 
experience can be when it’s shared with others.

‘I came home with new knowledge, new 
friendships and renewed confidence to advocate 
not only for myself and my family, but also for 
other women and girls living with bleeding 
disorders. More than anything, I came home 
with a renewed sense of purpose. I genuinely 
feel like I have found a spark that I thought  
I’d lost.

‘As parents and carers, we often become so 
focused on looking after everyone else that 
we forget to nurture ourselves. This workshop 
reminded me that investing in ourselves isn’t 
selfish, it allows us to show up more fully for 
our families, our communities and for the 
causes we care about.’

‘It was all so wonderful. I think meeting everyone and introducing others to the group. It made me aware 
that I’m not the only woman and that we all have stories - amazing and in depth stories; however, similar 
stories as well.’

‘I really hope there are more opportunities for these women’s workshops in future! Thank you so much for 
the opportunity to take part. I really feel like this experience has unlocked a new me!’

TAKEAWAY MESSAGES

PARTICIPANT HIGHLIGHTS
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Dawn
I was honored and excited to be invited to help 
facilitate and present at the workshop. If I’m honest, 
I was also a little nervous. I was joining a group 
of women, most of whom I had never met before, 
and I hoped that by the time we said our goodbyes, 
everyone would feel empowered, supported,  
and uplifted.

What I received in return was an incredible gift.

From the moment we came together, I experienced 
warmth, trust, and genuine welcome. We quickly 
became connected as a community because the 
participants arrived with open hearts and open 
minds, willing to share their experiences and tell 
their stories. Each woman brought something 
valuable to the conversation, and together we 
created a space where everyone could learn, 
support, and encourage one another.

The workshop reinforced something I deeply 
believe: it is time to improve the diagnosis, 
treatment, and care journey for women and girls 
with bleeding disorders. We can do that together 
as an Australian bleeding disorders community 
by listening, believing, and supporting one 
another. When someone shares their symptoms or 
experiences, they deserve to be heard. 

By elevating those voices and standing together, 
we can help pave the way for a future where  
fewer women face the challenges of being 
dismissed and more receive the care and 
understanding they deserve.

Leonie
As someone who has facilitated many workshops 
over years, I was overjoyed to be a part of the 
Stories Matter workshop. I learned so much 
from not only from my co-facilitators Dawn 
and Suzanne but from all the women who 
participated. These women showed their bravery 
in sharing their stories with each other. But they 
also had an appetite to learn how to share their 
stories to empower others – recognising that 
all their stories were important. I believe the 
workshop was another step towards improving 
health outcomes for women and girls with 
bleeding disorders and a reminder of the power 
of sharing stories collectively and with purpose. 
Many thanks to HFA team for the opportunity.

FACILITATOR REFLECTIONS
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Suzanne
It was such a privilege to co-facilitate the workshop 
with Dawn and Leonie and be part of the journey 
with the amazing group of women who attended. 
Dawn, Leonie and Dr Elise Flynn all volunteered 
their time - and shared their phenomenal expertise 
and insights with so much care and preparation. 
We had a shared mission: I knew that there would 
be power in bringing this group of women together 
but when we reached the end, I was really moved 
to see the determination of the group to generate 
change for women and girls in Australia. And my 
thanks to the HFA team for all their work to make 
the workshop happen and create such a sensitive, 
supportive and enabling environment. 

The women left the workshop inspired, each with 
their own commitments and plans to use what they 
have learned in their personal life and with their local 
community. We wish them well and will be touching 
base with them in a few months to hear about their 
experiences.

We thank Sanofi for providing an Education Grant to 
HFA to run this workshop.

HFA is hosting a national  
Youth Workshop in Melbourne on 
21 and 22 November 2026.  

Places are limited.

For more information about funding  
and the application process visit: 
https://tinyurl.com/yhyv-2026 

Youth Workshop  
– Shared Decision Making

Stock image: Magnific
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Project Elevate Her is a global initiative focused 
on improving quality of life for women living with 
bleeding disorders by accelerating diagnosis and 
access to care.  

Maia Meier will complete a series of high-altitude 
expeditions across the Seven Summits (the highest 
mountain on each continent). She completed Mount 
Blanc in June and her next expedition is Manaslu. In 
Australia she will climb Mount Kosciuszko in 2028. 

The journey also represents a historic athletic 
milestone. Through the expedition, Meier aims 
to become the first woman living with a bleeding 
disorder to complete the Seven Summits and the 
second Canadian woman to climb the Seven Summits 
and ski to the South Pole. 

Maia has von Willebrand disease. 

Project Elevate Her

‘For many women with bleeding disorders, the 
most difficult part isn’t the condition itself - it’s 
being recognized and believed. Project Elevate Her 
is about bringing visibility to those experiences 
while also showing what becomes possible when 
women are properly supported,’ said Maia. 

Haemophilia Foundation Australia will partner 
with the World Federation of Hemophilia, Bleeding 
Disorders Canada, European Haemophilia 
Consortium and National Bleeding Disorders 
Foundation on this campaign. 

‘Mountaineering at this level requires preparation, 
resilience, and trust in your body.  That experience 
reflects what many women with bleeding disorders 
navigate every day. The goal is not simply to climb 
mountains - it’s to create space for conversations  
that have been missing for far too long.’ 

Follow her journey on Instagram @maialetitia 
and at: www.projectelevateher.com

Maia (middle) with supporters at Congress
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ISTH 2026 – what’s on the  
horizon for bleeding disorders?
 Ashley Fletcher

The International Society 
on Thrombosis and 
Haemostasis (ISTH) 2026 
Congress was held in Paris, 
France, in July 2026 and 
brought together clinicians 
and researchers from 
around the world to discuss 
the latest developments 
in bleeding and clotting 
disorders.

For people living with 
bleeding disorders, an 
important message from 
the Congress was the 
continuing development 
of new treatments, with 
a focus not only on 
preventing bleeds but also 
on reducing treatment 
burden and improving 
quality of life.

NEW AND EMERGING 
TREATMENTS
Several new treatments for haemophilia and von 
Willebrand disease (VWD) are progressing through 
clinical trials.

For haemophilia, researchers continue to investigate 
treatments that work differently from traditional 
factor replacement and may offer less frequent 
or more convenient treatment. One interesting 
development is Inno8, an experimental oral treatment 
for haemophilia A which has completed Phase I trials 
with no problem.

There was also encouraging progress in VWD, 
including VGA039 and HMB-002. Both are 
being investigated in clinical trials that include 
Australian centres and represent new approaches to 
preventing bleeding.

Gene therapy remains an important area of research 
in haemophilia. As experience grows, there is 
increasing emphasis on long-term follow-up to 
understand how well these treatments continue to 
work and to monitor their safety. Newer approaches, 
including gene-editing technologies such as CRISPR, 
which finds a specific piece of altered genetic code 
inside your cells and can cut, fix, or turn off a disease-
causing gene, are also being explored.

RARE BLEEDING DISORDERS
Rare bleeding disorders also received attention 
at ISTH 2026, including research into factor VII 
deficiency and Glanzmann thrombasthenia. Early 
clinical trial results for some new treatments are 
promising, although more research and longer  
follow-up are needed.

LOOKING BEYOND BLEED 
NUMBERS
Another important theme was how we measure 
whether treatment is successful. Preventing bleeds 
remains essential, but researchers are increasingly 
looking beyond bleed rates to outcomes such as quality 
of life, treatment burden and physical functioning.

This is becoming particularly important as newer 
treatments allow many people to experience very few, 
or even no, bleeds.

Overall, ISTH 2026 demonstrated how quickly 
treatment for bleeding disorders is changing. Many of 
the treatments discussed are still being tested and are 
not yet available for routine use, but they provide an 
encouraging glimpse of what treatment may look like 
in the future.

Ashley Fletcher was funded to attend ISTH 2026 
by AHCDO supported by National Blood Authority 
funding.

Ashley Fletcher is AHCDO Senior Research Fellow

ISTH 2026
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ISTH 2026

I had the privilege of attending the International 
Society on Thrombosis and Haemostasis (ISTH) 2026 
Congress in Paris from 11–15 July 2026. Bringing 
together more than 10,000 clinicians, researchers and 
healthcare professionals from around the world, the 
Congress showcased exciting advances in bleeding 
disorders research, emerging treatments and evolving 
models of care.

Several key themes stood out for me that will 
influence the future of haemophilia care - not only in 
Australia but worldwide.

HAEMOPHILIA AND AGEING 

One of the strongest messages from this year’s 
Congress was that people with haemophilia are living 
longer than ever before. The proportion of people 
with haemophilia aged over 65 has increased steadily 
over the past decade, reflecting remarkable advances 
in treatment and comprehensive care.

While this is a tremendous success, it also presents 
new challenges. As people age, they are more likely 
to develop common health conditions such as heart 
disease, stroke, arthritis and osteoporosis. Managing 
these alongside a bleeding disorder requires close 
collaboration between haematologists, general 
practitioners and other specialists to ensure treatment 
remains safe and effective throughout life.

The focus of haemophilia care is no longer simply 
preventing bleeding - it’s supporting healthy ageing 
and maintaining quality of life.

Perhaps one of the most confronting messages from 
ISTH 2026 for me was that haemophilia carriers can 
and do experience significant bleeding.

For many years, women carrying the haemophilia 
gene alteration were often referred to simply by their 
genetic status as ‘carriers’, creating the misconception 
that they do not have bleeding symptoms. Many 
carriers experience heavy menstrual bleeding, 
prolonged bleeding following surgery or childbirth, 
easy bruising and recurrent nosebleeds - even when 
their clotting factor levels are only mildly reduced or 
within the lower end of the normal range.

Dr Paula James highlighted that bleeding severity 
is influenced by much more than factor VIII (8) or 
factor IX (9) levels alone. Von Willebrand factor 
levels, blood group (particularly blood group O), 
genetic factors and, most importantly, an individual’s 
personal bleeding history all contribute to bleeding risk.

This represents an important shift in thinking. Rather 

ISTH 2026 Congress highlights
 Yuhsuan Lin (Yoshi)

HAEMOPHILIA CARRIERS BLEED TOO

L-R Dr Thomas Day, Sunil Abraham, Yoshi Lin and  
Dr Yvonne Brennan                       Photo: Yuhsuan (Yoshi) Lin 



17

N
ati

on
al

 H
ae

m
op

hi
lia

 2
35

, S
ep

te
m

be
r 2

02
6

than relying solely on laboratory results, clinicians are 
increasingly recognising that the patient’s bleeding 
history should guide assessment and treatment.

The World Federation of Hemophilia estimates that 
approximately 390,000 women worldwide have 
factor levels consistent with haemophilia or clinically 
significant factor deficiency, yet only around 11,000 
females have been identified. This enormous gap 
highlights the need for greater awareness, earlier 
diagnosis and equitable access to care for women and 
girls affected by haemophilia.

The message was simple but powerful: haemophilia 
carriers bleed too, and their symptoms deserve to  
be recognised, investigated and have equal access  
to treatments. 

GAPS IN DIAGNOSIS WORLDWIDE
Many people living in low- and middle-income 
countries still do not have access to diagnostic testing 
or specialised care. Researchers estimated that 64% 
of inherited bleeding disorders remain undiagnosed 
worldwide, increasing to 88% in low-income countries.

Slide from Dr Robert Klamroth, Haemophilia and aging: management of cardiovascular disease. In State of the Art  
(ISTH and EAHAD joint session): Haemophilia and aging.

Improving global access to diagnosis and treatment 
remains a major priority for the international 
haemophilia community.

NEW TREATMENTS
Several next-generation non-factor therapies were 
presented, including concizumab, Mim8 (Denecimig) 
and NXT007 (Zemocimig). These medicines are 
designed to provide effective bleed prevention 
through simple subcutaneous injections, with dosing 
intervals ranging from daily to once every four weeks. 
Early clinical trial results demonstrated substantial 
reductions in bleeding rates, with many participants 
experiencing no treated bleeds during the study period.

These advances offer the potential for greater 
convenience, improved quality of life and increased 
treatment options for people living with haemophilia 
in the future.   >>

Co-morbidities and medical problems in aging haemophilia  
patients

Sexual problems
Psycho-social impact

Quality of life

Cardiovascular disease

Haemophilia-related items

Haemophilic arthropathy

Chronic hepatitis C infection

HIV infection

Inhibitor development Surgical interventions

Malignancy

Internal diseases

Non-Haemophilia-related items
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CONCLUSION
One of the greatest strengths of ISTH is the 
opportunity to learn from colleagues across different 
healthcare systems and cultures.

I was honoured to be a co-moderator with Dr. Laurie 
Sardo (Hamilton, Canada) to one of the Nurses and 
Allied Health Scientific Sessions - Improving care in 
Thrombosis and bleeding disorders: multidisciplinary 
approaches and patient engagement. Nurses and allied 
health professionals shared innovative approaches to 
improving patient care, education and service delivery.

It was also encouraging to see initiatives such as 
onsite childcare, making international conferences 
more accessible and supporting greater participation 
from healthcare professionals with young families.

ISTH 2026 highlighted how rapidly haemophilia care 
continues to evolve. While innovative therapies are 

Congress: stories of challenge 
and resilience
Lenny

In April 2026 I was absolutely honoured to be 
invited to speak at the WFH (World Federation 
of Hemophilia) 2026 World Congress in Kuala 
Lumpur, Malaysia. I spoke at two separate workshops 
from the PWBD (People with Bleeding Disorders) 
psychosocial stream. In both sessions I was 
interviewed by Alfred Health Social Worker  
Jane Portnoy. 

CHALLENGES AND 
COMPLICATIONS
In the first workshop, ‘Psychosocial strategies in 
managing bleeding disorders’, I shared challenges 
and complications of living with haemophilia: the 
emotional struggles of dealing with intravenous 
treatments, the pain and the internal trauma 
with needle phobia and having to be treated 
very frequently. Thanks to the advancement of 

haemophilia treatment over the years, from on-
demand, prophylactic, extended-half-life, and now, 
bypassing agents and changes from intravenous 
to subcutaneous mode of delivery, I can now take 
control of my own treatment and enjoy more 
freedoms, which is empowering. It is indeed amazing 
to see/experience firsthand how far haemophilia 
treatment has progressed. 

The second workshop was the following day: ‘The 
weight we carry: psychosocial realities of living with 
bleeding disorders’. Although I attempted playing 
sports as a kid, being vision impaired meant I was 
always hit by the ball, and eventually, I developed a 
habit of running away from the ball/my team mates 
instead of catching it (needless to say, nobody wanted 
me on their team!). I was also very uncoordinated, 
having mild palsy, and was weaker on my left side. 

transforming treatment, equal attention is being given 
to improving diagnosis, supporting healthy ageing, 
and ensuring women and girls receive the recognition 
and care they deserve.

I am excited to bring these new insights back to 
Australia and continuing to work alongside our bleeding 
disorders community to deliver the best possible care.

The opportunity for nurses to attend the ISTH 2026 
Congress came from a number of funding sources, 
including Pfizer, Novo Nordisk, Sanofi and CSL Behring.

Yuhsuan Lin (Yoshi) is State-wide Haemophilia Nurse 
Consultant at the Royal Adelaide Hospital, South 
Australia
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FINDING MUSIC
From a young age, I already expressed a fascination 
and desire to play the piano, from listening to my 
cousins and aunts practicing at my grandmother’s 
house. After much searching, mum eventually 
found a music school that was willing to give an 
uncoordinated, blind student a go. 

When I began primary school, a teacher suggested 
that I should take up a group instrument, as I 
wasn’t involved in sports. At the time, the only 
music instruments available were violin and cello. 
Because of my shunt being on my left side, violin 
was inadvisable, so the teacher had to find a group 
of students willing to be in a cello group. Although I 
was competent, I discontinued cello after one year as 
I found it cumbersome to carry. 

I chose the clarinet as it was more portable (and I 
liked its mellow tone) and enjoyed being a member of 
school concert bands in my junior and senior years. 

This allowed me to safely involve myself in a social 
activity as participating in sports and bush camps 
were dangerous for me as a person with comorbid 
vision impairment and haemophilia.

Lenny sharing his experiences with Jane Portnoy in their 
Congress presentation
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STORIES OF RESILIENCE
Listening to other speakers talk about their experi-
ences with haemophilia, three things that particularly 
resonated with me: the stigmas experienced by some 
haemophilia communities, the use of AI (artificial 
intelligence) for treating and discussing haemophilia 
in remote communities, and the willingness to reveal 
a haemophilia diagnosis when planning a family.

It was eye opening to hear about the incredible 
innovations, experiences and insights from various 
communities. Some participants revealed that getting 
tested for a bleeding disorder may negatively affect 
their employment, social, education and employment 
opportunities.

It’s one thing to hear about dramatic stories, quite an-
other to actually see the people who are telling their 
stories of their struggles.  

An urgent need for language reforms were also 
discussed: currently, women are blamed for being 
‘carriers’ of the haemophilia gene alteration. This 
overlooks the fact that about a third of haemophilia 
cases are caused by a spontaneous genetic mutation, 
and women can also be affected by a haemophilia 
diagnosis. Hopefully through better education and 
medical care such issues can be resolved. 

It is amazing that AI is being developed to support, 
diagnose and treat bleeding disorders in remote 
communities such as Saytù Hemophilia, a chatbot 
developed by Dr. Awa Babbington-Ashaye for the 
Senegal community. 

In the session ‘Am I selfish for wanting a family? 
Family planning for people with bleeding disorders’, 
Taqrir Akramin Bin Khalib, a patient with severe 
haemophilia B, shared with us his story and various 
strategies about disclosing his haemophilia diagnosis 
with his partner/partner’s family, such as sharing 
his treatment regime, inviting her to camps and 
haemophilia community meetings, so that she feels 
involved and realises that a life with haemophilia is 
nothing to be ashamed about. I was deeply moved 
by his talk.There were so many interesting talks 
happening concurrently that it was impossible to 
attend all of them, but I have definitely walked away 
with a greater appreciation of the courage of the 
haemophilia community and the wonderful medical 
and technological research and advancements that is 
happening all over the world.

Speaking at this event was an amazing experience. 
Thank you to WFH for encouraging me to speak at 
this event, share my experience, and most of all meet, 
learn and connect from the broader bleeding disorder 
community. They offer courage and positive attitude 
towards a better future.

Lenny was assisted by funding from WFH to attend 
the WFH 2026 World Congress.

Photos supplied by Lenny and reproduced with permission.

Lenny is a member of the Australian bleeding disorders 
community

L-R Tim (Australia), Michael (Malaysia), Lenny



21

N
ati

on
al

 H
ae

m
op

hi
lia

 2
35

, S
ep

te
m

be
r 2

02
6

Exercise as medicine
 Veronique Beets

Thriving as we age with a bleeding disorder
Not so long ago, people with bleeding disorders 
had significantly shortened life expectancies. 
Physical exertion was actively discouraged, for 
fear of triggering bleeds. Thankfully, today things 
are very different. Modern prophylaxis (preventive 
treatment) and personalised care mean many people 
with bleeding disorders now live long, active lives 
well into older age. This brings a new challenge for 
clinicians, helping our patients manage the physical 
changes that come with ageing. Exercise is one, if not 
the best, tool we have for that.

THE BENEFITS OF EXERCISE  
FOR BODY AND MIND
Ageing brings its own health considerations - heart 
health, metabolic changes, joint preservation - and for 
people with bleeding disorders, these sit alongside the 
joint and bleed management many of us already think 
about daily. 

But the benefits of regular exercise go well beyond 
the joints. 

Aerobic activity builds cardiovascular fitness and 
helps manage weight, which reduces day-to-day load 
on target joints. 

Strengthening the muscles around a target joint 
improves stability and may reduce both pain and 
bleed episodes. 

Weight-bearing and resistance exercise also helps 
support bone density, which tends to run lower in 
people with bleeding disorders.1 

Balance and functional strength training lowers 
fall risk, increasingly important as we get older. 

And exercise supports better sleep, mood and 
cognitive health, cutting the risk of anxiety and 
depression too.

The evidence backs this up. Regular physical activity 
is linked to about a 19% lower risk of heart disease 
and stroke, a 17% lower risk of type 2 diabetes, and 
up to a 28% lower risk of certain cancers.2 For older 
adults specifically, structured exercise programmes 
cut the rate of falls by roughly a fifth,3 which matters 
a lot when you’re already managing joint damage.

HOW MUCH EXERCISE DO  
WE NEED?
So how much do we actually need? The World Health 
Organization’s guidelines apply well to most people 
with bleeding disorders and give a clear, workable 
weekly target:2

Aerobic activity: at least 150 to 300 minutes of 
moderate-intensity activity (anything that makes you 
breathe faster and gets your heart rate up) per week, 
or 75 to 150 minutes if it’s vigorous. Depending  
on your own physical circumstances, the activity can 
vary from walking, swimming, aqua jogging  
to tennis.

Strength: muscle-strengthening (pushing and pulling 
movements) activity covering all major muscle 
groups, on 2 or more days a week. This is a vital 
component to help maintain bone density.

Balance: for older adults, varied activity that 
emphasises functional balance and strength, on 3 or 
more days a week, to maintain function and prevent 
falls. However, it is recommended you start working 
on balance before you notice a problem (e.g. tai chi, 
yoga, specific falls prevention programmes).

Every move counts: if you can’t hit these targets, 
any activity helps. Start small and build up.  

These targets are safe and achievable for most people 
with bleeding disorders, but should always be tailored 
with your HTC physiotherapist, particularly around 
higher-impact activity, contact sport, and factor cover 
for more vigorous sessions.                                      >>
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A GROUP MODEL IN ACTION: 
COMBINING GYM AND 
HYDROTHERAPY
To turn all this into something practical, here’s an 
example close to home: community-based exercise 
groups offer a safe, structured space to actually  
get moving. 

We run one such group weekly in Wellington, 
New Zealand, at one of our community hospitals, 
established more than ten years ago by the 
Haemophilia physiotherapist and still going strong 
today. It’s a two-hour session each week, split 
between land and water. 

Full disclosure: it’s not two full hours of exercise! 
There’s plenty of time for socialising too—which is 
probably everyone’s favourite part (along with the 
Christmas lunch—thank you, HFNZ!).

The Gym Session: Structured functional movement, 
progressive resistance work with light weights 
or resistance machines, and some gentle aerobic 
conditioning to build core stability and support target 
joints.

The Hydrotherapy Session: The pool offers real 
advantages for recovery from acute bleeds, ageing 
joints and chronic arthropathy. Buoyancy eases load 
on weight bearing joints such as spine, hips, knees 
and ankles for low-impact movement. Hydrostatic 
pressure helps circulation and reduces chronic joint 
swelling. And the natural resistance of the water 
provides a safe way to strengthen muscle without 
high-impact forces that come with exercising on land.

Suitable for all: the group ranges in age from thirties 
to eighties, both men and woman, and physical ability 
varies from mobility restricted to mostly wheelchair-
based to being able to play tennis. The goal is your 
own individualised programme, with the benefit of 
exercising alongside others.

COMMUNITY, CONNECTION 
AND ‘TALK THERAPY’
While the physical gains are important, social 
connection is just as powerful. 

Our participants proudly named themselves 
the ‘Masters Group’. It’s open to anyone: some 
attend weekly, others drop in when the need 
arises, particularly after a flare-up or acute bleed, 
and just knowing the group is there every week is 
a benefit in itself. 

Exercising together builds peer support, shared 
learning and real friendships. Members motivate, 
encourage and support one another. Often, 
that’s the difference between showing up on 
a low-energy week and staying home. Shared 
conversation, our vital ‘talk therapy’, does as 
much for mental wellbeing as the pool does for 
joint health.

In their own words

‘For at least 10 years, a like-minded group 
of us have met at Kenepuru Hospital under 
the watchful eye of our treatment centre 
physiotherapist. Many of us would not be 
nearly as active without the group’s exercise 
and swimming — we’re extremely grateful  
to our local health board for supporting it.’  

‘I’m grateful for the Masters Group — it’s 
been through a few permutations, a lot like 
my joints! My mantra is ‘use it or lose it’, 
and I’m inspired by fellow members with 
significant physical challenges who keep 
showing up with a positive ‘let’s go’ attitude.’  

‘I get a lot of inspiration from the members 
with severe conditions. It’s a friendly, 
sociable, inclusive group — we exercise, 
laugh, talk sport, check in on each other,  
and have fun.’  
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HOW TO GET STARTED
Whether you’re managing existing joint damage or 
taking your first steps toward an active routine, it’s 
never too late. Exercise really is medicine, for the 
heart, the mind, the bones, and for quality of life 
generally. 

Always check in with your Haemophilia Treatment 
Centre (HTC) physiotherapist or healthcare team 
before starting something new, so it’s tailored safely 
to you. 

To find local support, reach out to your local 
Haemophilia Foundation or HTC.
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Veronique Beets is Physiotherapist, Wellington 
Haemophilia Treatment Centre, New Zealand
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World Hepatitis Day is marked globally on 28 July. 
The world comes together in an effort to eliminate 
viral hepatitis by 2030. At the same time, it’s a 
reminder that hepatitis C and liver health remain 
important issues for our community.

In 2026 the national theme was Take the next step, 
a message to take the next step for your health, no 
matter where you are in your journey. 

Why is this relevant to people with bleeding 
disorders?

	Some people may have acquired hep C before 
1993 and not know they were at risk

	Hep C can now be cured and treatment is simple

	Even if you are cured, if you have cirrhosis 
or extensive scarring, you will need ongoing 
6-monthly liver health monitoring

	You might be wondering if you can have gene 
therapy if you are cured of hep C.

And whether we have had hep C or not,

	A healthy liver is vital to all of us. 1 in 3 
Australians have liver disease. 

Find out 5 ways to keep your liver healthy  
at:  

www.haemophilia.org.au/healthy-liver. 

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 extremely low. 
But many people in our community live on with the 
consequences of those early infections.

WHO IS AT RISK? 

It’s important to share the message that if you ever 
had a blood product to treat your bleeding disorder 
before 1993 – even once – you could be at risk. This 
includes women who carry the gene for haemophilia 
and people with mild bleeding disorders who are over 
33 years of age.

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.

Hep C blood tests to find out your hep C status are 
free. This is very simple – a telehealth appointment 
through HepLink (www.heplink.au) or a GP or HTC 
can organise it. And if you do have hep C, you can 
have treatment to be cured.

World Hepatitis Day 2026
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CURED OF HEP C? HAS YOUR 
LIVER RECOVERED?
If you are cured of hep C, how well has your liver 
recovered?

It’s important to know whether you had 
cirrhosis or extensive scarring before being 
cured of hep C. If you did, you will still need 
to have a liver ultrasound scan every 6 months 
long-term. This is to screen for liver cancer – which 
has a much better outcome if picked up on screening 
and treated early.

If you don’t know, check your liver test results with 
the doctor who managed your hep C treatment.

Sadly, some people with bleeding disorders have 
very advanced liver disease due to long term hep C  
infection. Close liaison between liver specialists 
and Haemophilia Treatment Centres is important for 
treatment and care. Research into management of 
advanced liver disease is ongoing.

Q 	 Can I have gene therapy if  
I’ve had hep C?

A 	 Yes - as long as you have been 
cured  or you are HCV PCR 
negative (no active virus in your 
blood) and your liver is showing 
signs that it is functioning normally.

Talk to your doctor about this and they may  
refer you to a liver specialist for some tests to 
show that your liver is healthy:

•	 a liver assessment with an ultrasound

•	 a fibrosis assessment via FibroScan® or  
another non-invasive assessment such as 
shear wave elastography or ARFI (Acoustic 
Radiation Force Impulse)

•	 and blood tests.

If you are treated with gene therapy for 
haemophilia, your liver function will be 
monitored as part of routine care.

There are things you can do to prepare your  
liver for gene therapy. 

Visit: https://tinyurl.com/HFA-healthy-liver  
to find out more. 

Advice from hepatitis specialists Assoc Profs 
Simone Strasser and Joe Sasadeusz and 
haematologists Prof Huyen Tran, Dr Liane Khoo 
and Dr Jane Mason.

FOR MORE INFORMATION
Visit:

•	 www.worldhepatitisday.org.au 

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

As a Partner in the national World Hepatitis Day 
Campaign, HFA works with Hepatitis Australia and 
the state and territory Haemophilia Foundations on 
the awareness campaign for the bleeding disorders 
community and is committed to making a difference 
on hepatitis C in Australia.
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Lincoln has haemophilia B and has been raising Lincoln has haemophilia B and has been raising 
awareness with his family and school for most of his awareness with his family and school for most of his 
life. This October marks Lincoln’s 11th Red Cake Day. life. This October marks Lincoln’s 11th Red Cake Day. 

His mum, Jasmin, said, His mum, Jasmin, said, 

‘Lincoln loves celebrating Red Cake Day with his ‘Lincoln loves celebrating Red Cake Day with his 
class. I think Lincoln enjoys that something which class. I think Lincoln enjoys that something which 
is normally a very personal part of his life becomes is normally a very personal part of his life becomes 
something positive that his friends and classmates something positive that his friends and classmates 
can celebrate with him. It gives him a chance can celebrate with him. It gives him a chance 
to talk about haemophilia in a fun and relaxed to talk about haemophilia in a fun and relaxed 
way rather than it always being about bleeds, way rather than it always being about bleeds, 
hospitals, treatment or injuries.hospitals, treatment or injuries.

‘When Lincoln has the courage to stand up in front ‘When Lincoln has the courage to stand up in front 
of his class and share his story, it makes me so of his class and share his story, it makes me so 
proud. Lincoln is the first person in our family with proud. Lincoln is the first person in our family with 
a bleeding disorder, so when he was diagnosed, we a bleeding disorder, so when he was diagnosed, we 
didn’t have that family knowledge or experience to didn’t have that family knowledge or experience to 
fall back on. We have learnt so much from hearing fall back on. We have learnt so much from hearing 
about people’s real lived experiences. If he can help about people’s real lived experiences. If he can help 
another child or family feel a little less afraid or another child or family feel a little less afraid or 
alone, that would be something really special.’alone, that would be something really special.’

We asked Lincoln for his tips on how 
other kids can help raise awareness about 
bleeding disorders. 

Lincoln’s guide to raising awareness

Hi,  
I’m Lincoln, I have 
haemophilia B and  
I’m 10 years old.

Find out more
Visit: www.haemophilia.org.au/BDAM for more  
info about Bleeding Disorders Awareness Month.



What question do you get asked  
the most about haemophilia?
Probably, ‘How did you get haemophilia?’ 

If your friend hadn’t heard of haemophilia 
before, how would you explain it to them?
It’s something where if you fall over or get hurt, your 
body doesn’t stop bruising or bleeding the same way 
as other people. Some people with haemophilia are 
missing a clotting factor, so we might bleed for longer. 
We can have factor with a needle or port to help our 
blood clot so the bleeding stops and we can heal. 

What are some things you do to  
raise awareness of haemophilia  
and bleeding disorders?
We celebrate Red Cake Day, talk about haemophilia 
in my classroom and school, do activities and eat 
cupcakes. Sometimes we raise money to sponsor a child 
with haemophilia in another country.

Do you have any advice for other  
kids who want to raise awareness  
of bleeding disorders?
Just start doing it at school or preschool. You can wear 
red, donate money, get the colouring in competitions 
from Haemophilia Foundation Australia, bake cakes at 
home and celebrate with your friends.

Photos supplied by Jasmin and Lincoln and reproduced with 
permission.
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We talk about haemophilia in 
my classroom

On Red Cake Day we eat 
cupcakes

You can wear red, get the 
colouring in competitions  
from HFA and celebrate with 
your friends
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CALENDAR ACKNOWLEDGEMENTS

Bleeding Disorders Awareness Month
October 2026
www.haemophilia.org.au/BDAM

World Haemophilia Day
17 April 2027
wfh.org/world-hemophilia-day

Australian Bleeding Disorders  
Conference 2027  
Sydney
20 -21 August 2027
www.haemophilia.org.au/conferences 

Haemophilia Foundation Australia (HFA) acknowledges 
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acknowledge the education and awareness grants and/or 
conference sponsorship from the following pharmaceutical 
companies:

CSL BEHRING | NOVO NORDISK | PFIZER AUSTRALIA 
ROCHE | SANOFI GENZYME | TAKEDA

NATIONAL HAEMOPHILIA is a publication of Haemophilia Foundation Australia. Every effort is taken to ensure accurate and relevant 
content, however opinions expressed in NATIONAL HAEMOPHILIA do not necessarily reflect those of the Foundation or the editor, nor is 
any information intended to take the place of advice from a qualified medical practitioner or health professional. 

Haemophilia Foundation Australia does not endorse or assure the products, programs or services featured in NATIONAL HAEMOPHILIA and 
does not make specific recommendations for any products, programs or services.

We welcome reproduction of articles or quotations from NATIONAL HAEMOPHILIA on the understanding that acknowledgement is made of 
NATIONAL HAEMOPHILIA as the source.

Haemophilia Foundation Australia acknowledges the Traditional Owners and Custodians of Country throughout Australia, the land, waters 
and community where we walk, live, meet and work. We pay our respects to Elders past, present and emerging and extend that respect to 
all Aboriginal and Torres Strait Islander peoples.
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