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Are your details up to date?
Did you know that HFA sends out emails 
and the occasional ‘snail’ mail to our 
community? These updates provide the 
latest information, share personal stories 
and promote opportunities for you to 
engage in community activities. 

If your contact details have changed – perhaps an 
updated email or new address – you can let us know by:

•	 sending an email to hfaust@haemophilia.org.au 
•	 or completing the form online here:  

www.haemophilia.org.au/update-your-details

	15	 Gene and emerging  
therapies in haemophilia

16 	 Can you help with the  
PROBE Study

17 	 Do you have a bleeding 
disorder?

18 	 Understanding your  
menstrual cycle with a 
bleeding disorder

22	 Factored In:  
Stories from our  
community.
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  From the  
 President

Gavin 
Finkelstein

President,
Haemophilia
Foundation
Australia

I hope that everyone has had a great start to 2025. 
It has been great to see many local foundations 
hosting peer support groups and camps so early in 
the year. HFA has hit the ground running, with new 
initiatives as well as World Haemophilia Day and the 
Conference coming up later this year.  

HEPATITIS C
In early January 2025 HFA sent out a hepatitis C  
survey to community members. This was to 
understand current needs and priorities - so much  
has been changing on the hep C landscape. New  
hep C treatments became available to all Australians 
in 2016 and most people with bleeding disorders have 
now been cured. HFA continues to work on hep C and 
has been following up the recommendations of our 
2020 Getting Older report, with a first priority to deal 
with the urgent clinical recommendations – but what 
issues remain priorities? We are grateful to affected 
community members who responded and we will 
share the survey results in the coming months. After 
reviewing the survey results, HFA’s hepatitis C  
sub-committee has had discussions about next steps 
and these will be presented to HFA Council shortly.

WOMEN AND GIRLS WORKSHOP
HFA Council has established a women and girls 
advisory group, chaired by HFV’s Leonie Demos, to 
advise it on the needs of women and girls affected by 
bleeding disorders and propose a national strategic 
response. This is an exciting new initiative that will 
ensure that women’s voice is always at the national 
table. In February 2025 the group came together in 
a 2-day workshop to explore key issues and short 
and longer-term strategies. You can read more in this 
edition of National Haemophilia.

WORLD HAEMOPHILIA DAY
World Haemophilia Day is next month, with a topical 
theme of Women & Girls Bleed too.  Australia has 
many locations turning red in support of the day - see 
our website and socials for locations. We would love 
you to share a picture of you and your family visiting 
a landmark on the night.

AUSTRALIAN BLEEDING 
DISORDERS CONFERENCE
The Australian Bleeding Disorders Conference is on 
16-18 October this year in Brisbane. The Conference 
is a not-to-be missed powerhouse, bringing 
community, health professionals, policy makers and 
industry together to drive change and improve lives. 
For the first time we are hosting community meet and 
greets on Thursday afternoon before the Conference 
starts. Registrations are now open and we look 
forward to seeing you there.

NEW THERAPIES
In December 2024 we launched the Gene & 
Emerging Therapies (GETs) hub on the HFA 
website as a one-stop-shop for up-to-date information 
about the different new treatments. This will be 
updated with more information over the coming 
months -  www.haemophilia.org.au/GETS.  

We thank everyone who participated in the 2024 HFA 
HaemPref (haemophilia treatment preferences) 
survey, that was funded independently through the 
Haemophilia Foundation Research Fund. The results 
are in: ‘while the Australian haemophilia community 
currently prefers subcutaneous injections that are 
given less often and have a low risk of inhibitors/
anti-drug antibodies, its members will consider gene 
therapy as an alternative, provided concerns they 
have about its risks and benefits are addressed’. You 
can read a plain language summary of the results in 
the pages following this article. N
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http://www.haemophilia.org.au/GETS
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Women and girls  
advisory group
The HFA Council women and girls advisory 
group had its first meeting in Sydney on the 
weekend of 22 and 23 February 2025.

This was an exciting time for everyone involved. 

Recognising the work that needs to be done to 
represent and support women and girls more 
effectively, HFA Council has established this group 
to advise it on the needs and issues of women and 
girls affected by bleeding disorders and to propose a 
national strategic response. Women with a variety of 
experiences were invited by HFA to join the group 
and cover the range of states and territories, ages and 
types of bleeding disorders. There is a permanent seat 
on Council for the Chair of the group, meaning that 
women’s voice is always at the table.

In a 2-day workshop facilitated by HFA and the group 
Chair, Leonie Demos, the members of the group 
explored background issues, identified needs across 
the lifespan and considered some short and longer-
term strategies to work towards change. 

A Q&A session with Dr Liane Khoo,  
HTC Director at the Royal Prince 
Alfred Hospital, Sydney, was a valuable 
opportunity to clarify medical questions and 
discuss some of the more complex health 
care challenges facing women and girls. 
Many thanks to Dr Khoo for volunteering to 
share her expertise.

As you can imagine, this is just the 
beginning! The group will continue to meet 
virtually. On their agenda are some key 
events in 2025 – World Haemophilia Day 
(‘Access for All: Women and Girls Bleed 
Too’), Women’s Health Week in September 
and the Australian Bleeding Disorders 
Conference in October. And a formal name! 
Watch this space!

WOMEN’S CONSULTATION GROUP
From time to time the women and girls advisory 
group will reach out to women in the bleeding 
disorders community for more information. This will 
be an opportunity to broaden the voice of women and 
girls as questions are identified. If you are female  
and would like to contribute to this consultation, you 
can join the HFA Women’s Consultation Group – 
contact Suzanne at HFA on:  
socallaghan@haemophilia.org.au. 

The Consultation Group gives feedback via email  
and short surveys.

Thanks to the existing Consultation Group members 
whose survey responses were included in the 
discussion on the weekend.

mailto:socallaghan%40haemophilia.org.au?subject=Re%3A%20Women%20and%20Girls%20Advisory%20Group
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Every year on 17 April World Haemophilia Day is 
recognised globally to raise awareness of haemophilia, 
von Willebrand disease and other 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 Haemophilia Day was started in 1989 by the 
World Federation of Hemophilia (WFH), choosing 
17 April in honour of WFH founder Frank Schnabel’s 
birthday. 

This year’s theme is Access for all: Women and girls 
bleed too.

Today, women and girls with bleeding disorders are still 
underdiagnosed and underserved. Only approximately 
100,000 women and girls have been identified 
worldwide with haemophilia, VWD or other bleeding 
disorders. International experts are concerned about 
the many more who are still undiagnosed. 

World Haemophilia Day 2025 is a worldwide call to 
action to close the gaps in care for women and girls 
with bleeding disorders, who often face delayed 
diagnoses, limited access to treatment, and a lack of 
understanding about their unique needs.  

Through recognition, diagnosis, treatment, and care, the 
quality of life of women and girls will improve, and the 
bleeding disorders community will become stronger.

GET INVOLVED
Participate in World Haemophilia Day and join in 
the global effort to raise awareness for all bleeding 
disorders. Get the family involved with our print-at-
home colouring-in sheet, or test your knowledge of 
bleeding disorders with the quiz. You can also  
update your profile picture on social media to  
show your support. Head to our website for 
instructions and resources.

LIGHT IT UP RED
On 17 April landmarks in every state and territory of 
Australia – and around the world – will light up red in 
support of World Haemophilia Day. Check our website 
for the list of locations in your area and share photos on 
our social media platforms.

FIND OUT MORE
To learn more about World Haemophilia Day,  
visit our website: www.haemophilia.org.au/ 
world-haemophilia-day-2025

http://www.haemophilia.org.au/ world-haemophilia-day-2025
http://www.haemophilia.org.au/ world-haemophilia-day-2025
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Rare Disease Day 2025

In 2025 Rare Disease Day was celebrated 
worldwide on 28 February to raise awareness and 
generate change for people with rare diseases. 

More than 7,000 different rare diseases have been 
identified, each affecting only small numbers of 
individuals. The Rare Disease Day campaign unites 
this diverse group of people with a single purpose. It 
works globally towards equity in social opportunity, 
healthcare and access to diagnosis and therapies for 
people living with a rare disease.

The 2025 theme of More than you can imagine 
highlights that there are more rare bleeding disorders, 
more people affected, and more stories from people in 
our community than we might realise. 

Rare Disease Day reminds us how important it is  
to come together and connect as a community.  
This is an opportunity to share personal stories and 
acknowledge the challenges for our community 
members who live with a rare bleeding disorder, 
including the very rare disorders.

WHAT IS A RARE DISEASE?
In Australia, a disease is considered rare if  
it affects less than 5 in 10,000 people  
(i.e., 1 in 2,000). 

Around 8% of Australians (2 million people) live 
with a rare disease.

About 80% of rare diseases are genetic. 
Diagnosis can often take time because these 
conditions are complex and doctors do not see 
them often.1

More than 5,000 Australians have a bleeding 
disorder that is considered a rare disease.2

Haemophilia is considered rare. Approximately:
•	 1 in 6,000 males has haemophilia A
•	 1 in 30,000 males has haemophilia B

Researchers are still gathering data on how many 
females are affected by haemophilia.

Some bleeding disorders are very rare. 

For example, factor X (10) deficiency only 
affects 1 in a million people. 

Type 3 VWD is the rarest form of von 
Willebrand disease, occurring in 1 in 500,000 
people in countries like Europe and the USA.3

Sometimes there are more people affected than 
you might expect. Even though it is a very rare 
bleeding disorder, there are more than 370 people 
who have been diagnosed with factor XI (11) 
deficiency in Australia.2
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PERSONAL STORIES

Sharing personal stories is an important way to enable 
people with rare diseases to connect. It also helps the 
wider community to understand better what it is like 
to live with a rare disease.

You may have seen some personal stories about 
living with very rare bleeding disorders on our 
social media platforms in the lead up to and on 
Rare Disease Day. Many thanks to our community 
members with rare bleeding disorders who have 
shared their personal stories.

Read the Being rare story in the Factored In youth 
section of this issue of National Haemophilia.

Many people with rare diseases speak of feeling 
isolated. They may never have met another person 
with their condition. If they are the first in their 
family with the condition, it may have taken a long 
time for them to be diagnosed. 

‘Living with a rare disorder can be quite 
isolating as nobody you know is like you and 
can understand what everyday life can be like 
for you. This is why it is important to have a 
supportive network of people around you - and 
share with the people who are close to you so 
they can also understand and support you in all 
you do in life.’

Allison, who has Glanzmann thrombasthenia

Mistaken beliefs in the community can also be 
painful – such as, that your parents must have been 
closely related for you to have a rare genetic bleeding 
disorder. Women and girls with haemophilia also 
talk of not being believed because of the common 
assumption that only males have haemophilia.

TREATMENTS
When rare diseases are very rare and numbers are 
small, this can mean that the development of new 
and highly effective treatments is slow. There may 
even be no treatment that specifically targets that 
condition. For example, you may be aware of the 
new and emerging therapies for haemophilia and 
the difference they make to quality of life but there 
is not yet a specific clotting factor concentrate that 
is suitable to treat factor V (5) deficiency and fresh 
frozen plasma may be used for treatment instead.

HOW CAN YOU HELP?
You can help to raise awareness by sharing the stories 
of people with rare bleeding disorders through your 
personal networks.

Do you have a story of your own about living with  
a rare bleeding disorder you would like to share?  
Visit the SHARE YOUR STORY section on the  
HFA website to tell us more: 
www.haemophilia.org.au/shareyourstory .

For more information on Rare Disease Day, visit: 
www.rarediseaseday.org

REFERENCES
1. 	Australian Government. Department of Health.  

What we’re doing about rare diseases.   
https://www.health.gov.au/health-topics/chronic-conditions/what-were-
doing-about-chronic-conditions/what-were-doing-about-rare-diseases 
Accessed 26 February 2025

2. 	Australian Bleeding Disorders Registry (ABDR)  
Annual Report 2021-2022. Canberra:

	 National Blood Authority, 2023.  
https://www.blood.gov.au/australian-bleeding-disorders-registry- 
annual-report. Accessed 26 February 2025. 

3. 	Orphanet: the portal for rare diseases and orphan drugs.  
https://www.orpha.net/  Accessed 26 February 2025

Stock image:  Adrienn for Pexels.com

http://www.haemophilia.org.au/shareyourstory
http://www.rarediseaseday.org
https://www.health.gov.au/health-topics/chronic-conditions/what-were-doing-about-chronic-conditions/
https://www.health.gov.au/health-topics/chronic-conditions/what-were-doing-about-chronic-conditions/
https://www.blood.gov.au/australian-bleeding-disorders-registry-annual-report
https://www.blood.gov.au/australian-bleeding-disorders-registry-annual-report
https://www.orpha.net/
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Haemophilia Foundation Australia invites you to be 
part of the 2025 Australian Bleeding Disorders 
Conference, where the community, health 
professionals, policy makers and industry come 
together to drive change and improve lives. 

This year’s theme, Teamwork – Pushing the 
Boundaries, highlights the power of collaboration 
in advancing care, treatment, and support for people 
living with a bleeding disorder. By working together 
we can break down barriers, share knowledge, and 
explore new possibilities for better health outcomes. 

Join us for an engaging and insightful program 
featuring expert speakers, interactive sessions, and 
networking opportunities designed to strengthen 
partnerships and inspire new ways of thinking. 

Be part of the conversation. Be part of the change. 

Join us at VOCO Brisbane from Thursday 16 to 
Saturday 18 October 2025.

2023 CONFERENCE FEEDBACK

‘Re-connecting with other haemophilia 
families but also having the opportunity 
to hear from professionals and 
ultimately get to know them better.’

‘Learning about all the developments 
and research in treatment.’ 

‘Being able to share my experiences 
with others to hopefully assist them  
and make them feel more comfortable 
about their condition and advocating  
for themselves.’  

‘Hearing patient stories and learning  
of the advancement of therapies.’ 

WHY ATTEND?
This is the pinnacle event for everyone to come 
together, share, learn and hear from different 
perspectives on current trends, emerging and new 
therapies, challenges, insights and more. The 
conference provides a fantastic opportunity to learn, 
discuss and plan for the future. 

WHO?
The Conference sessions provide a variety of topics 
and perspectives, bringing together people with 
bleeding disorders and their families, carers, health 
professionals: doctors, nurses, physiotherapists, 
psychosocial workers and other allied health 
care professionals, pharmaceutical industry 
representatives, suppliers and service providers, 
policy makers and government officials, Haemophilia 
Foundation staff and volunteers

WHAT?
The program will include various speakers in a range 
of session formats and topics, including:

•	 Gene and emerging therapies
•	 Technology
•	 Von Willebrand disease (VWD)
•	 Rare bleeding disorders
•	 Women and bleeding disorders
•	 Dental and minor procedures
•	 Lifestyle session and alternative therapies
•	 Is it a bleed or an injury?
•	 Getting older
•	 New parents and newly diagnosed
•	 Youth/young people
•	 Physiotherapy
•	 Approaches to mild bleeding disorders
•	 Reproduction and family planning.
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AUSTRALIAN BLEEDING DISORDERS CONFERENCE 2025

For more information  
or to submit your abstract
visit: www.haemophilia.org.au/conference-2025
Submissions close: Friday 2 May 2025

REGISTRATION
To view registration fees and inclusions, visit the 
website: www.haemophilia.org.au/conference-2025

CALL FOR POSTER ABSTRACT 
SUBMISSIONS
The Conference Program Committee cordially invite 
you to submit one (1) or more poster abstracts for the 
Conference.

The poster display will be within the exhibition area, 
available for viewing throughout the duration of the 
conference.

This is an excellent opportunity to share your research, 
initiatives, or case studies with a national audience.

Topics for submissions include:
•	 Clinical practice and care
•	 Community programs
•	 Laboratory science
•	 Living with a bleeding disorder
•	 Policy
•	 Research
•	 Treatment and Care
•	 Other

SOCIAL PROGRAM
Thursday 16 October 2025
Youth Activity - 12pm – 5pm, offsite
Coach transfer from VOCO Brisbane. 

Enjoy an afternoon of fun with a hosted activity for our 
youth participants, inclusive of registration.  Spaces are 
limited so early bookings are required.

Community Meet & Greet - 2.30pm – 5pm, onsite 
The first opportunity before the conference kicks off 
to meet up with community members and enjoy casual 
conversations following afternoon tea. 

Welcome Reception - (times and location TBC) 
This is the first networking opportunity for the conference  
and a great opportunity to meet with other attendees.

Friday 17 October 2025
Men’s Breakfast - 7.15am – 8.30am, onsite

Women’s Breakfast - 7.15am – 8.30am, onsite
Come along and have breakfast with other men or 
women in the bleeding disorders community! The cost 
for a subsided breakfast ticket is $25 per person for a 
continental breakfast. You must book and pay for your 
ticket in advance.

Exhibition Opening Morning Tea, onsite 
Come and join us for morning tea and the official 
opening of the exhibition area.

Remembrance Service - 6.15pm – 7pm, onsite
A Remembrance Service is a very special time during 
our Conference to remember friends and family and 
the people we have cared for in our community who 
have passed away. The service is non-religious, and 
everyone is welcome.

Conference Dinner - 7pm – late, onsite
Join your fellow delegates for a relaxed and informal 
evening—an excellent opportunity to connect, share 
experiences, and meet new people. Enjoy a delicious 
dinner at a subsidised cost of $85 per person, including 
dinner, beverages and dancing — great value for a 
fantastic night!

ACCOMMODATION
Special conference accommodation rates have been 
negotiated directly with the hotel.  All reservations 
must be made via the online registration form.  

COMMUNITY FUNDING
The Conference is an amazing opportunity for the 
bleeding disorders community to participate, gather 
information, make new connections and gain new 
knowledge. To assist, HFA has opportunities to 
partially fund community members to participate. For 
more details including the application form, visit the 
website www.haemophilia.org.au/conference-2025. 
Local Foundations will also be offering assistance. 

FIND OUT MORE
The Australian Bleeding Disorders Conference is 
hosted by Haemophilia Foundation Australia.
For more information, please contact:
T:	 +613 9885 7800 
E:	 hfaust@haemophilia.org.au 
W:	haemophilia.org.au/conference-2025

http://www.haemophilia.org.au/conference-2025
http://www.haemophilia.org.au/conference-2025
http://www.haemophilia.org.au/conference-2025
mailto:hfaust%40haemophilia.org.au?subject=ABD%20Conference
http://haemophilia.org.au/conference-2025
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Exercise and movement  
for persistent pain
Cameron Cramey

The why, how and what to do!
Musculoskeletal pain is a persistent companion for 
many people with a bleeding disorder. Most people are 
familiar, to varying degrees, of the benefits of movement 
and exercise as a key management strategy for a range of 
medical conditions; its role in managing persistent pain 
is perhaps less understood. At the 2024 World Federation 
of Hemophilia Congress I presented a session on the role 
of physiotherapy in the management of persistent pain. 
This is a summary of that session.

WHY EXERCISE?
Exercise provides both short- and medium-term 
physiological benefits for pain. The term ‘physiological’ 
refers to changes or alterations occurring in an 
individual’s body. 

Exercise has been shown to stimulate release of 
endorphins. These ‘happy hormones’ can improve things 
such as mood, sleep, memory, concentration and arousal/
engagement in our environment. Other chemicals that 
are released are thought to play a role in ‘dampening’ 
down our body’s pain response. Improved blood flow 
as a result of exercise is also thought to assist in more 
efficient removal of waste products.1

So, to get a hit of pain relief... try moving! 
The evidence suggests the more you do it, the 
‘stronger the hit’.
Another key benefit of exercise is that it can assist in 
a person’s ability to function within their community. 
The pain literature consistently refers to active self-
management as a key pillar in managing pain. 

Active self-management requires engagement within 
our community. This may include things such as: 

•	 work
•	 social activities
•	 connecting with friends/family
•	 and engaging with various local  

health care providers. 

Engaging in such activities can help you build and 
maintain habits that sustain a healthy lifestyle  
(e.g. exercise, eating and sleeping habits).2,3,4

As a physiotherapist, to optimise long term pain 
control, emphasis shifts from focussing on the pain 
to maximising an individual’s function within their 
community. A well-designed exercise programme  
will assist in this. 

Other well-known benefits of exercise include:
•	 improvements in muscle strength,  

endurance and power
•	 optimisation of bone density
•	 cardiometabolic health
•	 growth hormone and blood glucose regulation
•	 falls prevention 
•	 mood and mental health.2,5



13

N
ati

on
al

 H
ae

m
op

hi
lia

 2
29

, M
ar

ch
 2

02
5

HOW TO EXERCISE SAFELY?
In this era of new therapies we can be more confident 
that exercise/activity-induced discomfort is less likely 
to be attributable to a bleed.

‘... but it hurts - aren’t I doing more damage?!’
If we consider the context of people with bleeding 
disorders, there are many plausible reasons why 
exercise may result in a pain response in the absence 
of any tissue harm or damage. Typically, these 
reasons are centred around prior experiences. 

Historically many people with bleeding disorders 
are likely to have experienced a bleed or worsening 
pain as a result of exercise prescribed by a health 
care professional. Such experiences are more likely 
to negatively influence an individual’s expectation 
regarding future exercise prescription. This 
phenomenon is called the ‘nocebo’ effect, whereby 
expectation of a negative or painful experience 
results in an increased likelihood of experiencing 
heightened pain.6

Movement-evoked pain is a similar concept that is 
under ongoing research in the chronic pain literature. 
It suggests that features such as fear avoidance, 
diminished activity engagement and health anxiety 
are all dynamic factors that are thought to amplify 
pain generated by movement.8

Many of us will be familiar with the phenomenon 
of delayed onset muscle soreness (DOMS), 
which often occurs when we engage in an unfamiliar 
activity or return to an activity after a prolonged 
break. Diminished exercise and tissue tolerance 
increases susceptibility to DOMS and other soft 
tissue conditions (tendinopathy). Some people with 
bleeding disorders will be particularly susceptible to 
this if they have a prior history of recurrent periods of 
immobility as a result of muscle or joint bleeds.

An individual’s functional capacity/tolerance for 
exercise will only ever be slightly greater than 
the load that is applied. To make gains in strength 
and function the principle of ‘overload’ needs 
to be applied. Historically this has been the most 
challenging part of exercising for people with 
bleeding disorders. With access to new therapies, this 
balancing act has gotten easier… however, it remains 
challenging. For this reason, it must be supervised 
by someone with appropriate experience, prescribed 
at an appropriate dosage in the initial phase, and 
carefully progressed. 

‘If we could give every individual the right 
amount of nourishment and exercise, not too 
little and too much, we would have found the 
safest way to health.’ – Hippocrates

WHAT EXERCISES?
‘The best exercises are the ones that get done!’
Exercise is not a ‘one size fits all’ approach. Exercise 
prescription should be tailored to the individual 
with particular consideration to relevant co-existing 
health conditions, prior experiences, interests and goals. 

Improvements take time and are not likely to 
be linear. Persistence is crucial and any exercise 
programme will likely require some form of ongoing 
commitment for long term gains. 

If a chosen exercise doesn’t fit your lifestyle and is not 
enjoyable it is very unlikely to be a sustainable long-
term option.
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This concept is supported when we review the 
literature regarding the benefits of exercise for a few 
common musculoskeletal health complaints:

Hip and knee osteoarthritis: exercise therapy 
improves patient outcomes, regardless of disease 
severity or associated health conditions - no single type 
of exercise therapy is superior to another.4

Chronic neck pain: exercise is beneficial for neck 
pain; there is no significant difference between 
movement, strengthening and mind body exercises 
(e.g. yoga, pilates, Tai Chi). One study suggests that  
a 20 minute cycling programme demonstrates 
equivalent results!8

Chronic back pain: exercise is beneficial for back 
pain; there is no significant difference between pilates, 
resistance training, movement and aerobic exercise.9

Exercise is an effective way to improve pain, function, 
participation in the community and optimize health 
aging. When embarking on an exercise programme 
it should be supervised, appropriately graded, and 
carefully progressed. This is particularly important 
in the early phases of any programme. An exercise 
programme should be tailored to the individual, 
enjoyable, sustainable and goal oriented. 

Get creative, anything that gets you moving  
and off the couch is a great place to start!
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Gene and emerging therapies 
in haemophilia
Ashley Fletcher

Highlights from Blood 2024
Exciting advancements in gene therapy and other 
innovative treatments for haemophilia were presented 
at the Blood 2024 conference in Brisbane, offering 
new hope for long-term treatment solutions.

TRANSFORMATIVE  
GENE THERAPY
Hemgenix (etranacogene dezaparvovec): a gene 
therapy for haemophilia B, offering a potential  
long-term solution by enabling the body to produce 
factor IX (9). Clinical trials have 
shown promising reductions in 
bleeding episodes and a significant 
decrease in reliance on standard 
factor replacement therapy.

OTHER EMERGING 
THERAPIES
Fitusiran: a small interfering 
RNA (siRNA) therapy that lowers 
antithrombin levels to enhance 
clot formation, showing potential 
as a once-monthly treatment for 
both haemophilia A and B.

Concizumab: a monoclonal antibody that targets 
the tissue factor pathway inhibitor (TFPI) to improve 
clotting, particularly for patients with inhibitors. 
Evaluation for access in Australia is anticipated soon.

Efanesoctocog alpha: An extended half-life  
factor VIII (8) therapy designed to provide more 
stable clotting protection with less frequent dosing.

BENEFITS AND CONSIDERATIONS
Gene therapy represents a major advancement in 
haemophilia care by potentially offering a one-
time treatment that provides durable clotting factor 
production. However, eligibility criteria, long-
term efficacy, and safety monitoring remain key 
considerations. Meanwhile, non-factor therapies 
continue to provide alternative solutions for patients 
who may not be candidates for gene therapy.

These therapies mark a significant step toward 
reducing the burden of lifelong treatment and 
improving quality of life for people with haemophilia. 
Always consult with your Haemophilia Treatment 
Centre team to understand how these advancements 
may fit into your treatment plan.

But, as one clinician commented:

Ashley Fletcher is the AHCDO Australian Bleeding 
Disorders Registry (ABDR) Research Fellow.
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Can you help with  
the PROBE Study?

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. 

ANY QUESTIONS?
Visit www.haemophilia.org.au/probe-australia-study
Or contact Suzanne at HFA:
E: socallaghan@haemophilia.org.au   
T: 1800 807 173

We still need:  
•	 about 95 people 

WITHOUT a bleeding 
disorder – particularly men

•	 about 50 people with 
haemophilia – both men 
and women

How to do the survey
It’s easy! Go to:

•	 myprobe.org for the web version
•	 Or download the myPROBE app from  

Apple Store or Google Play (Android)
•	 Or ask HFA for a print survey pack

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! 
We have been recruiting for 
the last year or so – but we 
are not quite finished. 

Help us reach our PROBE Study targets

http://www.haemophilia.org.au/probe-australia-study
mailto:socallaghan%40haemophilia.org.au?subject=RE%3A%20Probe%20Study
http://myprobe.org
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Do you have a bleeding disorder?
Kara Cordiner

What makes bleeding episodes caused 
by a bleeding disorder different to other 
bleeding? How do clinicians check bleeding 
symptoms to see if they suggest a bleeding 
disorder? Kara Cordiner explains the role 
of a common and internationally recognised 
Bleeding Assessment Tool (BAT), the 
ISTH-BAT score tool.

When you first visit the Haemophilia Treatment 
Centre, clinical staff will often ask questions regarding 
your history of bleeding and may use the ISTH-BAT 
score tool to aid in assessing your bleeding history.   

The ISTH International Bleeding Assessment 
Tool (ISTH-BAT) is a standardized scoring system 
developed by the International Society on Thrombosis 
and Haemostasis (ISTH). 

It is used worldwide to assess bleeding symptoms and 
evaluate if individuals may have a bleeding disorder, 
such as haemophilia or von Willebrand disease 
(VWD). It may also be used prior to a clinical trial.   

ISTH INTERNATIONAL  
BLEEDING SCORE
The ISTH-BAT includes a detailed questionnaire and 
scoring system that evaluates bleeding in multiple 
areas of the body, such as:

1.	Skin: frequency and severity of bruising or petechiae 
(small blood spots on the skin, like a rash).

2.	Mucosal Bleeding: including nosebleeds 
(epistaxis) and gum bleeding (gingival bleeding).

3.	Menstrual bleeding: for females, assessing heavy 
menstrual bleeding (menorrhagia/abnormal uterine 
bleeding).

4.	Surgical or procedural bleeding: assessing 
excessive bleeding during or after surgeries, dental 
extractions, or childbirth.

5.	Joint and muscle bleeding: common in 
individuals with some bleeding disorders like 
haemophilia or type 3 VWD.

6.	Gastrointestinal bleeding: episodes of blood loss 
in stools (faeces/poo) or vomiting.

7.	Central nervous system bleeding: rare but 
severe, including intracranial haemorrhages 
(bleeding inside the skull).

Each symptom is scored based on its frequency, severity, 
and impact on the patient’s life, helping clinicians 
determine the likelihood of a bleeding disorder.

IMPORTANCE OF ISTH-BAT
The ISTH-BAT provides a systematic way to 
document and evaluate bleeding symptoms, reducing 
subjective bias and improving diagnostic consistency.

The score helps in identifying individuals with mild or 
moderate bleeding disorders that might otherwise go 
unnoticed, especially in cases of:

•	 mild haemophilia
•	 von Willebrand disease (VWD)
•	 platelet function disorders.

The tool is particularly helpful in:
•	 determining whether bleeding symptoms warrant 

further laboratory evaluation with a blood test, 
such as clotting factor assays/tests or genetic testing.

•	 differentiating between normal bleeding 
variations and medical conditions.

The ISTH-BAT is an invaluable tool in clinical practice 
for evaluating bleeding symptoms and guiding the 
diagnosis and management of bleeding disorders. It 
is standardised worldwide and enhances the quality 
of care, reduces diagnostic delays, and ensures that 
patients with bleeding tendencies receive appropriate 
and timely treatment.

Kara Cordiner is Haemophilia Clinical Nurse 
Consultant at the Ronald Sawers Haemophilia Centre, 
Alfred Health, Melbourne
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Starting conversations about periods and the menstrual 
cycle before the onset of periods, which usually occurs 
between the ages of 9-15 1, can help to normalise 
menstruation and reduce the stigma and shame 
associated with periods. These early conversations help 
to create a safe space for young people to share their 
experience with menstruation, while helping them to 
feel more prepared practically and emotionally for the 
transition into adolescence. 

Many young people feel some level of worry about 
starting their menstrual cycle. 

But for those who live with a bleeding disorder, this 
worry can be heightened due to the uncertainty of how 
the bleeding disorder may affect their experience.2 
It’s important to prepare for having periods with the 
Haemophilia Treatment Centre (HTC) team so that young 
people and their parents can be ready and well-informed, 
with a treatment plan in place, if appropriate. 

Understanding the menstrual cycle, knowing what  
to expect, how to look after yourself and tracking  
the cycle can assist in reducing these worries and help in 
identifying any concerns that may need to be addressed. 

TRACKING THE  
MENSTRUAL CYCLE
Tracking the menstrual cycle is the best way to do 
this as it helps the young person understand what is 
happening in their body across the month and may 
assist in identifying any bleeding concerns. 

There is no right way to track the menstrual cycle. 
Some people like the ease of a period tracker app 
on their phone, while others prefer recording their 
observations in a diary. 

You can begin tracking your cycle on any day. Start by 
recording how you’re feeling, your energy levels, any 
physical experiences you notice and anything else that 
feels important. Include a menstrual assessment chart 

that records how often and how much bleeding you 
experience. This will further assist you in understanding 
your cycle and help in identifying any bleeding concerns. 
These records can then be used at medical appointments 
to discuss your menstrual cycle as necessary. 

An example of a menstrual assessment chart can be 
found at on the Canadian Hemophilia Society website 
under Women and Bleeding Disorders -  
www.hemophilia.ca/women-and-bleeding-disorders.  

UNDERSTANDING YOUR 
MENSTRUAL CYCLE
The average menstrual cycle is 28 days long but there is 
a wide variation in what is considered normal (21 to 35 
days) and the length of the menstrual cycle will vary from 
person to person.1 It is common to experience irregular 
periods during early adolescence and perimenopause. 

The cycle is composed of 4 phases known traditionally as 
the menstruation phase, follicular phase, ovulation and 
luteal phase. 

Language is powerful and when thinking of the 
menstrual cycle it can also promote understanding. 
Author Lucy Peach (Period Queen) refers to each  
of the phases as Dream, Do, Give and Take.3  

Understanding your menstrual 
cycle with a bleeding disorder
Laura Bardell

http://www.hemophilia.ca/women-and-bleeding-disorders
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This simple language change can be empowering and 
help provide insight into the physiological and emotional 
experiences of each phase in the cycle. This language 
shift can also help guide conversations and further 
reduce stigma and shame. 

THE MENSTRUAL CYCLE

These diagrams show a typical 28-day menstrual cycle 
from one period to the next. If your period is shorter or 
longer then ovulation may happen sooner or later.

Source: Haemophilia Foundation Australia. Female Factors.  
HFA: Melbourne, 2018. Adapted with permission from Jean Hailes 
for Women’s Health. Yarning about periods (menstrual cycle).  
https://jeanhailes.org.au

Menstrual or Dream Phase 
The cycle starts on the first day of your period, as the 
body works hard to shred the lining of the uterus it 
had built up over the previous cycle. Bleeding during 
the first few cycles is often lighter as the body hasn’t 
yet learnt to build up a thick uterus lining – known as 
the endometrium, but will likely increase as the body 
establishes its own unique rhythm.

Physically and Hormonally 

The hormones progesterone and oestrogen are the 
lowest they will be throughout the cycle during the 

dream phase and trigger the uterus to break down the 
endometrium and for bleeding to occur. This can be 
accompanied by potential cramping, pain, bloating, 
feelings of heaviness and tiredness.4

Mentally and Emotionally
Some people feel emotionally vulnerable and 
withdrawn during this phase and feel a need to spend 
more time by themselves, while others may feel an 
emotional release or relief as their bleeding starts.

Self-Care  

Rest, recover and retreat as needed, try a heat pack or 
simple analgesia for period cramping or gentle exercise 
if feeling up to it. Nourish your body with healthy meals 
and participate in activities that bring you joy such as 
spending time in nature, journaling, listening to music, 
drawing or painting. 

Heavy bleeding 
Defined as:

•	 losing more than 5-6 tablespoons  
(80mls of blood)

•	 bleeding through clothing
•	 having to change sanitary pads, tampons  

or other sanitary products every hour
•	 having to get up at night to change  

sanitary products
•	 passing blood clots larger than a 50 cent piece 
•	 and prolonged bleeding that is longer  

than 8 days.5

If you experience any of these symptoms, please 
discuss it with your HTC team who can assist with 
assessments and management. 

Follicular or Do phase 
From when bleeding beings to slow and stops, from 
around day 6 until ovulation around day 14. 

https://jeanhailes.org.au
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Physically and Hormonally 

Hormones levels, especially oestrogen, start to rise 
as the body prepares an egg for release from the 
ovaries. Energy levels increase and peak just prior to 
ovulation (release of the egg), coinciding with a surge 
of testosterone that can increase overall drive and 
determination. 

Emotionally and Mentally 

With increased energy can come a strong desire to get 
stuff done, increased mental clarity and determination. 
Alternatively, there can be feelings of overwhelm and 
pressure to get everything done this week!

Slowing down, making a list, taking some deep breaths 
or having a chat with a trusted person can all help if 
noticing any of these feelings popping up. 

Self-care 
Enjoy that newfound energy and engage in things that 
bring joy. Fuel the body with good food. Harness the 
power of improved mental clarity this week by ticking off 
some hard to do task that may have been put off during 
the dream phase.

Ovulation or Give Phase 

From the time of ovulation (day 14-ish) until day 20-ish

Physically and Hormonally 

Once an egg is released, the body prepares for a 
potential pregnancy. Progesterone begins being 
produced which promotes the development 
and maintenance of the lining of the uterus (the 
endometrium). Oestrogen levels although initially 
dipping after ovulation, begin to increase again 
throughout this phase.3 

Physical signs the body is ovulating and entering the give 
phase include: 

•	 an increase in cervical fluid/discharge  
which may be noticeable on underwear

•	 a change in cervical positioning in the vagina
•	 a slight increase in basal body temperature  

(about 0.4 degrees Celsius) 
•	 and mid cycle pain. 

A note on mid cycle pain/Mittelschmerz  
and bleeding disorders 
Some people may experience a pang of pain or 
discomfort in their lower abdomen usually on one side 
just before, during, or after ovulation as the follicle in 
the ovary ruptures to release an egg. For some this pain 
can be small and sharp, others may notice a more dull, 
pressurised ache.

For those with a bleeding disorder there is an 
increased chance they will experience mid cycle pain 
due to the potential for a larger amount of blood loss 
at ovulation. They may also experience vaginal spotting 
when ovulating.6

Mid cycle pain should not last too long or be unbearable. 
If pain is not settling with simple pain relief, rest and a 
heat pack, it is important to seek medical attention as 
soon as possible. Mid cycle pain and/or spotting should 
also be discussed with your doctor and the HTC at your 
next appointment.  

Emotionally and Mentally  

With more hormones and energy circulating in the 
body than any other time during the cycle, this phase 
can be accompanied by feelings of joy, celebration and 
increased desire to connect to others. There may also 
be an inclination to say yes to things you wouldn’t say 
yes to during other phases of the cycle. Checking in 
with yourself and making sure you really want to do 
something and not just because you’re riding high  
on hormones is a good way to care for yourself and make 
sure your choices are aligned with your values and goals. 

Self-care 

Celebrate yourself and all the wonderful things that 
make you, you! Indulge in things that make you feel 
good. Continue to exercise, stay hydrated and fuel 
your body with good food so you can spend your time 
enjoying this phase. Including friends and family into 
these activities can assist with enhancing connection, 
something you may also be seeking in this phase. 

Ovulation



21

N
ati

on
al

 H
ae

m
op

hi
lia

 2
29

, M
ar

ch
 2

02
5

Luteal or Take Phase 
From day 21-ish until the day before your bleeding starts 

Physically and hormonally 

If no pregnancy occurs, hormone levels start to fall as 
the body and uterus prepare to let go and begin the 
bleeding, dream phase, of your cycle again. This sudden 
drop in hormones over a few days can increase acne, 
headaches, breast tenderness and bloating.7 

Emotionally and mentally 

This can be a challenging time of the cycle as overall 
sensitivity increases as the feelings of this phase become 
big and deep. You may notice a decreased pain tolerance, 
feel easily overwhelmed and experience feelings of 
irritability and frustration.  

There can also be a lot of social stigma and dismissal 
of feelings as PMS (premenstrual syndrome) related to 
this phase and sometimes it can truly be the hormones 
taking over. But maybe there is something in your life 
that is significant and needs addressing. The power of 
this phase is the courage it gives you to speak up and let 
others know what’s not working for you. 

Self-care
Increased feelings of hunger during this stage of your 
cycle are normal as your metabolism increases to 
meet the body’s demands as it processes high levels 
of hormones. You can aid the body by getting enough 
fibre from vegetables, drinking water, eating until your 
satisfied and listening to your body’s needs during this 
demanding phase. Some people find they slow down, 
exercising less or in more gentle ways as the body adjusts 
its focus inwards. Others find channelling big emotions 
into an active form of exercise beneficial – do what feels 
right for you.

Other ideas for exploring the feelings that come up in 
this phase include:

•	 listening to music that you can dance, sing,  
yell or cry with 

•	 engaging in creative pursuits
•	 allowing your body to rest as needed 
•	 and having bath with some bath salts if  

feeling achy
•	 reaching out to a trusted friend, family member 

or health professional if things are becoming 
overwhelming can also be beneficial. 

Understanding and learning how your cycle affects you is 
an ongoing process and one that may change over time. 
Tracking your cycle will help you to do this, it can also 
help you to feel more confident and prepared for each 
phase. If you need help or support tracking, managing 
periods or you have any concerns about your period and 
cycle please reach out to your local HTC care team. 

Look out for Part 2 – Period products in the 
next issue of National Haemophilia.
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Being rare

What were some of the challenges  
for you growing up?

Hi, my name is Adam and I have  
type 3 VWD (a severe form).
When I started school, I was worried I would miss out 
on things because of my treatment. I have very vivid 
memories of my mum driving me to Emergency with 
my head over a bowl and blood coming out of my nose 
because we couldn’t stop it. And then I would turn 
around and try to go to school the next morning.

Hi, my name is Bel and I have  
factor X (10) deficiency.
When I was younger, I lived in a remote outback town. 
Things have changed now but in those days factor 
X deficiency was sometimes described as a type of 
haemophilia. At times the hospital staff didn’t believe 
Mum, because ‘only boys have haemophilia’!

During my teenage years I felt very isolated and had no 
connection with anyone else like me. I hated having to 
have factor treatment and knowing I had to do it all the 
time. And every time I had a period, I needed a double 
dose. So I got to a point in my teens where I would push 
the boundaries with my treatment and then get a bleed.

What’s it like to grow up 
with a very rare bleeding 
disorder? Some of our 
community members talk 
about their experiences 
and what they have  
learned along the way.

It was challenging missing  
out on activities 

Hi, my name is Tayla and I have  
severe haemophilia.
When I was growing up, it was challenging missing out 
on things/activities that were considered too ‘dangerous’ 
and watching my friends be able to do them.

Specifically, being a girl, I really struggled with 
controlling periods/menstruation and found it difficult 
to do normal daily things while menstruating.



What are your tips for other young  
people with rare bleeding disorders?
Adam
I took up rugby union refereeing as a way of fitting in 
with school sports, which was certainly a positive thing, 
something I did until I was in my mid-twenties.

I also became involved in Scouts and now I am a 
Scout Leader. Scouts is all about responsible risk-
taking and it was an environment where I could 
do it quite easily. I know that the voluntary scout 
leaders at the time were certainly worried about 
my bleeding but I was able to participate in those 
activities to the fullest extent. That’s why I think 
the Haemophilia Foundation camps for kids with 
bleeding disorders are really good.

Bel
•	 Reach out for support

•	 Be part of your local foundation, attend  
functions and camps

•	 Work at becoming independent – and you may 
need to figure out how to do some things yourself

•	 Don’t let your bleeding disorder stop you  
(within reason!)

My mum was infusing my treatment at home, which 
was great, but it didn’t give me any independence as 
she was the only one that could do it. I never thought I 
could leave Mum, but I was determined to learn to infuse 
myself and become independent. By the time I was 18  
I could infuse myself. I was able to leave home and move 
to the big city and travel the world, something I had 
wanted to do for so long and did do successfully.

Tayla
It sucks missing out on things. But seriously, take your 
medication and be careful. It gets better! Research is 
happening every day. I went from 2-3 needles a week to 
only 1! You’ve got this! 
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 Stories from our community

Scouts is all about responsible 
risk-taking

Foundation camps for kids 
with bleeding disorders are 
really good 

Read more
For read more personal stories from young people 
with bleeding disorders, visit the FACTORED IN youth 
section on the HFA website:   
www.haemophilia.org.au/youth/ 

Stock photos: Freepik   Image of canoeing at camp provided by HFV 
and reproduced with permission.

I was able to leave home  
and travel the world

http://www.haemophilia.org.au/youth/
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all Aboriginal and Torres Strait Islander peoples.

World Haemophilia Day
17 April 2025
wfh.org/world-hemophilia-day

WFH 2025 Comprehensive Care Summit
Dubai, UAE
23-25 April 2025
wfh.org/ccs2025

Australian Bleeding Disorders Conference, 
Brisbane
16-18 October 2025
www.haemophilia.org.au/conference-2025

REGISTRATION NOW OPEN

CALENDAR

www.haemophilia.org.au/conference-2025

http://wfh.org/world-hemophilia-day
http://wfh.org/ccs2025
http://www.haemophilia.org.au/conference-2025
http://www.haemophilia.org.au/conference-2025



