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PROGRAM AT A GLANCE

Thursday 16 October 2025
0900-1700 Health Professional Meetings (invitation only)

1200-2100 Youth Activity – Rock Climbing & More (offsite)

1330-1930 Registration open

1500-1530 Afternoon tea

1500-1630 Community Meet & Greet

1830-1930 Welcome Reception and Official Exhibition & Poster Display Opening

Friday 17 October 2025
0700-1700 Registration open

0700-0830 Men’s & Women’s Breakfasts

0845-1015 Conference Opening & Plenary 1: The new treatment landscape of haemophilia: opportunities and challenges

1015-1045 Morning tea

1045-1215 Concurrent sessions: Newly diagnosed, Youth, Getting older

1215-1330 Lunch

1330-1500 Concurrent sessions: VWD, Dental and minor procedures, Reproduction and family planning

1500-1530 Afternoon tea

1530-1700 Plenary 2: Model of care

1815-1900 Remembrance Service

1900-LATE Conference Dinner

Saturday 18 October 2025
0800-1700 Registration open

0845-1015 Plenary 3: Women and bleeding disorders

1015-1045 Morning tea

1045-1215 Concurrent sessions: Rare bleeding disorders, Shoulder – bleed or injury, Mild bleeding disorders

1215-1330 Lunch

1330-1500 Plenary 4: Teamwork to live your life by

1500-1530 Afternoon tea

1530-1650 Plenary 5: Novel therapies changing physiotherapy management across the lifespan

1650-1700 Conference Close
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HFA would like to thank and acknowledge the support of our sponsors:

On behalf of Haemophilia Foundation Australia, it is 
our great pleasure to welcome you to the Australian 
Bleeding Disorders Conference 2025.

This biennial conference is always a special occasion for our 
community, and we are delighted to see so many people 
coming together from across Australia. Your presence 
makes this gathering a rich and meaningful experience.

We want to extend our heartfelt thanks to the Conference 
Program Committee. Their hard work, insight, and dedication 
have shaped a diverse program that reflects the needs and 
interests of the bleeding disorders community. Their commitment 
has ensured that this conference brings together the very 
best of lived experience, clinical expertise, and research.

Our theme this year, “Teamwork – pushing the boundaries,” 
highlights the power of collaboration in advancing care, 
treatment, and support for people living with a bleeding 
disorder. It reflects the strength between the community, 
health professionals, researchers, and policy makers, 
and the way this shared knowledge continues to explore 
new possibilities for better health outcomes.

The conference program offers something for everyone – from 
updates on treatment and gene therapy, to sessions on family, 
women, lifestyle, youth, getting older, rare bleeding disorders, 
and more. Just as importantly, the program provides space 
for personal stories and community connection, reminding 
us that we are stronger when we learn and grow together.

We hope you find the sessions engaging, the discussions 
thought-provoking, and the connections you make 
over the next few days inspiring and supportive.

Welcome, and thank you for joining us at the 2025 
Australian Bleeding Disorders Conference.

Gavin Finkelstein	 Natashia Coco
President	 Executive Director
Haemophilia Foundation Australia	 Haemophilia Foundation Australia

GOLD SPONSORS

SILVER SPONSORS
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KEY INFORMATION

Accessibility information
The VOCO Brisbane hotel entrance is wheelchair accessible, 
there is accessible parking available, and hotel elevators are 
wheelchair accessible. The public restrooms are wheelchair 
accessible.

Registration & information desk
The Registration & Information Desk is located on the  
Mezzanine Level, near the lifts and will be open as follows:

Thursday 16 October	 1:30pm – 7:30pm 
Friday 17 October	 7:00am – 5:00pm
Saturday 18 October	 8:00am – 5:00pm

Exhibition area
The exhibition area is located on the Mezzanine Level, in the 
Chelsea Ballroom Foyer. It will be open from Thursday evening, 
through to the end of afternoon tea on Saturday at the following 
times:

Thursday 16 October 	 6:30pm – 7:30pm
Friday 17 October	 Morning tea, lunch and afternoon tea 
Saturday 18 October	 Morning tea, lunch and afternoon tea

HFA would like to thank our sponsors for their support.

The exhibition area is accessible to all conference delegates. 
Exhibitors in the trade display are required to be compliant with 
the Medicines Australia Code of Conduct, which prohibits the 
promotion of prescription medicines to anyone who is not a 
registered Healthcare Professional. Therefore, it is unlikely that 
staff at the company trade displays/exhibition booths will be 
able to provide information about medicines to non-healthcare 
professionals.

Acknowledgement of Country
We acknowledge the Traditional Custodians of the lands on 
which we gather in Brisbane, the Turrbal and Jagera peoples. 
We pay our respects to Elders past and present and extend 
that respect to all Aboriginal and Torres Strait Islander peoples 
attending this conference. We recognise their ongoing 
connection to land, waters, skies and community, and honour 
their enduring culture and traditions.

Disclaimer
All information in the Conference Program and Abstracts is 
correct at the time of printing. The organisers may alter the 
Conference Program in the event of unforeseen circumstances. 
Some abstracts may not have been available at the time of print. 
Daily program changes will be notified during the Conference.

Hospitals for haemophilia treatment
There will be no treatment room at the conference venue. 
Delegates must make their own plans for medical services and 
treatment. All Delegates should plan well in advance to bring 
sufficient supplies of treatment products to meet treatment 
requirements.

Royal Brisbane & Women’s Hospital,  
Queensland Haemophilia Centre
Level 4, Joyce Tweddell Building, 
Butterfield Street, Herston QLD 4029
Phone: 07 3646 5727
Emergency: 07 3646 8111  
and page the Haematologist on call

Queensland Children’s Hospital,  
Queensland Haemophilia Centre
Haemophilia/Haematology Department
501 Stanley St, South Brisbane QLD 4101 
After hours: Switchboard 07 3068 1111  
and ask for the Haematologist on call

Children
Children under 16 are not permitted in conference sessions 
or events, which also includes the youth activity. There are 
no childcare facilities available at the venue. Please contact 
HFA to be provided with the hotel’s preferred agency to 
make arrangements. Childcare arrangements are also at the 
participant’s own expense.

Filming/Videography
No filming or recording is permitted at any conference sessions, 
trade displays, meal and break-out areas held for the conference 
by any Delegates. HFA may undertake filming for educational 
purposes in certain circumstances. 

Photography
HFA will have an official conference photographer onsite. 
Photographs will only be taken with your consent for use by 
HFA. Please advise the photographer if you do not wish to be 
photographed.

Social media 
Join the conversation and post on socials with your happy snaps 
throughout the conference #HFAConf25

Wi-Fi Details
Username:	 IHG ONE REWARDS Free WIFI
Access Code:	 BNECR
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SOCIAL PROGRAM

Thursday 16 October 2025

Youth Activity
Meet for lunch at the hotel, then head off to Kangaroo Point 
Cliffs for a climb. Afterwards, we have some great activities 
planned in between attending the Welcome Reception & 
Exhibition Opening.

Price:	 Included in youth registration
Time:	 12pm – 9pm 
Location:	 Offsite: Meet at Registration on Mezzanine
Transport:	 Return coach transfers from VOCO Brisbane  
	 are included.
Age Limit:	 Available for 16 years+ 

Community Meet & Greet    New for 2025!

The first opportunity before the conference kicks off to meet 
up with community members and enjoy casual conversations 
following afternoon tea. 

Price:	 Included in full registration
Time:	 3pm – 4:30pm  
	 (includes afternoon tea)
Location:	 Riverview Room, Level 1

Welcome Reception
Join fellow conference attendees at the first networking 
opportunity for the conference and a great opportunity to 
meet with other attendees.

Price:	 Included in full registration
Time:	 6:30pm – 7:30pm 
Location:	 Chelsea Foyer and Chelsea Lane, Mezzanine 

Friday 17 October 2025

Men’s & Women’s Breakfasts
Come along to participate in a panel session and share your 
ideas and experiences with other men or women. 

Price:	 Tickets pre-purchased, no late bookings
Time:	 7am – 8:30am 
Location:	 Claremont and Maleny Rooms, Level 2

Remembrance Service
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. It will 
be held before the Conference Dinner.

Price:	 Included in day and full registration
Time:	 6.15pm – 7pm 
Location:	 The Grand Palms Foyer, Level 2 

Conference Dinner
Join your fellow delegates for a relaxed and informal 
evening—an excellent opportunity to connect, share 
experiences, and meet new people. This is a wonderful way 
to catch up with your fellow delegates and enjoy a fun night! 
Seating is unreserved. 

Price:	 Tickets pre-purchased, no late bookings
Time:	 7pm – late 
Location:	 The Grand Palms, Level 2 
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1200-2100 Youth Activity – Rock Climbing & More (offsite – meet at registration desk) 
Meet for lunch at the hotel, then head to Kangaroo Point Cliffs for a climb. Afterwards we have some 
great activities planned in between attending the Welcome Reception and Exhibition Opening.

1500-1630 Community Meet & Greet (Riverview room, L1) 
This is the first opportunity before the conference kicks off to meet up with community members and enjoy casual 
conversations following afternoon tea.

1830-1930 WELCOME	 GRAND CHELSEA FOYER
Welcome Reception and Official Exhibition & Poster Display Opening
Join delegates at the official opening, meet others, and walk around the exhibition.

Conference  
Program

THURSDAY 16 OCTOBER 2025

The Australian Bleeding Disorders Conference 2025 is shaping up to be something really special. With over 70 speakers sharing 
their knowledge and experience – a mix of health professionals, experts and people with bleeding disorders – there really is 
something for everyone.

“What truly sets this conference apart is its remarkable 
inclusivity – clinicians and patients stand together, 
side by side, as equal contributors.”

Dr Jane Mason, HTC Director, Royal Brisbane & Women’s Hospital, QLD  
and Australian Bleeding Disorders Conference 2025 Co-Chair.

“To me, teamwork is a cornerstone of care for individuals 
with bleeding disorders. It extends far beyond the staff within 
a Treatment Centre – encompassing clinical decisions-
making, government policy, and collaboration among 
colleagues at both national and international levels.”

Dr Simon Brown, HTC Director, QLD Children’s Hospital, Brisbane  
and Australian Bleeding Disorders Conference 2025 Co-Chair.

AUSTRALIAN BLEEDING DISORDERS CONFERENCE 2025	 5



BREAKFAST	 CLAREMONT & MALENY ROOMS, L2

0700-0830 Men’s Breakfast: Teamwork for a better future (Claremont room, L2)
Chair: Jonathan Spencer
What’s current and emerging, teamwork and ideas about engaging men 
Panelists: Adam, David, Alan, Steve Matthews

0700-0830 Women’s Breakfast (Maleny room, L2)
Chair: Leonie Demos
Join us for a fun way to start the day and connect with other women

CONFERENCE OPENING	 DAINTREE ROOM

0845-0910 •	 Welcome from HFA President & Acknowledgement of Country, Gavin Finkelstein

•	 25 years of comprehensive care in Queensland, Dr Simon Brown

•	 History of treatment and care in Australia, Prof Alison Street

PLENARY 1	 DAINTREE ROOM

0910-1015 Gene and emerging therapies
Chair: Prof Huyen Tran
•	 Treatment landscape in Australia, Prof Huyen Tran

•	 Patient personal stories, Steve, Domenic

•	 The new treatment landscape of haemophilia: opportunities and challenges, Prof Cedric Hermans

•	 Q&A

1015-1045 Morning Tea

CONCURRENT SESSION 1A
DAINTREE ROOM

CONCURRENT SESSION 1B
SUNDOWN ROOM

CONCURRENT SESSION 1C
TOPAZ ROOM

1045-1215 The Starting Line – what you need to 
know for your child (Newly diagnosed)
Chair: Robyn Shoemark
•	 Parent presentations: Tim, Shu 

•	 Blood Busters – Busting the myths 
of bleeding disorders,  
Dr Julie Curtin

•	 A simple injection… is it ever 
simple? Janine Furmedge

•	 The hidden cost of progress: 
Navigating the challenges of 
emicizumab injections,  
Dr Elise Flynn

•	 Levelling the playing field,  
Nicola Hamilton

•	 Bleeding disorder lingo,  
Robyn Shoemark

•	 Q&A panel

Youth – my amazing bleed story!
Chair: Jaime Chase
•	 Introduction, Jaime Chase

•	 Tall stories of bleeds – are they 
true or fake?

•	 Panel discussion and audience 
participation
	» Topics to include: travel, tattoos, 

partying, drinking, drugs, music 
festivals, concerts, sex

	» Panelists: Javonte, Simoni, 
Catherine, Gerald Yeo,  
Emma Wells, Joanna McCosker, 
Kara Cordiner,  
A/Prof Chris Barnes

What now? I’m still here  
(Getting older)
Chair: Dr Liane Khoo
•	 Introduction & overview on ageing 

with a bleeding disorder,  
Dr Liane Khoo

•	 Patient story, Neill

•	 Getting to the heart of the matter 
- Cardiovascular issues in people 
with bleeding disorders,  
Dr Caroline Dix

•	 HIV, hepatitis C and liver health - 
changing the focus for an ageing 
population,  
A/Prof Krispin Hajkowicz

•	 Preparing for future needs,  
Yu-hsuan (Yoshi) Lin

•	 General panel discussion and Q&A 
Penny McCarthy, Jane Portnoy

1215-1330 Lunch

FRIDAY 17 OCTOBER 2025
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CONCURRENT SESSION 2A
DAINTREE ROOM

CONCURRENT SESSION 2B
SUNDOWN ROOM

CONCURRENT SESSION 2C
TOPAZ ROOM

1330-1500 Von Willebrand Disease
Chair: Dr Sam Hitchins
•	 Introduction, Dr Sam Hitchins

•	 Patient story, Tyler

•	 Diagnosis & bleeding assessment 
tools, Dr Sam Hitchins

•	 Current & emerging therapies,  
Dr Stephanie P’ng

•	 Your voice matters - encouraging 
self-advocacy for individuals with 
VWD, Monique Manzanera & 
Sophie

•	 Panel discussion
•	 Q&A

‘Skin, teeth and scopes – oh my!’ 
(Dental and minor procedures)
Chair: Dr Jane Mason
•	 Introduction, Dr Jane Mason

•	 So, you need a skin lesion out? Do 
you need a prostate biopsy or a 
gynaecological procedure? Or a 
steroid injection? Liaising with your 
HTC for minor procedures,  
Alex Klever

•	 What do I need to know?
	» Managing an endoscopy,  

Sue Webzell

	» Managing dental procedures,  
Dr Sophie Zheng

•	 Helping children with medical 
procedures, Janelle Keyser

•	 Q&A

Reproduction and family planning
Chair: Dr Julie Curtin
•	 Introduction – how are bleeding 

disorders inherited, Dr Julie Curtin

•	 What is genetic testing? How does 
it work? Kathleen Le Marquand

•	 You’re thinking of getting pregnant, 
what are your options? And now 
you are pregnant, what about birth 
plans and neonatal care?  
Dr Renee Eslick

•	 Perinatal care of the bleeding 
disorder patient as a multi-
disciplinary team, Lara Nicholson

•	 IVF Patient story, Shannon

•	 Patient story, Rebecca

•	 Q&A

1500-1530 Afternoon tea

PLENARY 2	 DAINTREE ROOM

1530-1700 Model of care
Chair: Deon York
•	 Introduction, Deon York

•	 Personal perspectives from a parent and people with bleeding disorders: What is an ideal comprehensive care 
model over the lifespan? Claudio, Ben, Gavin 

•	 Future of comprehensive care in Australia, Dr Simon Brown

•	 Shared decision making, Joanna McCosker

•	 What is the role of the NBA in relation to product funding, Horizon Scanning and MyABDR? Jo Cameron

•	 What is the role of AHCDO? Dr Stephanie P’Ng

•	 What is the role of HFA? Natashia Coco

•	 Q&A

1815 REMEMBRANCE SERVICE	 THE GRAND PALMS FOYER, L2

1900 CONFERENCE DINNER	 THE GRAND PALMS, L2
Join your fellow delegates for a relaxed and informal evening. Price includes dinner, drinks and entertainment.

FRIDAY 17 OCTOBER 2025
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PLENARY 3	 DAINTREE ROOM

0910-1015 Women and bleeding disorders
Chair: A/Prof Jenny Curnow
•	 Introduction, A/Prof Jenny Curnow

•	 Patient perspectives – stage of life
	» Young woman
	» Adult woman/mother, Lauren

	» Menopause: woman with haemophilia, Sharron

	» Menopause: woman with VWD, Kim

•	 Is the female revolution in hemophilia care and treatment underway? Prof Cedric Hermans

•	 Women and bleeding disorders, A/Prof Jenny Curnow

•	 Panel discussion and Q&A, Presenters joined by Monique Manzanera

1015-1045 Morning Tea

CONCURRENT SESSION 3A
DAINTREE ROOM

CONCURRENT SESSION 3B
SUNDOWN ROOM

CONCURRENT SESSION 3C
TOPAZ ROOM

1045-1215 Rare Bleeding Disorders
Chair: Dr Sally Campbell
•	 Introduction on rare bleeding 

disorders & pipeline novel 
therapies, Dr Sally Campbell

•	 Personal story, Ashleigh

•	 Parent story, Ranu

•	 Acquired haemophilia,  
Dr Sally Campbell

•	 Acquired haemophilia personal 
story, Jenny

•	 Q&A

Examining the Shoulder – Is it a 
bleed or an injury?
Chair: Cameron Cramey
•	 Introduction, Cameron Cramey

•	 The shoulder and all its simplicity,  
Sally Hess

•	 Personal story
•	 Signs and symptoms of a shoulder 

bleed, Veronique Beets

•	 Personal story: Keeping strong, 
Alan

•	 Q&A

Don’t worry it’s just mild!
Chair: Dr Chee Wee Tan
•	 Introduction, Dr Chee Wee Tan

•	 Personal story, Brian

•	 Adult perspective,  
Dr Chee Wee Tan

•	 Don’t tell her she can’t play 
football! A/Prof Tina Carter

•	 So... When is it time to worry? 
(Nursing perspective),  
Amy Finalyson & Beryl Zeissink

•	 Q&A

1215-1330 Lunch

PLENARY 4	 DAINTREE ROOM

1330-1500 Lifestyle – Teamwork to live your life
Chair: Dr Gianna Pastore
•	 How important it is to connect? Laura Bardell

•	 Let’s talk about piercings, tattoos and even Botox, Steve Matthews

•	 Complementary therapies in bleeding disorders: evidence for use, mechanism of action and relative risk, 
Cameron Cramey

•	 A potential role for hypnosis in patients with haemophilia, Dr Vidya Limaye

•	 Diets and weight management, and maintaining a healthy weight, Michael Wilson

•	 Navigating the world: Travelling with a bleeding disorder and partnering with your HTC, Megan Walsh

•	 Q&A

1500-1530 Afternoon tea

PLENARY 5	 DAINTREE ROOM

1530-1700 Novel therapies changing physiotherapy management across the lifespan
Chair: Hayley Coulson
•	 Introduction, Hayley Coulson

•	 Infants, Nicola Hamilton

•	 Childhood, Elise Mosey

•	 Adolescent and Young Adult, Alison Morris

•	 Adulthood & Ageing, Abi Polus

•	 Panel discusssion

1650-1700 CONFERENCE CLOSE	 DAINTREE ROOM
Dr Jane Mason & Dr Simon Brown

SATURDAY 18 OCTOBER 2025



PRESENTATION ABSTRACTS – FRIDAY 17 OCT

0845-1015	

Conference opening & gene and emerging therapies
Chair: Prof Huyen Tran

FRIDAY 17 OCTOBER 2025

DAINTREE ROOM

PLENARY 1

Patient personal stories (continued)

Domenic F 

Domenic, a 29-year-old from Adelaide with severe haemophilia 
A, is a husband, father, and aged care scheduling officer who 
enjoys family time and online chess, and he is here to share his 
journey with gene therapy and its impact on his life after many 
bleeding episodes and hospital stays.

The new treatment landscape of haemophilia:  
opportunities and challenges
Prof Cedric Hermans, MD, FRCP (Lon, Edin), PhD – Cliniques 
universitaires Saint-Luc, UCLouvain, Brussels, BELGIUM

The treatment landscape of haemophilia has recently been 
revolutionized by major therapeutic advances. Significant 
progress has been achieved with improved replacement 
therapies, including high-sustained activity factor VIII (FVIII) 
concentrates and long-acting factor IX (FIX) formulations, 
but even more transformative are the developments in non-
replacement therapies such as bispecific antibodies mimicking 
FVIII, several rebalancing agents, and gene therapy, particularly 
promising for haemophilia B. 
Many of these innovative treatments facilitate, and in the case 
of gene therapy even abolish, the need for regular prophylaxis 
while providing superior bleed protection, effectively converting 
severe or moderate haemophilia into a milder phenotype or, 
in some cases, normalizing clotting factor levels. Importantly, 
FVIII-mimicking agents and rebalancing therapies also 
enable prophylaxis in patients with inhibitors, a long-standing 
therapeutic goal that was unattainable with traditional short-
acting bypassing agents. Despite these remarkable advances, 
none of these therapeutic options has yet the potential to cure 
all patients. 
The increasing diversity of treatments now allows, for the first 
time in history, a truly personalized approach, enabling clinicians 
to select therapies that best match each patient’s aspirations, 
expectations, clinical needs, physical status, and lifestyle, with 
the ultimate ambition of achieving a physical and psychological 
liberation from the disease. 
However, these breakthroughs come with new challenges, 
including the need for reliable methods to measure the 
haemostatic activity of non-replacement therapies, determining 
optimal strategies for using adjuvant clotting factors or 
bypassing agents in the case of breakthrough bleeds or invasive 
procedures, addressing uncertainties about the future natural 
history and management of FVIII inhibitors when replacement 
therapy becomes a second-line option, overcoming the limited 
availability and high costs of these treatments in many parts of 
the world, and expanding clinical evidence to better define their 
use in women and girls with haemophilia. 
While these innovations are profoundly transforming both 
the present and future of haemophilia care, the search for a 
universal cure, ideally achieved early in life, remains incomplete.

Official welcome
Gavin Finkelstein, President, Haemophilia Foundation Australia

25 years of comprehensive care in Queensland
Dr Simon Brown, Senior Clinician,  
Queensland Children’s Hospital 

Brisbane was chosen as the venue for this conference to mark 
a significant milestone: the 25th anniversary of the Haemophilia 
Centres at the Royal Brisbane and Women’s Hospital (RBWH) 
and Queensland Children’s Hospital (QCH). These Centres, 
established under the leadership of Dr John Rowell and Dr Bill 
McWhirter, have been instrumental in advancing comprehensive 
care and innovation for people with bleeding disorders in 
Queensland.
This anniversary is an opportunity to reflect on the power of 
collaboration and multidisciplinary teamwork in improving 
outcomes for people living with bleeding disorders. The 
conference program has been designed to foster learning, 
connection, and the exchange of ideas, with the aim of 
advancing care and support for patients and families across 
Australia.

History of treatment and care in Australia
Prof Alison Street

In this highly abbreviated overview of haemophilia treatment and 
care from the 1960s to today in Australia, I shall reflect on our 
often-wandering path from rags to riches. This is a prequel to 
presentations throughout the conference on current and future 
therapies with a reminder to know and remember our history.

Treatment landscape in Australia
Prof Huyen Tran, Haemophilia Treatment Centre Director  
& Head of Haemostasis Thrombosis Unit, The Alfred

The haemophilia therapeutic landscape has been evolving 
rapidly from frequent intravenous clotting factor concentrate 
replacement to innovative, less burdensome therapies 
including FVIII-mimetics, non-factor replacement therapies, 
and gene therapies. Although this promises to lessen the 
burden of treatment, improve quality of life and disease 
outcomes, the challenge remains to ensure timely and equitable 
access, and long-term safety that can be integrated into the 
existing comprehensive care model provided by specialised 
Haemophilia Treatment Centres.

Patient personal stories 
Steve 

Steve lives here in Brisbane and is a person with haemophilia. 
He has severe haemophilia A and has tried to live a ‘normal’ life, 
including study, work and travel. However, as he got older, he 
needed several joint surgeries to reduce his arthritic pain and 
maintain mobility. In late 2019, Steve began the gene therapy 
trial and has found it to be positively life-changing. He says he 
is “now in a great window of his life” and has just returned from 
travelling across Europe for the summer.

AUSTRALIAN BLEEDING DISORDERS CONFERENCE 2025	 9



Parent presentations
Tim, a father of a child with haemophilia

Shu, a mother of a child with haemophilia

Blood Busters – Busting the myths of bleeding disorders 
Dr Julie Curtin, Paediatric Haematologist,  
The Children’s Hospital at Westmead

A simple injection… is it ever simple? 
Janine Furmedge, Haemophilia Clinical Nurse Consultant,  
The Royal Children’s Hospital, Melbourne.

Non-factor treatment (emicizumab) was funded in Australia in 
late 2020 for people with severe and moderate haemophilia 
A. This new treatment has brought many positive changes for 
children and young people. But change can also bring new 
challenges. After five years and commencing over 100 patients 
on Hemlibra, what have we learnt as clinicians and what have 
we learnt from children, young people and their parents? This 
presentation will highlight our experiences at a paediatric 
Haemophilia Treatment Centre and includes how families travel 
with new treatment products.

The hidden cost of progress: Navigating the challenges of 
emicizumab injections
Dr Elise Flynn, paediatric haematologist,  
The Royal Children’s Hospital, Melbourne

Background: Emicizumab has transformed the management 
of severe haemophilia A, markedly reducing bleeding 
events. However, many children experience distress with 
the subcutaneous injections, highlighting the need to 
better understand who is most affected and what supports 
engagement with this therapy.
Aim: To explore the experience of procedural pain and 
anxiety associated with emicizumab injections in children with 
haemophilia A.
Methods: A retrospective observational study was conducted 
at The Royal Children’s Hospital, Melbourne. Parents/guardians 
completed a REDCap survey assessing procedural pain and 
anxiety across multiple timepoints and potential predictors. 
Children aged 6–18 years completed a parallel survey. Focus 
groups with parents and interviews with adolescents further 
explored experiences, coping strategies, and recommendations.
Results: Of 68 eligible families, 28 parents (41%) completed the 
full survey for 33 children; 13 of 21 consented children (62%) 
participated. Parent- and child-reported pain and anxiety rose at 
emicizumab initiation but declined significantly over time, with 

greater reductions in children previously on factor VIII. Parental 
anxiety mirrored child anxiety, also decreasing sharply. Younger 
child age and higher parental anxiety were the strongest 
predictors of child procedural anxiety. Two parent focus groups 
and two adolescent interviews highlighted strategies that 
reduced distress and informed resource development.
Conclusion: Procedural pain and anxiety are common at 
emicizumab initiation but improve with time in most families, 
particularly in children previously receiving factor VIII. Younger 
children and those with parents experiencing anxiety about 
the procedure are at highest risk, underscoring the need for 
targeted support and practical resources to optimise treatment 
adherence and family experience.

Levelling the playing field
Nicola Hamilton, Physiotherapist,  
Royal Children’s Hospital, Melbourne

As treatment of haemophilia is ever-changing and evolving, so 
are expectations. Our children are bleeding less and able to 
do more. Recognising and treating bleeds is still important as 
well as treating them and there are some key things we need to 
remember.

Bleeding Disorder Lingo
Robyn Shoemark, Clinical Nurse Consultant,  
The Children’s Hospital at Westmead  

You think you know your lingo? Join us for a bit of fun and 
your chance to show you know the 4, 5, and 6-letter words 
associated with bleeding disorders.

Q&A panel

1045-1215	

The starting line – what you need to know for your child
Chair: Robyn Shoemark

FRIDAY 17 OCTOBER 2025

CONCURRENT SESSION 1A

DAINTREE ROOM
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Youth – my amazing bleed story! 
Jaime Chase, Haematology Clinical Nurse Specialist, Children’s 
Cancer & Haematology Service, John Hunter Children’s Hospital

Tall stories of bleeds – are they true or fake? 
Panel discussion and audience participation.
Topics to include: 

•	 Travel
•	 tattoos
•	 partying
•	 drinking
•	 drugs
•	 music festivals
•	 concerts
•	 sex 

Panelists: 
Javonte, young man 

Simoni, young woman

Catherine, parent 

Gerald Yeo, physiotherapist

Emma Wells, social worker

Joanna McCosker & Kara Cordiner, nurses 

A/Prof Chris Barnes, HTC Director

1045-1215	

Youth – my amazing bleed story!
Chair: Jaime Chase
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Introduction & overview on ageing with a bleeding disorder 
Dr Liane Khoo, Haematologist, Royal Prince Alfred Hospital

Patient story
Neill

Neill, who has severe haemophilia A, has spent 73 years 
navigating major treatment advances, helping establish and 
lead the SA Haemophilia Society, overcoming significant health 
challenges, building a 40-year career in the Federal Public 
Service, and now enjoys retirement with his wife, family, and 
interests in music, football, outback driving, and reading.

Getting to the heart of the matter - Cardiovascular issues in 
people with bleeding disorders
Dr Caroline Dix, Haematologist, The Alfred (Ronald Sawers 
Haemophilia Treatment Centre) 

Until recently, cardiovascular disease was not thought to be a 
problem in people with bleeding disorders as it was thought the 
bleeding disorder provided some ‘protection’. However now, 
with improved life expectancy and new treatments which aim 
to bring factor levels closer to normal, it is being increasingly 
recognised and diagnosed. Cardiovascular disease includes 
conditions such as heart attack, stroke and abnormal heart 
rhythms. Much of the treatment of cardiovascular disease 
involves blood thinners, which can be more difficult to manage 
in people with bleeding disorders as well as relying on a big 
change in our thinking from the standard advice to always avoid 
medications that increase bleeding risk. It also means our strong 
focus should be on prevention. This session will discuss what 
cardiovascular disease is, how big of a problem it is, how and 
why it occurs, and what can be done to prevent and treat it, in 
the context specifically of people with bleeding disorders.

HIV, hepatitis C and liver health - changing the focus for an 
ageing population 
A/Prof Krispin Hajkowicz, Senior Staff Specialist in the Infectious 
Diseases Unit, Royal Brisbane and Women’s Hospital 

Highly active antiretroviral therapy for HIV and direct-acting 
antivirals for hepatitis C have revolutionised the field and led 
to sustained improvements in the length and quality of life for 
people living with these infections. However, with this success 
comes new challenges in the burden of disease of chronic 
metabolic disease, metabolic-associated fatty liver disease and 
cancer. The toolbox of a contemporary HIV and viral hepatitis 
physician now includes approaches to managing metabolic 
complications and cancer prevention. Together we can find ways 
of sustaining improvements in quality and length of life even in 
the era of highly effective viral therapies. 

Overview: preparing for future needs 
Yu-hsuan (Yoshi) Lin, Haemophilia Nurse Consultant,  
Royal Adelaide Hospital

The evolving landscape of haemophilia care has ushered in 
unprecedented longevity for individuals with severe bleeding 
disorders, creating a “lucky generation” of older adults 
living well beyond previously anticipated life spans. This 
advancement, largely driven by innovative therapies such as 
clotting factor concentrates and novel agents like emicizumab, 
has transformed haemophilia from a life-limiting condition to 
a chronic disease requiring comprehensive, multidisciplinary 
management.
Despite these therapeutic breakthroughs, ageing with 
haemophilia presents unique and complex challenges. Chronic 
joint damage, pain management, and mobility limitations persist 
as significant concerns, while the coexistence of common 
age-related comorbidities—including cardiovascular disease, 
diabetes, and prostate issues—complicates clinical care. 
Furthermore, the psychosocial dimensions of ageing with 
haemophilia, such as social isolation, loss of independence, and 
mental health burdens, underscore the need for holistic support 
frameworks.
This session aims to engage healthcare professionals and 
stakeholders in a dialogue centred on optimizing quality of life 
for older haemophilia patients. Through a patient-informed Q&A 
format, we will explore effective multidisciplinary approaches 
that address physical health, mental well-being, and social 
support systems. The goal is to ensure that the advances 
in haemophilia treatment translate into not only increased 
longevity but also enhanced, meaningful life experiences for this 
unique population.

General panel discussion and Q&A 
Penny McCarthy, Haemophilia Nurse Consultant, The Alfred 
(Ronald Sawers Haemophilia Treatment Centre) 

Jane Portnoy, Social Worker, The Alfred (Ronald Sawers 
Haemophilia Treatment Centre 

1045-1215	

What now? I’m still here (Getting older)
Chair: Dr Liane Khoo
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Introduction
Dr Sam Hitchins, Haematologist and Director of the Tasmanian 
Haemophilia Treatment Centre, Royal Hobart Hospital 

Patient story
Tyler

Tyler is a 23 year old male, who was diagnosed with type 1 VWD 
at the age of 3. He works in the banking sector and when he 
isn’t working can be found doing anything sporting related he 
can get his hands on.

Diagnosis & bleeding assessment tools 
Dr Sam Hitchins, Haematologist and Director of the Tasmanian 
Haemophilia Treatment Centre, Royal Hobart Hospital 

Von Willebrand disease (VWD) is the most common inherited 
bleeding disorder, characterized by deficiencies or dysfunction 
of von Willebrand factor (VWF), a protein involved in platelet 
adhesion at sites of vascular injury. VWD diagnosis can be 
challenging due to variability in bleeding symptom severity and 
its various subtypes.
VWD diagnosis involves incorporating bleeding and family 
history, laboratory tests, and increasingly genetic analysis. Initial 
screening includes measuring VWF antigen (quantitative), tests 
of VWF function (qualitative), and factor VIII. Further testing may 
involve assessing VWF multimeric pattern and genetic tests.
Diagnosis of type 1 VWD in particular can be challenging 
because reductions in VWF may be mild and overlap with the 
range seen in the general population. Variability and transient 
inflammatory increases of VWF may confound testing and it’s 
not uncommon for testing to be performed several times to 
determine a baseline level. For mild reductions in VWF, type 
1 VWD can only be formally diagnosed in association with the 
presence of abnormal bleeding.
Given the overlap of VWD symptoms with other bleeding 
disorders and the presence of bleeding symptoms even in 
patients without bleeding disorders, a detailed clinical history of 
bleeding pattern is crucial. Bleeding assessment tools (BATs) are 
useful in the evaluation of VWD and distinguishing “normal” from 
“abnormal” bleeding. BATs are standardised questionnaires that 
guide who to test, assist in diagnosis and indicate the severity 
of bleeding. The ISTH BAT is one widely used instrument, 
incorporating questions assessing frequency and severity 
of symptoms such as epistaxis, menorrhagia, bruising and 
procedural bleeding.
Conclusion: VWD diagnosis uses a combination of laboratory 
and clinical features. BATs are a useful component for assessing 
bleeding history and documenting the severity of bleeding 
symptoms.

Current & emerging therapies
Dr Stephanie P’ng, HTC Director, Haemophilia & Haemostasis 
Centre of WA, Fiona Stanley Hospital

This presentation will explore the current and emerging 
therapeutic options in Von Willebrand Disease. It will cover 
traditional specific treatment options of desmopressin (DDAVP) 

and plasma-derived von Willebrand factor (VWF) concentrates 
and touch on recombinant VWF products and some emerging 
therapies including novel recombinant fusion proteins. It will 
cover treatment of the specific bleeding site emphasizing that 
treatment of VWD disease needs to be tailored to the subtype, 
severity and the individual characteristics of the bleeding 
features.

Your voice matters – encouraging self-advocacy for individuals 
with VWD
Monique Manzanera, Social Worker, Haemophilia Treatment 
Centre, Royal Prince Alfred Hospital. 

Von Willebrand disease (VWD) is the most common inherited 
bleeding disorder, with an estimated 1 in 1000 people affected 
by it requiring medical treatment. Although most prevalent, 
individuals frequently encounter delayed diagnoses, inconsistent 
or limited access to specialised care, and symptom dismissal 
due to a lack of understanding from medical professionals who 
are unfamiliar with the condition. Self-advocacy is an important 
tool that can be utilised to overcome these challenges. Self-
advocacy can feel scary, confronting and isolating, especially 
if individuals have had previous negative experiences, have 
previously felt unheard or their symptoms not recognised.
This presentation aims to empower individuals with VWD to 
become confident in advocating for themselves within the 
healthcare system. This presentation also aims to create 
awareness for health professionals regarding the challenges 
that individuals with VWD may experience and to educate them 
on how to encourage and support their clients to self-advocate. 
Health services play an important role in empowering individuals 
with the knowledge required and creating a safe space to 
encourage individuals to effectively self-advocate.
Creating a safe space and strengthening the relationship 
between individuals and their healthcare provider is proven 
to assist individuals with making informed decisions about 
their health care, increase patient satisfaction, improve health 
outcomes and reduce barriers to care. Listeners will also have 
an opportunity to hear from an individual with lived experience 
sharing her story on navigating the health care system during 
her pregnancy journey.

Sophie

Sophie was diagnosed with von Willebrand disease type 1 
following unexpected complications during wisdom teeth 
removal. She has since navigated the complexities of pregnancy 
with a bleeding disorder and now celebrates life with her one-
year-old child, recently confirmed not to have inherited the 
condition. Sophie is passionate about promoting self-advocacy, 
particularly for women, and is a proud member of the Women 
and girls Advisory Group.

Panel discussion

Q&A

1330-1500	

Von Willebrand Disease
Chair: Dr Sam Hitchins
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Introduction
Dr Jane Mason, HTC Director,  
Royal Brisbane & Women’s Hospital

This session will explore the critical intersection between routine 
medical and dental procedures and the unique challenges 
faced by people with bleeding disorders. While interventions 
such as dental extractions, colonoscopies, skin biopsies, and 
minor surgeries may be considered low-risk in the general 
population, they can pose significant bleeding risks without 
appropriate planning and support. Through clinical insights and 
patient experiences, we will highlight the importance of early 
communication with Haemophilia Treatment Centres and the 
development of personalised management plans. A proactive, 
collaborative approach can transform potentially complex 
scenarios into safe, well-controlled procedures. The session will 
also address common misconceptions - particularly the tendency 
to underestimate the risks associated with “minor” procedures 
- and provide practical strategies to mitigate complications. By 
fostering awareness and empowering individuals to advocate 
for their care, we aim to reduce preventable bleeding events 
and improve procedural outcomes. Whether you are a clinician, 
patient, carer, or allied health professional, this session will offer 
valuable tools to support informed decision-making and safe 
procedural planning in everyday healthcare settings.

So you need a skin lesion out? Do you need a prostate biopsy 
or a gynaecological procedure? Or a steroid injection? Liaising 
with your HTC for minor procedures
Alex Klever, Clinical Nurse Consultant at the Queensland 
Haemophilia Centre, Royal Brisbane & Women’s Hospital 

Minor medical procedures are usually safe, but for people 
with bleeding disorders like haemophilia or von Willebrand 
disease, they can be risky. These patients need special care 
to avoid bleeding problems. This includes planning ahead, 
giving treatments to help blood clot, and working with experts 
who understand these conditions. Even small procedures need 
careful attention to keep patients safe.
This presentation will explore: What to do before, during, and 
after minor procedures. Common mistakes to avoid. How to stay 
in touch with your Haemophilia Treatment Centre (HTC) and how 
to ensure safe outcomes through planning and communication.

I need an endoscopy – what do I need to do?
Sue Webzell, Haemophilia and Transfusion Clinical Nurse 
Specialist, Hollywood Private Hospital, WA

An overview of endoscopic procedures, how best to maintain 
safety in patients with bleeding disorders and case studies will 
be explored. Endoscopic procedures such as colonoscopies and 
gastroscopies can pose challenges in patients with bleeding 
disorders. They require careful planning, individualized risk 
assessment and multidisciplinary coordination to mitigate 
risks. The importance of effective communication between 
departments is necessary to determine the correct and 
timely implementation of any planned medications or factor 
replacement and enhance patient safety and experience. 
Case scenarios looking at the management of patients with 
varying bleeding disorders and severity will be used to better 
explain treatment plans and the processes to follow in order to 
achieve the best outcomes.

Dental procedures and bleeding: What you need to know
Dr Sophie Zheng, Dentist, The Alfred, Melbourne 

Dental care can feel daunting for people with bleeding disorders 
but with the right precautions and treatment, can be both safe 
and effective. This session will provide clear, practical guidance 
to help patients and families feel more confident about visiting 
the dentist. 
During this session, we discuss how daily habits will reduce 
the need for more invasive procedures. We will explore what 
to expect from common treatments such as cleaning, fillings 
and extractions, and when additional measures such as factor 
replacement or tranexamic acid may be recommended.
By the end, we hope you will know the key steps to protect your 
oral health and approach dental visits with confidence.

Helping children with medical procedures 
Janelle Keyser, Clinical Nurse Consultant,  
Queensland Children’s Hospital

When children access healthcare, it is common for them to 
require medical procedures such as blood tests, vaccinations, 
cannulations, dressings or imaging. Despite the best efforts 
of parents and healthcare workers, negative experiences can 
lead to anticipatory anxiety, medical trauma, and long-term 
challenges when engaging with health care. The Queensland 
Children’s Hospital has implemented a framework for staff 
and parents to follow to ensure evidence-based care is used 
to minimise trauma during procedures. CALM Care stands for 
Comfort, Analgesia, Language, Mindfulness and Memory, simple 
techniques to help children during medical procedures. 

Q&A

1330-1500	

“Skin, teeth and scopes – oh my!”
Chair: Dr Jane Mason
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Introduction – how are bleeding disorders inherited 
Dr Julie Curtin, Senior Staff Specialist and Head of 
Haematology/Blood Bank at The Children’s Hospital at 
Westmead

Bleeding disorders don’t just affect individuals—they ripple 
through families. Understanding how these conditions are 
inherited can help families feel more informed, prepared, and 
empowered. This presentation will explore the genetics behind 
bleeding disorders in a way that’s easy to follow, even without a 
science background.
I will explain how conditions like haemophilia, von Willebrand 
disease, and platelet function disorders are passed from parent 
to child, and why inheritance patterns can sometimes seem 
unpredictable. Using simple diagrams and real-life examples, 
we’ll clarify terms like “carrier,” “X-linked,” and “autosomal,” and 
discuss what they mean for your family’s health journey.

What is genetic testing? How does it work? 
Kathleen Le Marquand, Senior Genetic Counsellor, Royal Prince 
Alfred Hospital

Overview of genetic testing for the different types of 
haemophilia and the role of genetic counselling in the testing 
process.

You’re thinking of getting pregnant, what are your options? 
And now you are pregnant, what about birth plans and 
neonatal care?
Dr Renee Eslick, Consultant clinical and laboratory 
haematologist, The Canberra Hospital.

For women who are confirmed haemophilia carriers, the 
thought of starting a family can be daunting. Pre-conception 
diagnostic assessment options will be discussed, such as 
IVF and pre-implantation genetic testing. Options for testing 
during pregnancy will also be covered, including chorionic 
villus sampling, amniocentesis and non-invasive prenatal 
testing (NIPT). The importance of pregnancy planning and early 
conversations with your haemophilia treatment team will be 
emphasised.

Perinatal care of the bleeding disorder patient as a multi-
disciplinary team 
Lara Nicholson 

Reproductive healthcare inclusive of genetic testing is indeed a 
complex and important part of psychosocial care, especially in 
the context of patients who are carriers of bleeding disorders. 
Additionally, we know many carriers are symptomatic with 
bleeding symptoms themselves, and we also know that many 
women and girls can sometimes only discover this at time of 
pregnancy.
This is despite thorough efforts to capture and test within the 
paediatric life stage via the Female Carriers Clinic. 

Much advocacy and promotion of testing is crucial within this 
clinic and has led to increased awareness and understanding as 
children become adults in this space. Further advocacy occurs 
within crisis intervention at time of pregnancy and sometimes as 
acutely as at the time of delivery and labour of an affected baby. 
Adding a good psychosocial layer to this clinical space is 
greatly assisted by the fluid communication and referral 
processes between Queensland’s paediatric and adult centres. 
Additionally, perinatal-specific emotional well-being screening 
has been crucial alongside our patients’ access to their primary 
health care networks. 
This presentation aims to outline a psychosocial framework in 
this context, inclusive of patient stories with their consent to 
illustrate outcomes of this interdisciplinary care. Furthermore, 
this presentation aims to emphasise vulnerabilities within this 
cohort that increase risk of disengagement and therefore benefit 
from an MDT approach. Finally, I will outline clinical examples 
of consistent engagement across their lifespan, including 
psychosocial referral pathways in this context. 

IVF Patient story
Shannon

Shannon is a Brisbane-based mum of three who lives with 
haemophilia and is raising a son with the condition. Her family 
has faced enormous challenges, including her son’s rough 
start to life with severe gastrointestinal bleeding, experiences 
that have shaped her passion for advocacy and awareness. 
Shannon now serves as a board member of Haemophilia 
Foundation Queensland, where she works to support families 
and particularly women who often face unique challenges in 
managing their bleeding disorder. Beyond advocacy, Shannon 
supports women navigating the balancing act of raising a family 
while managing the demands of a career. She openly shares her 
journey through IVF and the emotional toll it carries, using her 
story to spark honest conversations about science, family, and 
resilience.

Patient story
Rebecca

Rebecca lives in Far North Queensland with her husband and 
two beautiful young children. Like both her brothers, her son Nic 
has severe haemophilia A.

Q&A

1330-1500	

Reproduction and family planning 
Chair: Dr Julie Curtin
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Introduction 
Deon York, Chief Executive, Haemophilia New Zealand

Personal perspectives from a parent and people with bleeding 
disorders: What is an ideal comprehensive care model over 
the lifespan? 
Claudio, parent of children with haemophilia

Ben, young person with haemophilia

Gavin, older person with haemophilia

Future of Comprehensive Care in Australia
Dr Simon Brown, Senior Clinician,  
Queensland Children’s Hospital 

Comprehensive care has supported people with haemophilia 
for over 50 years, improving safety and quality of life. But with 
rising costs, new treatments like gene therapy, and tighter health 
budgets, we must ask: Is the current hospital-based model still 
enough? This presentation explores how care could evolve to 
include government, patient organisations, and broader health 
system support. It highlights the need to protect patients, ensure 
access to safe and effective therapies, and improve standards 
in a field where evidence is limited. Together, we must shape a 
future model that puts people with haemophilia at the centre. 

Shared decision making 
Joanna McCosker, Haemophilia Nurse Practitioner,  
Queensland Children’s Hospital

Haemophilia treatments have evolved over the last 50 
years from whole blood and plasma transfusions to plasma-
derived factor concentrates to recombinant factors. Modern 
advancements now include extended half-life factors and 
non-factor therapies such as bispecific monoclonal antibodies, 
and of course, a potential cure in gene therapy. With treatment 
advancements comes an element of choice, and understanding 
which treatment is right for you will involve exploring goals and 
barriers for your life. Shared decision making is a conversation 
between you and the multi-disciplinary team to understand and 
decide which treatment at the age and stage of life is the most 
appropriate to achieve living a “haemophilia-free” life. 

What is the role of the NBA in relation to product funding, 
Horizon Scanning and MyABDR? 
Jo Cameron, Director of the Research and Product Review 
Section, National Blood Authority

There are several pathways that can be used for the introduction 
of new products proposed for government funding. These 
include the Pharmaceutical Benefits Scheme (PBS), Medical 

Benefits Scheme (MBS), the National Health Reform Agreement 
(NHRA) and the National Blood Arrangements, managed by the 
National Blood Authority (NBA). Interested parties, including 
patient or clinical groups, governments or suppliers, can 
propose changes to the products or services that are publicly 
funded under the national blood arrangements. 
The NBA is required to monitor the national and international 
environment in which the Australian Blood Sector operates for 
new technological, clinical, risk or other developments that may 
impact the national blood supply. Our focus is on information 
that may have an impact on global supply, demand and pricing, 
such as changes in company structure, capacity, organisation 
and ownership; potential new product developments and 
applications; global regulatory and blood practice trends and 
other emerging risks that could potentially put financial or other 
pressures on the Australian sector.
MyABDR is a free and secure way for patients or carers to 
record information in the Australian Bleeding Disorders Registry. 
This supports staff in Haemophilia Treatment Centres to manage 
care more comprehensively. It also supports governments to be 
able to manage Australia’s supply of critical products used to 
treat bleeding disorders. Through MyABDR patients or carers 
can record information about treatments and bleeds, manage 
stock, view treatment plans and share information with HTCs to 
assist them to care for people with bleeding disorders.

What is the role of AHCDO?
Dr Stephanie P’ng, HTC Director, Haemophilia & Haemostasis 
Centre of WA, Fiona Stanley Hospital

What is the role of HFA? 
Natashia Coco, Executive Director,  
Haemophilia Foundation Australia

Haemophilia Foundation Australia represents the bleeding 
disorders community in Australia. Our mission is to 
inspire excellence in treatment, care and support through 
representation, education and promotion of research, and we 
work towards achieving this in many ways. We work closely with 
local foundations and our stakeholders, including the National 
Blood Authority, Haemophilia Treatment Centres, AHCDO, health 
professionals and pharmaceutical companies. We are a National 
Member Organisation of World Federation of Hemophilia (WFH). 

1530-1700	

Model of Care
Chair: Deon York
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Introduction
A/Prof Jenny Curnow, Haematologist, Westmead Hospital, NSW

Patient perspectives – stage of life
Young woman 

Lauren, Adult woman/mother 

Sharron, Menopause – woman with haemophilia 

Kim, Menopause – woman with VWD 

Is the female revolution in hemophilia care and treatment 
underway?
Prof Cedric Hermans MD, FRCP (Lon, Edin), PhD – Cliniques 
universitaires Saint-Luc, UCLouvain, Brussels, BELGIUM

Women and girls with hemophilia (W&GwH) represent a 
long-overlooked and under-recognized population within 
the hemophilia community. Despite significant therapeutic 
advances over the last two decades, most innovations, including 
extended half-life factors, bispecific antibodies, rebalancing 
agents, and gene therapy, have primarily targeted male patients, 
reflecting their predominance among those with severe disease. 
Historically, W&GwH have faced under-diagnosis, under-
registration, and exclusion from clinical trials, resulting in limited 
evidence-based treatment strategies tailored to their needs.
Recent data show that approximately 6–10% of patients with 
hemophilia are female, most presenting with mild factor VIII or IX 
deficiencies but with a distinct bleeding phenotype, particularly 
related to menstruation, pregnancy, and delivery. These unique 
hemostatic challenges require adapted therapeutic goals, aiming 
not only to normalize coagulation but also to improve quality of 
life and address gynecological and obstetric bleeding risks.
However, access to innovative therapies remains limited, with 
very few studies evaluating the efficacy and safety of novel 
agents in W&GwH. Early real-life data on emicizumab and 
extended half-life FIX products demonstrate promising results, 
but broader inclusion in registries and specifically designed trials 
is urgently needed.
This lecture highlights the necessity of a paradigm shift , a 
“female revolution” in hemophilia care, emphasizing proactive 
carrier identification, systematic screening, better data 
collection, and equitable access to innovations. By developing 
female-focused trial designs and treatment strategies, the 
hemophilia community can move towards a truly inclusive and 
personalized therapeutic approach.

Women and bleeding disorders
A/Prof Jenny Curnow, Haematologist, Westmead Hospital, NSW

Panel discussion and Q&A
Presenters joined by Monique Manzanera

0845-1015	

Women and bleeding disorders
Chair: A/Prof Jenny Curnow
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Introduction on rare bleeding disorders & pipeline novel 
therapies
Dr Sally Campbell, Haematologist, A/Director,  
Queensland Children’s Haemophilia Treatment Centre,  
SMO Haemophilia, RBWH Haemophilia Treatment centre, 
Haematopathologist, Pathology Queensland,  
AHCDO Clinical Research Consultant 

Dr Sally has an interest in haemostasis thrombosis, has 
published in peer reviewed journals on paediatric thrombosis 
as well as inherited and acquired bleeding disorders. She has 
completed her PhD though Monash University on the Australian 
experience of inherited bleeding diosders with a central focus 
on new treatments for rare bleeding disorders. She is a principal 
investigator in several clinical trials including gene therapy for 
haemophilia, and non-factor replacement studies.
This presentation will cover rare bleeding disorders and current 
available treatment options and guidance on level targets. It will 
also discuss novel therapies for rare bleeding disorders that are 
in the pipeline. 

Personal story
Ashleigh

Ashleigh is a 30-year-old clinical nurse facilitator living on 
the Gold Coast with her fiancé, Darcy, and their beautiful 
son, Vincent, born in March this year. In 2014, ahead of a 
planned tonsillectomy, a coagulation profile—prompted by her 
grandfather’s history of haemophilia A—revealed she had severe 
factor XI deficiency. Later, during family planning, she was also 
confirmed as a haemophilia A carrier. She and Darcy began IVF 
with genetic testing due to her known carrier status, but after 
two failed transfers and a diagnosis of endometriosis, they took 
a break, and surprisingly conceived Vincent naturally. With the 
support of her haemophilia team, and her obstetrician at Gold 
Coast Private, she experienced a smooth pregnancy journey and 
a safe, complication-free birth just as she had hoped.

Parent story
Ranu

Ranu Obaha is the father of K, who has a Factor XIII (13) 
deficiency and was diagnosed with this condition in June 2020. 
Ranu hopes to share his testimony/story of his family’s journey 
with this condition. 

Acquired haemophilia 
Dr Sally Campbell, Haematologist, A/Director,  
Queensland Children’s Haemophilia Treatment Centre,  
SMO Haemophilia, RBWH Haemophilia Treatment centre, 
Haematopathologist, Pathology Queensland,  
AHCDO Clinical Research Consultant 

Acquired haemophilia A is a very rare condition where a 
person’s immune system (a system that protects your body 
from diseases) develops antibodies, also known as inhibitors, 
that mistakenly target the body’s own clotting factors, most 
commonly factor VIII. It is not hereditary.

Acquired haemophilia personal story 
Jenny

Jenny shares her story of how she discovered she had acquired 
haemophilia and how it was able to be successfully treated with 
the support of her hospital and Haemophilia Treatment Centre.

1045-1215	

Rare bleeding disorders
Chair: Dr Sally Campbell
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Introduction
Cameron Cramey, Advanced Practice Physiotherapist,  
Royal Adelaide Hospital

The shoulder and all its simplicity. What do we need to know 
about the shoulder as clinicians? Transferring our knowledge 
to best manage haemophilia clients.
Sally Hess, APA Sports and Exercise Physiotherapist,  
Shoulder Consultant, Royal Brisbane and Women’s Hospital

The shoulder and haemophilia. Simplifying the shoulder 
by revisiting the anatomy, assessment and management of 
shoulder pain. Physiotherapists have a unique opportunity to 
positively impact the lives of haemophilia clients.
Re-examining management of the shoulder from a 
musculoskeletal perspective may enhance recovery for 
haemophilia and have beneficial effects on pain, physical 
function and quality of life.

Personal story

Signs and symptoms of a shoulder bleed
Veronique Beets, Haemophilia Physiotherapist,  
Wellington Hospital, NZ

Personal story: Keeping strong
Alan

Q&A

1045-1215	

Examining the Shoulder – Is it a bleed or an injury?
Chair: Cameron Cramey
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Introduction 
Dr Chee Wee Tan, Haematologist, Royal Adelaide Hospital

Patient personal story 
Brian

Adult perspective
Dr Chee Wee Tan, Haematologist, Royal Adelaide Hospital

Don’t tell her she can’t play football!
A/Prof Tina Carter, Paediatric Haematology Service,  
Perth Children’s Hospital, WA

Mild bleeding disorders in children are a heterogeneous 
group of conditions characterized by an increased tendency to 
bleed, often presenting with symptoms such as easy bruising, 
frequent epistaxis, prolonged bleeding after minor injuries, or 
excessive bleeding following surgical or dental procedures. 
The most common inherited cause is von Willebrand disease, 
but platelet function disorders and mild forms of haemophilia 
should also be considered. Acquired causes, such as immune 
thrombocytopenia or medication effects (e.g., NSAIDs), are 
less common but important to recognize. Clinical assessment 
should include a thorough personal and family bleeding history, 
physical examination for signs of mucocutaneous bleeding, 
and initial laboratory investigations—typically a full blood count, 
coagulation screen (PT, aPTT), and, if indicated, von Willebrand 
factor studies and platelet function tests. Management is 
tailored to the underlying diagnosis and severity, ranging from 
observation and patient education to specific therapies such 
as desmopressin or antifibrinolytics. Early identification and 
referral to a paediatric haematologist are crucial for optimal 
management and prevention of complications.

So... when is it time to worry? (Nursing perspective)
Beryl Zeissink, Clinical Nurse Consultant,  
Queensland Haemophilia Centre

For people living with mild bleeding disorders, bleeding 
episodes can be rare and are not always predictable. This can 
make it hard to know when something is serious and when to 
seek help. Many patients rely on past experiences or education 
they’ve received—sometimes buried in memory until a situation 
arises.
This presentation explores how we can better support patients 
in recognizing when to act, key information patients should 
share with other doctors, and what to do in an emergency. 
Practical advice is offered on when to contact the haemophilia 
team.
By encouraging clear communication and timely action, we can 
help prevent complications and improve outcomes.

Mild bleeding disorders quiz
Amy Finlayson, Haemophilia Clinical Nurse,  
Queensland Children’s Hospital

To provide an overview of mild bleeding disorders to the 
audience using an educational tool. Utilising a Kahoot platform 
to deliver education to the community will create a safe, fun 
learning experience as the audience will be able to participate. 
Questions will be derived from resources such as the HFA 
website and the HTC staff members.
Quiz results can be evaluated and provide an overview of 
educational needs within the community. This information can 
also be helpful in discovering service gaps. Feedback from the 
community following the quiz will be sought to further evaluate 
educational needs. 

1045-1215	

Don’t worry it’s just mild!
Chair: Dr Chee Wee Tan
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Introduction
Dr Gianna Pastore, Haematology Registrar, Royal Brisbane and 
Women’s Hospital

How important is it to connect? 
Laura Bardell, HFACT Counsellor

Connection is at the heart of human wellbeing helping to foster 
resilience, belonging, and meaning. Yet for many individuals and 
families living with bleeding disorders, opportunities to connect 
are limited, leaving people feeling isolated. This presentation 
will explore how creating intentional spaces for connection can 
transform lives and communities.
Through the lens of Acceptance and Commitment Therapy 
(ACT), this session will highlight how both structured gatherings 
and everyday catch-ups create powerful opportunities for 
people to reconnect with what matters most, embrace life’s 
challenges, and take purposeful steps toward more meaningful 
lives. Attendees will discover how simple, intentional acts of 
connection can spark lasting change and strengthening not just 
individuals, but entire communities. 

Let’s talk about piercings, tattoos and even Botox 
Steve Matthews 

Complementary therapies in bleeding disorders: evidence for 
use, mechanism of action and relative risk 
Cameron Cramey, Advanced Practice Physiotherapist,  
Royal Adelaide Hospital 

In this session, we will explore the available evidence, proposed 
mechanism of action, and discuss the relative risks of common 
complementary therapies, including:

•	 Dry needling and acupuncture
•	 Tai Chi
•	 Cupping therapy
•	 Yoga

Through real patient examples, we will explore the indications 
and potential benefits of seeking complementary therapies for 
the management of musculoskeletal conditions. By the end 
of the session, we aim to provide individuals with bleeding 
disorders a clearer understanding of the factors they should 
consider to assist them in making informed decisions about the 
risks and benefits of each therapy.

A potential role for hypnosis in patients with haemophilia
Prof Vidya Limaye, Consultant Rheumatologist,  
Royal Adelaide Hospital

A hypnotic trance is an altered state of consciousness in which 
the mind is more receptive to suggestions. This state can be 
induced for therapeutic purposes and has been shown to help in 
the management of numerous problems including pain, anxiety 
and treating addictions.
Fibromyalgia is a common, chronic pain disorder with 
widespread pain in muscles and soft tissues. It is often 
associated with fatigue and a range of cognitive disturbances 
and is challenging to treat. A dedicated Hypnosis Clinic 
established at the Royal Adelaide Hospital has yielded promising 
results to reduce pain and anxiety as well as analgesic use in 
patients with fibromyalgia.
There are numerous potential applications for therapeutic 
hypnosis in patients with haemophilia. Recurrent joint bleeds 
can lead to osteoarthritis and joint pain. Dental procedures 
are often associated with anxiety. Hypnosis may provide an 
adjunctive tool to help manage pain and anxiety and further 
provide patients with a greater sense of self efficacy. It remains 
an under-recognised potential treatment modality.

Diets and weight management, and maintaining a  
healthy weight
Michael Wilson, Dietitian, Royal Brisbane and Women’s Hospital 

Navigating the world: travelling with a bleeding disorder and 
partnering with your HTC 
Megan Walsh, Haemophilia Clinical Nurse Consultant,  
The Alfred (Ronald Sawers Haemophilia Centre)

Travel opens doors to adventure, connection, and personal 
growth—but for individuals with bleeding disorders, it also 
presents unique challenges. Whether it is a school trip, family 
holiday or your first solo adventure, travel should be exciting, not 
stressful.
By collaborating with your HTC, you can prepare for every 
stage of your trip with confidence. From pre-departure planning, 
practical tips and packing essential supplies to understanding 
healthcare systems abroad and preparing for emergencies 
and choosing insurance, your HTC helps ensure you’re ready 
for anything. Whether you’re venturing across the country or 
around the globe, this partnership can turn travel challenges into 
opportunities for independence, confidence, and unforgettable 
memories. 

Q&A

1330-1500	

Lifestyle – Teamwork to live your life
Chair: Dr Gianna Pastore
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Introduction
Hayley Coulson, Physiotherapist,  
Queensland Children’s Hospital

Infants
Nicola Hamilton, Physiotherapist,  
Royal Children’s Hospital Melbourne

Childhood
Elise Mosey, Physiotherapist, Queensland Children’s Hospital

Adolescent and Young Adult
Alison Morris, Sports Physiotherapist,  
Haemophilia Treatment Centre, Perth Children’s Hospital 

Adulthood & Ageing
Abi Polus, Senior Clinical Physiotherapist - Haemophilia,  
The Alfred

Panel discussion
Physiotherapy is a key component of haemophilia care, 
supporting joint and muscle health, managing acute bleeds, 
and promoting long-term function and quality of life. This 
presentation explores the evolving role of physiotherapy 
across the lifespan, from infancy through to older adulthood, 
emphasising prevention, rehabilitation, and the importance of 
tailored interventions at each life stage.
As treatment advances, including prophylaxis, extended half-life 
factor therapies, gene therapy, and non-factor agents, bleeding 
profiles and joint outcomes are changing. These developments 
have implications for physiotherapy goals, with a strong focus 
on joint preservation, safe physical activity, and proactive 
musculoskeletal care.
We will discuss key considerations at each life stage: supporting 
motor development and educating caregivers in early childhood; 
managing joint and muscle bleeds, and promoting safe sport 
participation in school-aged children; addressing psychosocial 
factors and fostering independence in adolescents; maintaining 
joint health and managing work-related demands in adulthood; 
and supporting pain management, cardiovascular and bone 
health, and surgical rehabilitation in older adults.
This lifespan approach highlights the importance of collaboration 
between the person with a bleeding disorder, their family, and 
their Haemophilia Treatment Centres in adapting physiotherapy 
to meet the changing needs throughout their life. 

Conference close
Dr Simon Brown, Senior Clinician,  
Queensland Children’s Hospital 

Dr Jane Mason, HTC Director,  
Royal Brisbane & Women’s Hospital

1530-1700	

Novel therapies changing physiotherapy management 
across the lifespan
Chair: Hayley Coulson
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No. Title Submitting Author

1 Trials and tribulations: a case study of haemophilia 1911-2025 Dr Alana Hansen

4 Therapy switching: emicizumab and factor therapies in haemophilia A Ashley Fletcher

5 A current review of bleeding disorders physiotherapy service in Australia Abi Polus

6 Haemophilia gym group Wade McGrath

7 The importance of multidisciplinary management of muscle 
haematomas in mild haemophilia: A case study.

Hayley Coulson

8 HaemPref Survey: understanding haemophilia treatment preferences and 
goals in Australian adults and parents of children with haemophilia

Suzanne O’Callaghan

9 Evaluating support for treatment decision-making: 
WFH shared decision-making tool survey

Suzanne O’Callaghan

10 Establishing the HFA Council Women and girls Advisory 
Group (WOMAG): a female voice at the table

Suzanne O’Callaghan

11 MDT care of a regional patient with inherited factor VII deficiency 
and subsequent inhibitor from diagnosis to now

Lara Nicholson

12 A family and team’s CALM approach to procedural distress in paediatric haemophilia Lara Nicholson

14 Understanding patient information needs when 
undergoing gene therapy for haemophilia

Natashia Coco

15 Exploring the current use of point of care ultrasound by physiotherapists 
working in Haemophilia Treatment Centres around Australia

Alison Morris

16 Shifting landscapes: A comparison of surgery and procedures in 
haemophilia patients over two 12-month periods 10 years apart 

Penny McCarthy

17 Haemophilia Foundation Queensland: supporting the bleeding disorders community Lauren Green

18 Patient, consumer and societal perceptions on high-cost 
gene therapies for haematological disorders

Dr Amanda Rush

POSTER DISPLAY

Poster Listing
The poster display is in the plenary room. All posters will be displayed throughout the conference. Poster authors will be 
available during the Welcome Reception to discuss and answer questions.
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POSTER ABSTRACTS

1.	 Trials and tribulations: a case study of haemophilia 1911-2025
	 Dr Alana Hansen
Outline: Haemophilia A has been in Family H since 1911. The 
mutated gene was passed from the matriarch to two of her five 
children - her son (OO) and third daughter (BO). OO died in 
1941 aged 29 years with no progeny. Two of BO’s children, her 
eldest daughter, and son NH, inherited the gene which has been 
passed on to descendants in the next two generations. This 
study details this familial history of severe haemophilia A over a 
114-year period, highlighting the similar and different challenges 
faced by OO and his nephew NH born 40 years later in 1951.

Supported by anecdotal and clinical evidence, we discuss both 
men’s experiences of living with haemophilia. We document the 
basic treatments prescribed for OO’s bleeds and compare these 
to self-treatment, monoclonal antibodies, and gene therapy 
options available today. In different eras both men were at the 
forefront of advancements in new treatments for haemophilia. 

For NH the latter decades of the 20th century saw rapid medical 
advances, but also the negative health consequences of the 
presence of blood-borne viruses in factor VIII concentrates.

Conclusion: Haemophilia A has not changed over time but 
fortunately treatments have, providing new hope for current and 
future generations of Family H, and others similarly affected. 
Due to the benefit of modern science NH now has less bleeds 
but faces a new and arguably more challenging prospect – 
ageing. This has been accompanied by age-related conditions 
including cardiac disease, stroke, musculoskeletal problems, 
and surgeries with post-operative complications. These issues 
that were once unheard of for sufferers of yesteryear, are now 
more commonly seen in those affected, but no doubt will be met 
with the resilience so often present in the bleeding disorders 
community.

4.	 Therapy switching: emicizumab and factor therapies in haemophilia A
	 Ashley Fletcher, Dr Sally Campbell, Dr. Janis Chamberlain, Dr. Stephanie P’ng
Aim: This study investigates therapy switching patterns in 
individuals with haemophilia A, with a focus on transitions 
to and from emicizumab. Analyses are stratified by disease 
severity, prior treatment type (prophylaxis vs. on-demand), and 
subsequent therapies following emicizumab discontinuation. 
We also examine reasons for discontinuation and rates of 
spontaneous bleeding while on emicizumab.

Method: Data were sourced from the Australian Bleeding 
Disorders Registry (ABDR) and a national survey of Haemophilia 
Treatment Centre Directors. Patients who received emicizumab 
were included, with subgroup analysis by severity: mild (n=16), 
moderate (n=102), and severe (n=569). Sankey plots were used 
to visualise treatment transitions, excluding those recorded 
solely on emicizumab. 

The study examined prior factor therapy type, transitions to 
emicizumab, and subsequent therapies after discontinuation 
including reason for transition from emicizumab. Major 
spontaneous bleeds requiring factor intervention and annualised 

bleeding rates (ABR) are currently being assessed and will be 
presented.

Results: Therapy switching patterns differed significantly by 
severity and prior treatment type, with notable differences 
between prophylaxis and on-demand transitions in severe 
(p<0.05) and moderate (p=0.04) groups. Eighteen patients (2%) 
discontinued emicizumab, citing reasons including sport (33%), 
non-compliance (11%), remote location (11%), mental health 
concerns (11%), and other reasons (28%). Data on ABR’s, inhibitor 
status and outcomes for patients not on emicizumab will be 
presented, data pending.

Conclusion: This analysis provides early insights into real-world 
therapy transitions involving emicizumab in haemophilia A. 
Visualisation through Sankey plots illustrates distinct switching 
patterns by severity. Differences in prior treatment type 
underscore the importance of personalised treatment planning. 
Further analyses incorporating inhibitor status will support 
clinical decision-making and policy development.
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5.	 A current review of bleeding disorders physiotherapy service in Australia
	 Abi Polus, Alison Morris
Outline and Description: An up-to-date review of the service 
provision of dedicated bleeding-disorder/haemophilia 
physiotherapy in the HTCs throughout Australia. This will be 
collected and presented alongside the statistics of the number 
of patients per Centre and the number of severe haemophilia 
patients per Centre.

Collected statistical data from Centres within Australia and the 
ABDR identifies location of Centres, the number and type of 
patients serviced and provision of physiotherapy services of 
each Centre, presented pictorially. This will allow identification 
of areas of increased need. This in turn can aid with requesting 
physiotherapy resources and services in order to align with the 

standard of care outlined in the World Federation of Hemophilia 
(WFH) Guidelines of the management of haemophilia and 
the AHCDO principles. These cite that access to a dedicated 
bleeding disorder physiotherapy service as part of the multi-
disciplinary comprehensive care team, is an essential part of the 
management of people with bleeding disorders.

Outcome and conclusions: This poster presents a project that 
allows us to clearly see the number of people with haemophilia 
and the service provision of dedicated physiotherapy available. 
It will aid in service provision. It identifies areas where more 
service is required. Further research is required to capture the 
non-haemophilia data. 

6.	 Haemophilia gym group
	 Wade McGrath, Abi Polus, Catherine Haley
Background: Regular physical activity is widely accepted to be 
beneficial for both physical and mental health in the general 
population. This is no different for those with bleeding disorders, 
with growing evidence showing the positive effects of both 
resistance and aerobic exercise specifically in these individuals.

Structured exercise is now accepted to be safe for those 
with haemophilia and may help combat the higher rates of 
osteoporosis and poorer aerobic capacity in these individuals. 
Exercise does not appear to increase bleeding risk and can lead 
to improved muscle strength, proprioception and decreased 
pain perception.

Barriers to exercise exist for those with haemophilia, such as 
joint dysfunction, fear of injury and associated pain. Other 
potential barriers to participation include mobility issues, fatigue, 
lack of motivation and lack of time.

Outline and description of topic: In an attempt to increase the 
exercise and activity levels of patients in Victoria within our 
haemophilia treatment centre at The Alfred Hospital, we have 

recently introduced a weekly “Haemophilia Gym Group”. This 
group runs for one hour and participants are supervised by a 
physiotherapist who works within the haemophilia department.

All patients are required to have had a one-on-one session with 
the physiotherapist prior to their commencement in the class 
to familiarise themselves with both the therapist, environment 
and equipment. Each participant is also required to complete 
the “Haemophilia Activities List” outcome measure prior to their 
first session to assess their self-reported limitations in various 
activities of daily living, which will then be reassessed in the 
future to see if the gym group has been effective.

Conclusions/Outcomes: Although in its infancy, the initial 
response from both staff and participants has been positive, and 
there are plans to expand to multiple days per week. We hope 
that this service will help our patients with haemophilia from 
both a physical and psychological perspective and help them 
feel more comfortable and confident exercising going forward.
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7.	 The importance of multidisciplinary management of muscle haematomas  
	 in mild haemophilia: A case study
	 Hayley Coulson, Joanna McCosker, Dr Simon Brown, Tristan Reddan
Multidisciplinary management of muscle haematomas in patients 
with haemophilia is essential for complication-free recovery. 
Muscle haematomas are one of the most common sites of 
bleeding in haemophilia patients and develop when the muscle 
is over-stretched or when there is direct trauma to the muscle. 

In this case study we discuss the management of an adolescent 
male with mild haemophilia who presented to a regional hospital 
following a sporting injury to his thigh. On review, the patient had 
a swollen, firm, warm thigh with considerable pain and limited 
active range of movement at the knee and hip. Objectively, 
there was a 5cm circumferential difference when comparing 
the thighs. This injury was later diagnosed on ultrasound as a 
large muscle haematoma within the vastus intermedius muscle 
with herniation through the fascia to the posterior border of the 
rectus femoris muscle. Treatment with recombinant factor VIII 
was delayed due to the unavailability of the factor concentrate 
at the regional hospital, which resulted in an inpatient admission 
and lengthy rehabilitation.

Many individuals with mild haemophilia may not be aware they 
have the condition or have limited experience in recognising the 
early signs of bleeding, particularly muscle haematomas. This 
can contribute to a potential delay in diagnosis and initiation 
of treatment, increasing the risk of significant complications 
and poorer outcomes. We highlight the importance of serial 
imaging with ultrasound as a useful adjunct in the management 
of muscle haematomas, as it is increasingly accessible and 
provides a direct measurement of the haematoma volume. This 
is not only important at baseline to grade the severity of the 
bleed and guide initial treatment decisions, but also to ensure 
no recurrence during the rehabilitation phase. At 15 weeks, the 
ultrasound showed almost complete resolution of the muscle 
haematoma, with the patient successfully rehabilitated back to 
sport complication free.

8.	 HaemPref Survey: Understanding haemophilia treatment preferences  
	 and goals in Australian adults and parents of children with haemophilia
	 Simon Fifer, Suzanne O’Callaghan, Natashia Coco, Hannah Deen
Outline and description: With haemophilia therapies rapidly 
evolving, and the potential for several emerging therapies to 
be made available in Australia, understanding the treatment 
preferences of affected Australians is crucial. In partnership 
with Haemophilia Foundation Australia, Community and Patient 
Preference Research (CaPPRe) conducted an online survey 
with Australian adults and parents/carers of children with 
haemophilia. Participants were offered several hypothetical 
(imaginary) treatment options and were asked to indicate their 
treatment preferences through a Discrete Choice Experiment 
(DCE) and their treatment goals through a Best-Worst Scaling 
exercise (BWS). 72 participants completed the survey: 38 
adults with haemophilia and 34 parents/carers of children 
with haemophilia under 18 years. 48 participants or their child 
had experienced a recent bleed (in the last 12 months); 24 
participants or their child had not experienced a recent bleed.

Conclusion/outcomes: The DCE modelling predicted that 72% of 
participants who had (or whose child had) experienced a recent 
bleed (in the past 12 months) and 80% of participants who had 
not (or whose child had not) experienced a recent bleed would 
choose a monthly subcutaneous injection treatment over a gene 
therapy that had an 80% success rate and effects lasting up to 5 
years. This was when both options offered the same reduction 

in annual bleeds and improvements in physical activity, and 
similar risks of side effects. Many participants would switch 
their preference to a gene therapy that had a 99% success rate 
and effects lasting up to 7 years, with modelling predicting that 
62% of participants with a recent bleed and 50% of participants 
without a recent bleed would choose this option. The modelling 
predicted even more participants would choose a gene therapy 
that had a 99% success rate and effects lasting up to 10+ years 
(predicted preference with a recent bleed: 75%; without a recent 
bleed: 65%). Participants prioritised the following treatment 
goals in the BWS: independent and pain free physical activity, 
social engagement and maintaining physical and emotional well-
being.

These findings underline the need for ongoing long-term 
research into gene therapy and effective health communication 
regarding its expected success rate and length of effect. Shared 
decision-making will also be an important way for treating 
teams and patients/parents to respond effectively to individuals’ 
treatment preferences and goals.
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9.	 Evaluating support for treatment decision-making:  
	 WFH Shared Decision-Making tool survey
	 Suzanne O’Callaghan, Natashia Coco
Outline and description: The current treatment environment for 
bleeding disorders involves both new and emerging therapies 
and personalised treatment. When exploring treatment options, 
the shared decision-making process between a patient with 
a bleeding disorder and their treating team is increasingly 
important. The World Federation of Hemophilia (WFH) has 
developed a Shared Decision Making tool (SDM - https://sdm.
wfh.org) to support the process. Haemophilia Foundation 
Australia conducted a survey of Haemophilia Treatment Centre 
nurses, psychosocial workers and physiotherapists to seek their 
views on the tool and appropriate promotion.

Conclusion/outcomes: In total 23 health professionals 
completed the survey: 12 nurses, 6 social workers/psychologists 
and 5 physiotherapists. The greater majority (19/20) thought the 
tool would help when discussing treatments with their patients. 

They thought the tool was well-structured, had supporting 
information that was easy to understand and that it would 
encourage discussion between the patient and clinicians in the 
process of considering treatment options. Some thought it could 
be improved by adding an alternative version that is suitable for 
patients with lower literacy.

These responses support the value of the WFH Shared Decision 
Making tool and the benefit of promoting the SDM tool to 
Haemophilia Treatment Centres and the bleeding disorders 
community as a useful support in the shared decision-making 
process around treatment options.

10.	 Establishing the HFA Council Women and girls Advisory Group (WOMAG):  
	 A female voice at the table
	 Suzanne O’Callaghan, Natashia Coco, Leonie Demos
Outline and description: Internationally, it is well recognised that 
women and girls with bleeding disorders are underdiagnosed 
and underserved and experience a lack of understanding of 
their unique needs. 

Recognising the work that needs to be done to represent and 
support women and girls more effectively, HFA Council has 
established the Women and girls Advisory Group (WOMAG) 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. The Group held its inaugural meeting at a 
workshop in Sydney in February 2025.

Conclusion/outcomes: During the workshop the Group explored 
background issues, identified needs across the lifespan and 
considered some short and longer-term strategies to work 
towards change. The Group developed the tagline of ‘education, 

equality, engagement’ to promote the priority goals identified 
in the workshop. The first goal of ‘education’ focuses on 
educating the affected and broader community and health 
professionals about the needs of women and girls and raising 
awareness about appropriate diagnosis and inclusion in the 
Australian Bleeding Disorders Registry (ABDR). The second goal 
of ‘equality’ aims to achieve equal access to testing, treatment 
and research/clinical trials and an evolving understanding and 
female-centric approach to women and girls with bleeding 
disorders. The third goal of ‘engagement’ proposes strategies 
to engage women, the community and champions among health 
professionals and other strategic supporters in this work. This is 
an important step in addressing issues for girls and women with 
bleeding disorders.
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11.	 MDT care of a regional patient with inherited factor VII deficiency and  
	 subsequent inhibitor from diagnosis to now
	 Lara Nicholson, Dr Simon Brown, Hayley Coulson, Elise Mosey
M was seven when her significant epistaxis, ankle injury and 
bruising led to a GP referring to the QCH Haemophilia Treatment 
Centre and the diagnosis of a severe and rare bleeding disorder 
- FVII deficiency complicated by inhibitors. 

M immediately began Novo seven treatment; however, 
even with this treatment, M’s existing left ankle bleed led to 
degenerative changes shown in treatment associated imaging 
over a period of months. The FVII inhibitor level was initially 
monitored and FVIIa dose frequency increased. Due to rising 
inhibitor titre and frequent bleeding symptoms, they then 
commenced on rituximab and had a total of four doses over four 
weeks. The family and team attempted to stabilise M’s complex 
diagnosis alongside continued episodes of epistaxis, bruising 
and increased limits to M’s capacity to mobilise. M required a 
wheelchair to mobilise at this acute phase and the Haemophilia 
team subsequently advocated strongly to NDIS to evidence 
the functional impact of their ankle degeneration and need to 
mobilise at home. 

The family required an NDIS Package for supports specific 
to the permanent nature of M’s condition and this included a 
wheelchair to mobilise at home and school. M is now walking 
and making functional improvements under close supervision 
and monitoring from parents and the HTC. This physiotherapy 
approach in M’s care has changed after two years of treatment 
and care where walking was not safe and this change was also a 
trigger point of anxiety for the family. 

Trauma informed counselling has been relevant at this later 
stage, despite M becoming more independent. The team have 
supported the family to adjust to an evolving treatment plan 
and process significant adjustments to M’s diagnosis as they 
have physically developed and responded to treatment. A 
psychosocial focus on trauma-informed counselling alongside 
building capacity for a complex medical patient inclusive of NDIS 
advocacy, was crucial at two stages of M’s treatment journey.

12.	 A family and team’s CALM approach to procedural distress in  
	 paediatric haemophilia
	 Lara Nicholson, Dr. Sally Campbell, Tiara Tan, Joanna McCosker, Tamara Shannen,  
	 Elizabeth Kehoe, Janelle Keyser 
Procedural distress in paediatric haemophilia, while very 
different now in 2025, continues to remain a challenge for both 
family and medical teams. QCH recently launched a CALM 
framework for clinicians to use when working with procedural 
distress. This team have begun to use the framework when 
working with small children with haemophilia having procedural 
anxiety, adapting its content in partnership with families. Two 
particular children experienced significant procedural anxiety 
across various admissions through the emergency department, 
in outpatient clinics and at home. 

After many admissions involving cannulation, B’s parents 
engaged with social work and the team to create a CALM 
Plan for their 2-year-old with moderate haemophilia A. During 
counselling sessions, B’s parents identified the unique 
strategies, routine and rewards that have worked for them thus 
far and adapted them to the Comfort, Analgesia, Language 
and Mindfulness categories on a one-page document they can 
screen shot and show emergency staff (who also have it on 
patient’s record) in times of emergency admissions. 

The process of identifying B and their parents’ unique existing 
practice wisdom and validating this on a workable reference 
tool aims to reduce anxiety for parents and child in this setting. 
K’s parents had struggled with their now five-year-old child with 
moderate haemophilia B, having repeated procedural distress. 
K’s parents also had existing skills and wisdom to input to the 
CALM framework within a CALM session and have noticed an 
increase in their confidence as well as much reduced procedural 
distress. 

Procedural distress with babies and small children will always 
pose significant challenges for families and the treating teams. 
Using a trauma-informed CALM framework within strengths-
based and trauma-informed counselling from an attachment 
perspective can potentially help build capacity for parents of 
children with haemophilia.
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14.	 Understanding patient information needs when undergoing gene therapy  
	 for haemophilia
	 Natashia Coco, Suzanne O’Callaghan, Dr Liane Khoo, Dr Stephanie P’ng 
Outline and description: Undergoing gene therapy for 
haemophilia can involve significant decision-making, preparation 
and follow-up, as well as the gene therapy infusion itself. 
To support the person with haemophilia in managing this 
process, appropriate patient information is crucial. Haemophilia 
Foundation Australia and Australian Haemophilia Centre 
Directors’ Organisation conducted an anonymous online survey 
of patients who had undergone gene therapy for haemophilia to 
evaluate their satisfaction with information provided during their 
treatment experience. The survey asked participants if they had 
received enough information before, during and after the gene 
therapy infusion and any other information that would have been 
helpful.

Conclusion/outcomes: Thirteen people with haemophilia 
completed the survey: 10/13 with haemophilia A; 3/13 with 
haemophilia B. All (13/13) were satisfied with the information 

they received during decision-making; 12/13 responded that 
they had enough information before infusion day; and similarly 
12/13 had enough information after infusion day. Suggestions 
for other helpful information included psychological support, 
managing side-effects (eg, steroids), length of time required for 
follow-up testing, and therapy required for invasive procedures/
surgery. When asked how they would have liked to receive the 
information, nearly all (12/13) would like to talk to the clinical 
team, 8/13 would like to receive printed fact sheets/booklets and 
smaller numbers would like to access a range of digital options.

Overall people with haemophilia were very satisfied with the 
patient information they received during the gene therapy 
process. Responses about other helpful information and formats 
will be used to develop patient information resources and 
approaches in the future.

15.	 Exploring the current use of point of care ultrasound by physiotherapists  
	 working in Haemophilia Treatment Centres around Australia
	 Alison Morris, Abi Polus 
Outline and Description: Point-of-care ultrasound (POCUS) is 
an emerging tool in haemophilia care, offering real-time, non-
invasive assessment of joint health. It is used for both the early 
detection of joint bleeds and serial monitoring of joint health 
over time. The Australia and New Zealand Physiotherapy Group 
(ANZHPG) is a specialist group of physiotherapists working in 
HTCs across Australia. The extent of POCUS utilisation by this 
group is currently unclear.

The co-chairs of the ANZPHG undertook a preliminary survey of 
all members to:

1.	 Determine the availability of an ultrasound machine within 
their HTC

2.	 Determine current usage patterns

3.	 Understand the level of training the physiotherapist has had 
in POCUS and

4.	 Determine any barriers to use.

Results / Conclusion: Despite recognition of the importance 
of POCUS as an adjunct to other assessment methods, 
physiotherapists identified many barriers to routine 
implementation within their centre. Key barriers included 
restricted access to ultrasound equipment, not having 
physiotherapy FTE dedicated to the HTC, lack of formal training 
and mentoring, time constraints, and limited organisational 
support.

The findings of this survey will be used to determine future 
strategies to encourage wider adoption of POCUS in 
haemophilia physiotherapy practice across Australia.
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16.	 Shifting landscapes: A comparison of surgery and procedures in haemophilia  
	 patients over two 12-month periods 10 years apart
	 Penny McCarthy, Megan Walsh, Kara Cordiner 
Haemophilia is a rare inherited bleeding disorder caused 
by deficiencies in clotting factors VIII (haemophilia A) or IX 
(haemophilia B). Significant advancements in prophylactic 
treatment and overall health management - particularly in 
an ageing population—have expanded both the range and 
necessity of surgical procedures safely available to individuals 
with haemophilia.

Over the past decade, innovations such as extended half-life 
factor concentrates, non-factor therapies, and individualized 
perioperative care protocols have significantly reshaped the 

surgical landscape for this population. This poster presents a 
comparative snapshot of the types of surgeries performed in 
people with Haemophilia during two 12-month periods, in 2014 
and 2024, highlighting how evolving treatment paradigms have 
influenced surgical trends and opportunities.

17.	 Haemophilia Foundation Queensland:  
	 Supporting the Bleeding Disorders Community
	 Lauren Green, Amanda Johnson
Haemophilia Foundation Queensland (HFQ) is committed 
to supporting individuals and families affected by bleeding 
disorders across Queensland. This poster presents the scope 
of HFQ’s work, which includes advocacy, education, awareness 
campaigns, and direct community support, with a strong focus 
on inclusion and meaningful connection.

Awareness is a core aspect of HFQ’s mission. Approximately 
2,000 Queenslanders live with diagnosed bleeding disorders, 
including haemophilia, von Willebrand disease, and other rare 
factor deficiencies. HFQ highlights the diverse experiences 
of community members – women, children, and those ageing 
with a disorder – to promote understanding and reduce 
stigma. Each October, ‘Bleeding Disorders Awareness Month’ 
features initiatives that engage both the public and healthcare 
professionals. A key event, the ‘Light It Up Red’ campaign, sees 
over 100 Queensland landmarks illuminated in red. The month 
officially begins with an event at Government House, hosted by 
the Governor and attended by HFQ members and supporters.

HFQ also provides essential support through regional outreach, 
visiting locations such as Cairns, Townsville, and Rockhampton. 
These clinics offer guidance on treatment, subsidies, and HFQ 
services, ensuring rural and remote communities are not left 
behind.

Community connection is fostered through regular social 
gatherings, including men’s and women’s lunches that offer 
safe spaces for sharing experiences. The annual HFQ Family 
Camp is a highlight, encouraging peer support through inclusive, 
family-friendly activities. Programs tailored to children - such as 
day trips and theme park visits - help younger members build 
confidence and community ties.

Through ongoing advocacy, education, and inclusive 
engagement, HFQ continues to be a trusted and responsive 
organisation for all Queenslanders living with bleeding 
disorders, working to improve quality of life and foster lifelong 
connections.
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18.	 Patient, consumer and societal perceptions on high-cost gene therapies for  
	 haematological disorders
	 Dr Amanda Rush, Kristine Pierce, Prof Richard De Abreu Lourenco, Prof Kylie Mason,  
	 Prof Kirsten Howard, Dr Garry Lynch, Pippy Walker, Prof Rosalie Viney
Outline: While novel gene therapies have the potential to 
improve patient outcomes, many are associated with high 
upfront costs. Additionally, the long-term benefits and risks of 
these therapies remain unknown. These uncertainties present 
challenges for Health Technology Assessment (HTA) committees, 
such as the Pharmaceutical Benefits Advisory Committee (PBAC) 
and Medical Services Advisory Committee (MSAC). These 
committees systematically assess health interventions that seek 
public subsidy. To inform HTA, it is critical to seek insights from 
those with lived experience on what matters when thinking 
about funding new health care interventions. 

This study aimed to understand preferences for funding of 
high-cost gene therapies for haemophilia B, sickle cell disease 
and beta thalassemia, major disease targets for gene therapies. 
Eight interviews and 15 focus groups with those living with 
haematological disease, their carers, disease advocates, and a 
cross-section of the general population were undertaken (total 
87 participants) between June and September 2024. Interviews 
and discussions were transcribed, and inductive thematic 
analyses were undertaken using NVivo (Version 14). 

Five key themes were identified: patient, disease and treatment 
considerations; access; impacts (benefits and harms); impacts 
(costs); and uncertainties. Each theme was further divided into 
sub-themes, such as evidence of prior success, awareness of 
options, trust in clinicians, geographical distance from therapy 
centres, societal benefits, and effectiveness.

Conclusion: Identified themes from discussions with patients and 
carers provide important insights into health and social factors 
that may influence individual decision making and HTA. This 
work forms part of a larger research project funded by Australia’s 
Medical Research Futures Fund and led by Professor Kirsten 
Howard: ‘Development of a generalisable evaluation framework 
for high upfront-cost gene therapies: clinical, financial, ethico-
legal and cultural considerations’. This project aims to provide 
decision-makers with a robust basis upon which to assess 
the clinical and cost-effectiveness of new and emerging gene 
therapies.
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