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What will we cover today?

• Who is Haemophilia Foundation Australia?
• Who we work closely with
• Local Foundations 
• Vision and Mission
• How many people in Australia with bleeding disorders
• Our work
• Bleeding Disorders framework
• Awareness 
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Who is Haemophilia Foundation Australia (HFA)? 
• HFA is the national peak body that represents people with bleeding 

disorders and their families
• HFA works together with State and Territory Foundations 
• Each State and Territory Foundation is represented by 1 delegate to 

form HFA Council
• HFA is government funded by Department of Health, Disability and 

Ageing and the National Blood Authority 
• HFA has an active fundraising program with donations received from 

individual donors, service clubs, trust and foundations
• HFA also receives grants from pharmaceutical companies for specific 

education programs
• HFA is a National Member Organisation of the World Federation of 

Hemophilia (WFH) and participates in activities to improve access to 
treatment and care to people with bleeding disorders around the 
world.  We are part of the Asia Pacific region
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We work closely with - 
• Haemophilia Treatment Centres – there are 18 across Australia 
• Australian Haemophilia Centre Directors' Organisation (AHCDO)
• We auspices and work closely with the Nurses Group, Physiotherapy Group and 

Social Workers Group
• National Blood Authority (NBA)
• Pharmaceutical companies
• Other relevant government departments
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Local Foundations

Connects the community and organises peer support activities 
• Camps
• Groups:

• Men’s group – catch up at lunch
• Women’s Group
• Youth activity
• Mums and babies playgroup
• Information evenings
• Christmas parties 
• Retreats 
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Overcoming Challenges of a Bleeding Disorder video 



Vision and Mission 

Our vision is for people with bleeding disorders to lead active, 
independent and fulfilling lives.

We aim to achieve this through our mission – inspiring excellence in 
treatment, care and support through representation, education 
and the promotion of research.
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How many people in Australia? 

In Australia there are more than 8,034 people diagnosed with haemophilia, 
von Willebrand disease (VWD) and other bleeding disorders.
• Haemophilia/Carry the gene = 3,435
 Acquired haemophilia = 136
• VWD = 2,797
 Acquired VWD = 40
• Rare clotting factor deficiencies/other bleeding disorders = 1,626

(Australian Bleeding Disorders Registry Report 2023-2024)
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Our work
• Advocate for the best treatment and care 
• Advocate for access to best services 
• Produce up to date information and resources 

distributed on all HFA channels – print, website, social 
media, webinars, videos 

• www.haemophilia.org.au
• Facebook, Instagram, You Tube
• Email newsletter

• National Haemophilia 
• Is the leading source of up to date information in Australia 
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• Produce information resources based on 
community need – Print and digital 

• Getting Older Hub
• GETS Hub
• Factored In (targeted youth section) 
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• Promotion of research – Haemophilia Foundation Research Fund 
• Support a research program of up to $20,000 per year 

• Provide support and services to local Foundations 
• Organise the Australian conference every 2 years 
• Support & listen to the bleeding disorders community
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Framework

HFA was part of the review for The framework for the management of 
bleeding disorders in Australia, new version released in Feb 2025. We 
consulted Nurses, Physiotherapists and Social Workers groups. 

The framework provides an overview of the governance structures in 
Australia to ensure people with bleeding disorders have access to 
appropriate care and treatment. 

https://www.blood.gov.au/sites/default/files/documents/2025-
03/The%20framework%20for%20the%20management%20of%20bleeding%20disorders%20in%20Australia_updated.pdf 
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Awareness 
• World Haemophilia day  - April 17
We celebrate WHD every year and participate in light 
it up red.  This year we had over 100  landmarks turn 
red.
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•  Bleeding Disorders Awareness Month – October 
Our big awareness month to raise the profile of  bleeding disorders to 
the general community and our bleeding disorders community.
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Communications

Website:  www.haemophilia.org.au
Subscribe to our Enews: www.haemophilia.org.au/enews 
Follow on our socials: 

Haemophilia Foundation Australia

Like Haemophilia Foundation Australia on Facebook 
https://www.facebook.com/HaemophiliaFoundationAustralia  
 

Like Haemophilia Foundation Australia on Instagram 
https://www.instagram.com/haemophiliafoundationaustralia/ 
  
 

Subscribe to Haemophilia Foundation Australia on YouTube 
https://www.youtube.com/channel/UCFF5AAxKdbzD7QhfWS71KfA  
 

Follow Haemophilia Foundation Australia on Linkedin 
https://www.linkedin.com/company/haemophilia-foundation-australia  

http://www.haemophilia.org.au/
http://www.haemophilia.org.au/enews


Thank you 



 hfaust@haemophilia.org.au
 www.haemophilia.org.au

Contact Us
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