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  From the  
 President

Gavin 
Finkelstein

President,
Haemophilia
Foundation
Australia

RAISING AWARENESS
On 17 April we join the global community in 
celebrating World Haemophilia Day. This is an 
important opportunity for the bleeding disorders 
community worldwide to come together to raise 
awareness about bleeding disorders. In Australia 
the Light It Up campaign has been very successful, 
where landmarks around the country are lit red at 
night. I encourage you to share photos of your local 
landmarks on the HFA Facebook Page so that we can 
share the day and its significance with each other and 
those who are connected to us.

This year the World Federation of Hemophilia (WFH) 
has given the event the theme of Access for All. It is a 
timely reminder that much of the world’s population 
of people with bleeding disorders doesn’t have access 
to diagnosis and effective treatment. We feel very 
fortunate to live where we do and in these times of 
new haemophilia treatments and HFA is committed 
to supporting the WFH programs to bring change 
worldwide, including the Twinning Program.  

In February we also celebrated Rare Disease Day. 
Haemophilia is considered a rare disease, but some 
of our community members have very rare bleeding 
disorders, such as rare clotting factor deficiencies and 
very rare types of VWD, and it is important to raise 
awareness about the diversity of experience in our 
community. Our thanks to Adam, Simoni and Belinda 
who shared their personal stories for Rare Disease 
Day this year. 

WORLD NEWS
WFH has announced that the World Congress will 
take place as scheduled in Montreal, Canada on 8-11 
May 2022, both face-to-face and with select sessions 
available through their virtual platform. Registration 
is now open. Like the Australian Conference, there is 
a mix of community and expert health professionals 
and a dynamic and exciting program, covering the 

latest information and issues. If you have attended a 
World Congress before, you will know the excitement 
of meeting together as a global community and sharing 
experiences, catching up with old friends and being 
inspired by what is being discussed.

I am sad that we farewelled a great leader and friend 
from our global network when Val Bias passed away 
in December 2021. Val was the former CEO of the 
National Hemophilia Foundation in the USA. Val had 
severe haemophilia but didn’t let it stand in the way  
of his impressive work to bring the US chapters 
together and in national advocacy, fundraising and 
support for young people. On the global stage he was 
very active in the WFH Twinning Program. We will 
miss him and pass on our condolences to his family 
and former colleagues.

EDUCATION RESOURCES
Throughout the COVID epidemic, we have continued 
our work on education resources – not only the 
COVID-19 vaccine FAQs, but other resources for 
our diverse community. I would like to thank our 
community members and expert health professionals, 
who contribute their experiences, expertise and 
feedback to the development of these resources. Our 
health professionals at the HTCs have been particularly 
generous, giving comments and advice when they can, 
although many have been in other roles to manage the 
impact of COVID in their hospital.

You may have seen new information on financial 
planning and aged care and disability services on the 
Getting Older Info Hub and updated sport information 
for young people on Factored In. We are nearing the 
completion of the resources on haemophilia testing 
in women and girls, exploring the complexities of 
genetic testing and diagnosis, and encompassing 
recent changes. Now that the HTCs have had some 
experience with new haemophilia treatments, we will 
be updating our haemophilia resources – and there are 
other resources in the pipeline. Watch this space!
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World Haemophilia Day 2022
Every year on 17 April World Haemophilia Day is 
recognised worldwide to increase awareness of 
haemophilia, von Willebrand disease and other 
inherited bleeding disorders. This is a critical effort 
since with increased awareness comes better 
diagnosis and access to care for the millions who 
remain without treatment.

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

This year the theme is Access for All.  The World 
Federation of Hemophilia, with the support of 
volunteers from around the world, does remarkable 
work with developing countries with their GAP and 
Twinning Programs and the Cornerstone Initiative. 
HFA is currently connected with the Myanmar 
Haemophilia Patient Association as a part of the 
WFH Twinning Program.

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

Haemophilia Foundation Australia is a WFH member 
organisation and many Australian volunteers have 
been involved with WFH programs.  

HFA has supported many programs over the years 
and participated in the WFH Twinning Program 
and various committees that work to achieve the 
objectives of WFH. 

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

Light It up Red
We have many locations and landmarks over 
Australia Lighting up Red in support of World 
Haemophilia Day. These locations will be listed on 
our website. Keep an eye out and share photos on 
our social media platforms.

We will also have some virtual activities available  
on our website.

MORE INFORMATION
For more information and locations, visit the 
World Haemophilia Day page on the HFA 
website - www.haemophilia.org.au/WHD 

To read more about our work with Myanmar - 
https://tinyurl.com/NH-Myanmar

http://www.haemophilia.org.au/WHD
https://tinyurl.com/NH-Myanmar
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Travelling during this COVID-19 pandemic has been a 
challenge for most Australians as we now enter a third 
year. Some freedoms are returning and as we draw 
closer to planning our next escape, it is essential for 
people with bleeding disorders to plan ahead.  

Most importantly, always make contact with 
your Haemophilia Treatment Centre (HTC) well in 
advance, who will advise on what to consider.

SO HOW HAS COVID-19 CHANGED 
THE WAY WE TRAVEL??
Travelling during a pandemic can be unpredictable and 
planning for last minute, unexpected changes is vital.  
Prepare for the unfortunate instance where you may 
be unable to return home on your planned date.

• Discuss your travel plans with your HTC well  
in advance.

Consider:
• What are the COVID-19 travel requirements 

for my destination: testing, quarantining and 
vaccinations?  

• What are the COVID-19 travel requirements  
for me re-entering the state?

• What products will I be required to take? How 
will products be supplied and should I take extra 
treatment in case of a prolonged stay? 

• Where am I going? Where will my nearest 
Haemophilia Treatment Centre be? Do they need 
to be informed of my visit?

• Flying with treatment? Your HTC can arrange travel 
letters that will state what treatment products 
and consumables you require to carry with you 
inside the cabin.  This ensures you arrive at your 
destination with product easily accessible and 
stored at the appropriate temperature.

• Travel insurance is essential if travelling abroad.  
Always declare you have a bleeding disorder 
and read the fine print. It is recommended you 
find a cover that includes a medical evacuation/
repatriation.

Being prepared is the key to a successful and healthy 
trip away. 

Bon voyage and stay safe!

TRAVELLING IN AUSTRALIA  
AND INTERNATIONALLY
For more information, visit:
Comprehensive travel tips from  
Australian Haemophilia Treatment Centres -  
https://tinyurl.com/HFA-travel

Smarttraveller (Australian Government  
Dept of Foreign Affairs and Trade) -  
www.smartraveller.gov.au 

HealthDirect – Travel advice and restrictions 
related to COVID-19 -  
https://tinyurl.com/HD-travel

Australian HTC contact details -  
https://tinyurl.com/HTCs-Aus

WFH Global Treatment Centre Directory -  
wfh.org/find-local-support/

Erin Krake is Clinical Nurse Consultant, Henry Ekert 
Haemophilia Treatment Centre, Royal Children’s 
Hospital, Melbourne
Beryl Zeissink is Clinical Nurse Consultant – 
Haemophilia, Queensland Haemophilia Centre,  
Royal Brisbane & Women’s Hospital

Travelling during COVID-19
Erin Krake and Beryl Zeissink

https://tinyurl.com/HFA-travel
http://www.smartraveller.gov.au
https://tinyurl.com/HD-travel
https://tinyurl.com/HTCs-Aus
http://wfh.org/find-local-support/
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2021 Conference - on demand
Have you caught up on the 2021 
Conference on demand? 
With over 30 Australian and international speakers 
and a range of stimulating and informative sessions, 
there is so much for you to see. Don’t miss out -  
it will be available on demand until April 2022. 

CONFERENCE PROGRAM 2021 - ON DEMAND SESSIONS
FRIDAY 8 OCTOBER 2021

0855 Official Conference Welcome and Acknowledgement of Country
 Gavin Finkelstein, President, HFA and Dr Ritam Prasad, Conference Co-Chair

0900-1015 Plenary 1 – The changing world of bleeding disorders 
 Chair: Dr Ritam Prasad

 Short personal stories 
 Overview of the Australian experience - spectrum of changes in bleeding    
 disorders over the years 
 ~ Prof Huyen Tran, Director, The Ronald Sawers Haemophilia Treatment Centre,   
 The Alfred Melbourne, VIC
 Are we there yet? The innovative future of bleeding disorders treatment 
 ~ Dr David Lillicrap, Professor, Department of Pathology and Molecular Medicine at   
 Queen’s University, Kingston, Canada
 An overview of the impact of advances in treatment on quality of life and    
 independence and on clinical practice. 
 ~ Dr Liane Khoo, Haematologist, Director, Haemophilia Treatment Centre, Royal   
 Prince Alfred Hospital, Sydney NSW
 Q&A

The impact of new haemophilia  
treatments on people with haemophilia, 
parents and health professionals
~ Jane Portnoy, Social Worker, The Ronald 
Sawers Haemophilia Treatment Centre,  
The Alfred, Melbourne, Victoria

Patient experiences 
~ Lenny, Leah, Bruce

VWD personal experience
~ Perry

VWD genetics, diagnosis and classification 
~ Dr Simon McRae, Clinical and laboratory 
Consultant Haematologist, Launceston 
General Hospital, Tasmania

1045-1215 Concurrent 1 - Managing bleeds Concurrent 2 -   
 under current new treatments VWD  
 Chair:  Jane Portnoy  Chair: Susie Couper 

CONFERENCE FEATURE
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Understanding bleeds under 
new treatments 
~ Dr Julie Curtin, Senior Staff Specialist and 
Head of Haematology/Blood Bank at  
The Children’s Hospital at Westmead, 
Sydney NSW
Panel discussion and Q&A 
Physiotherapist ~ Alison Morris, Senior 
Musculoskeletal Physiotherapist, Perth 
Children’s Hospital, WA
Nurses ~ Joanna McCosker, Haemophilia 
Nurse Practitioner, Queensland Children’s 
Hospital 
And Beryl Zeissink, Clinical Nurse  
Consultant, Haemophilia Queensland 
Haemophilia Centre, Royal Brisbane & 
Women’s Hospital

VWD personal experience
~ Simoni 
VWD treatment and future directions
~ Dr Nathan Connell, Associate physician, 
Hematology Division Brigham and 
Women’s Hospital, Assistant Professor of 
Medicine at Harvard Medical School, and 
Clinical Chief of Hematology at Brigham 
and Women’s Faulkner Hospital

1325-1455 Concurrent 3 -   Concurrent 4 -  
 Sex, sexuality and intimacy Women and girls 
 Chair: Scott Russell Chair: Sharron Inglis

Awkward conversations – Talking about 
sex and intimacy
~ Simone Sheridan, Sexual Health Nurse 
Consultant – Austin Health

WFH video – ASK ME ANYTHING –  
Can sex cause a bleed?
Q&A with panel of experts:
Haematologist ~ A/Prof Chris Barnes, 
Director of the Henry Ekert Haemophilia 
Treatment Centre at the Royal Children’s 
Hospital, Parkville, Victoria 
Sexual health nurse consultant with 
disability expertise ~ Simone Sheridan 
Austin Health 
Social worker ~ Alex Coombs, 
Social Worker, Ronald Sawers Haemophilia 
Centre, The Alfred, Melbourne, Victoria
Physiotherapist ~ Scott Russell, 
Physiotherapy, Royal Brisbane & Women’s 
Hospital, Brisbane Queensland
Haemophilia nurse ~ Penny McCarthy, 
Haemophilia Clinical Nurse Consultant, 
Ronald Sawers Haemophilia Centre,  
The Alfred

Introduction and personal story 
~ Sharron Inglis
Understanding, recording and reporting 
bleeding symptoms in girls and women
~ Joanna McCosker, Haemophilia Nurse 
Practitioner, Queensland Children’s 
Hospital, Brisbane Queensland
~ Jaime Chase, Haematology Clinical Nurse 
Specialist, John Hunter Children’s Hospital
New clinical approaches in managing 
women and girls with bleeding disorders 
across the lifespan
~ Dr Mandy Davis, Clinical Haematology, 
Laboratory Haematology, The Alfred, 
Melbourne Victoria
Gynaecological issues for women and  
girls with bleeding disorders 
~ Dr Angela Dunford, Obstetrician 
Gynaecologist, John Hunter and John Hunter 
Children’s Hospitals Newcastle, NSW
Sport and exercise for girls and women
~ Hayley Coulson, Physiotherapist, 
Queensland Children’s Hospital, Brisbane, 
Queensland

1800-1830 Remembrance Service
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Research into exercise for boys with 
haemophilia (DOLPHIN-II Trial)
~ Dr David Stephensen, Physiotherapist, 
the Kent Haemophilia and Thrombosis 
Centre, and the Haemophilia Centre at the 
Royal London Hospital, United Kingdom
Less is more - getting the most out of 
limited time in the gym 
~ Dr Mervyn Travers, Senior Research Scholar, 
School of Physiotherapy, The University of 
Notre Dame Australia, Perth, WA.
Panel Q&A
~ Merv Travers, Abi Polus and Tim 

Embracing health care futures: Global 
trends in consumer health care innovation 
and where they’re taking us
~ Dr Zaana Howard, Customer Experience 
and Design Leader + Transformational Coach
Future digital healthcare environment  
in Australia
~ Bettina McMahon, Chief Executive Officer, 
Healthdirect Australia
New experiences with diagnostics and 
programs in bleeding disorders –  
Australian case studies:
Telehealth and physiotherapy ~ Scott 
Russell, Physiotherapist, Royal Brisbane  
& Women’s Hospital, Brisbane QLD
Telehealth and infusion training ~ Erin 
Krake, Clinical Nurse Consultant, Henry Ekert 
Haemophilia Treatment Centre,  
Royal Children’s Hospital, Parkville Victoria
Panel discussion and Q&A 
Nurses & data manager ~ Janine Furmedge, 
Julia Ekert, Erin Krake
Physiotherapist ~ Helen Dixon
Social worker ~ Sharon Danilovic
Patient ~ Neil

1045-1215 Concurrent 5 - Making the Concurrent 6 – Exercise and  
 most of your health virtually resistance training
 Chair: Suzanne O’Callaghan Chair: Abi Polus

What’s new in pain?  Is it different now with new treatments? 
~ Dr Liane Khoo, Haematologist, Director, Haemophilia Treatment Centre,  
Royal Prince Alfred Hospital, Sydney, NSW
Pain in haemophilia 
~ Mr Paul McLaughlin, Clinical Specialist Physiotherapist in Haemophilia, Katharine Dormandy 
Haemophilia Centre at Royal Free Hospital in London, United Kingdom
A body and mind approach for pain management in people with bleeding disorders    
~ A/Prof Carolyn Arnold, Head of Pain Management. Alfred Health, Melbourne, Victoria
Patient personal perspective on chronic pain ~ Dylan interviewed by Diana Harte, psychologist
Osteoarthritis, exercise and pain: the GLA:D® program.  
~ Dr Christian Barton, Associate Professor, Physiotherapy Dept, LaTrobe University, Melbourne
Panel Q&A

0900-1015 Plenary 3 - Pain 
 Chair: Dr Liane Khoo

SATURDAY 9 OCTOBER 2021
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1535-1700  Plenary 4 – Where to from here? 
 Chair: Dr Ritam Prasad

 

 Growing up  
~ Dale’s story
Mother and Son journey through  
teenage years  
~ Heidi and Sam 
• Resilience 
• How to deal with cyber bullying  

and communication 
• Looking after your mental health
Monique Craft ~ Director Beautiful Minds 
Panel Q&A

Personal story ~ Zev 
Clinical issues with ageing 
~ Prof Mike Makris, Professor of 
Haemostasis and Thrombosis at the 
University of Sheffield, United Kingdom
Getting Older report – results  
and implementation 
~ Suzanne O’Callaghan, Policy Research 
and Education Manager, Haemophilia 
Foundation Australia, Melbourne, Victoria
Panel Discussion 
What are the issues and challenges ahead?
Facilitator ~ Suzanne O’Callaghan 
Nurse ~ Stephen Matthews
Physiotherapist ~ Frankie Mullen
Psychosocial worker ~ Kathryn Body

1325-1455 Concurrent 7 -   Concurrent 8 -  
 Youth – challenges, taboos Getting older   
 Chair:  Robyn Shoemark Chair: Jenny Lees 

Already registered for the Conference? 
Simply visit the Conference portal, log in and click 
Program on Demand to find and watch sessions.

Not registered? 
If you didn’t get a chance to register, you can still buy a  
ticket on the Conference portal and access this great 
content. Tickets are currently on sale for 50% off!

Visit the Conference portal at:
https://haemophilia.delegateconnect.co/ 

Need to register first?  
click on REGISTER NOW

Haemophilia care in 2030  
~ Prof Mike Makris, Professor of Haemostasis and Thrombosis at the University of Sheffield, UK
Where to from here?  
~ Dr David Stephenson, Physiotherapist, the Kent Haemophilia and Thrombosis Centre,  
and the Haemophilia Centre at the Royal London Hospital, UK
My vision for treatment and care into the future:
Young man with severe haemophilia ~ Alan
Parent of children with haemophilia ~ Claude
Woman with VWD ~ Shauna
Bleeding disorders treatment and care into the future  
~ Dr Ritam Prasad Director, Haemophilia Treatment Centre, Newcastle NSW
Where to from here? Achieving the vision  
~ Sharon Caris, Executive Director, Haemophilia Foundation Australia, Melbourne, Victoria
Panel discussion/Q&A

https://haemophilia.delegateconnect.co/
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CONFERENCE REPORT

Managing bleeds under  
new treatments
 Suzanne O’Callaghan

With new haemophilia treatments for adults and children available now across Australia, the 2021 Conference 
was a great opportunity to discuss how the new treatments impact on bleeding episodes and how to manage 
bleeds when they occur. 

This is a summary of the discussion, but if you are interested you can still watch the full session.  
Visit www.haemophilia.org.au/conference21 for more information.

Chair ~ Jane Portnoy
The impact of new haemophilia treatments on 
people with haemophilia, parents and health 
professionals  
~ Jane Portnoy 
Short personal stories
Understanding bleeds under new treatments  
~ Dr Julie Curtin 
Physiotherapist perspective ~ Alison Morris
Nursing perspective ~ Joanna McCosker  
and Beryl Zeissink

The benefits of the new treatments have been 
welcome, but there is no doubt that the changes 
involved can be substantial. 

What have these changes meant to individuals? Jane 
Portnoy, Haemophilia Social Worker at the Ronald 
Sawers Haemophilia Centre in Melbourne, opened 
the session with a snapshot of experiences among 
adults and children with haemophilia cared for by 
Haemophilia Treatment Centres (HTCs) in Australia.

Jane pointed out that experiences can vary: for many 
on prophylaxis it was a huge relief not to have to 
infuse into a vein and infuse so often; others were 
more cautious and wanted to wait to get ready to 
start the new treatment; and some have experienced 
disappointment if the new treatment did not work out 
for them. There were challenges with learning the new 
processes for administering the treatment, but more 
opportunities – to travel, to be with friends and family, 
to take on new sports and activities.

Concurrent 1 - Managing bleeds under current new treatments
20th Australian Conference on Haemophilia, VWD and Rare Bleeding Disorders

http://www.haemophilia.org.au/conference21
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PERSONAL STORIES
A powerful part of the session was hearing from 
people with haemophilia and parents about their 
experiences with the new treatments. 

For Lenny non-factor therapy was an exciting 
and very welcome change: infusing only once 
a week, collecting his treatment product from 
the pharmacy, the independence of being able to 
administer his own treatment instead of relying 
on his family, and so many new aspects to his life 
– finishing his university degree and looking for 
employment, singing with a community choir and 
volunteer community work. 

Leah gave a parent’s perspective. Her small 
daughter has severe haemophilia and had 
experienced both an extended half-life therapy 
and a non-factor therapy. Although she is very 
active, her daughter has started primary school 

with very few bleeds and hospital admissions. 
Leah commented that it is harder now to know 
how to recognise a bleed, so they err on the side of 
caution. ‘We feel really fortunate to live in this era 
and in this part of the world – because we know 
not everywhere has access to these treatments. She 
can live, she can go to school, every party doesn’t 
end up in a hospital admission, like it used to.’

Bruce is in his 70s and gave an account of his 
treatment experience with extended half-life factor 
for prophylaxis as an older man. Prophylaxis had 
made a great difference to controlling his bleeds, 
but for Bruce one of the greatest positives of 
moving from standard prophylaxis to a longer 
acting factor was the condition of his veins – 
treating only once every 6 days instead of 3 times 
per week. He also felt freer travelling, with a 
much smaller volume of treatment product to 
carry with him.

BLEEDS MANAGEMENT
Understanding and managing bleeds with extended 
half-life and non-factor therapies such as Hemlibra® 
is also new territory. Dr Julie Curtin is HTC Director 

at the Kidz Factor Zone at Westmead Children’s 
Hospital, Sydney, and provided an expert and very 
accessible walk through the science and the issues.
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Extended half-life factors (EHLs): Dr Curtin 
explained that although EHLs can reduce the number 
of infusions, every person reacts a little differently 
and this needs to be measured in the individual 
through pharmacokinetic (PK) studies. Other 
important factors in an individual’s treatment plan:
• The patient’s bleeding phenotype
• Their activity levels, including participation  

in sport.

If patients using EHLs have a breakthrough bleed, 
the bleed treatment may include the EHL. Treating 
serious bleeds can involve a more complex treatment 
plan and close monitoring of factor levels is critical.

Non-factor products – Emicizumab (Hemlibra®): 
outlining the action of emicizumab, Dr Curtin 
explained that it worked like factor VIII, bringing 
together factor IX and factor X to continue the  
clotting pathway. 
• It has a very long half life and provides steady  

drug levels in the blood
• But it is harder to measure the equivalent factor 

VIII activity in the blood
• Unlike prophylaxis with factor, there is no peak  

in effect after a dose
• Treatment for breakthrough bleeds requires factor 

replacement therapy  

• A different type of testing needs to be used to 
monitor factor VIII levels when the patient is being 
treated with emicizumab, which is important in a 
breakthrough bleed or injury or with surgery.

MANAGING INJURIES AND BLEEDS
Although the new treatments have reduced the risk of 
injury and the number of bleeds, injuries and bleeds 
still occur. In the Q&A that followed, physiotherapist 
Ali Morris and haemophilia nurses Joanna McCosker 
and Beryl Zeissink outlined some of the issues for 
people with haemophilia on new treatments and were 
joined by Dr Julie Curtin in a panel discussion.

INJURIES, TREATMENT  
AND RECOVERY
Ali Morris is the Senior Musculoskeletal 
Physiotherapist at Perth Children’s Hospital and her 
experience brought a real sense of how the issues  
play out for young people. 

She pointed out:
• When an injury or bleed has occurred, no new 

treatment can speed up ‘natural healing’
• Resolving pain isn’t the same as recovery
• Recovery will involve a treatment plan and respect 

for the time that the healing process takes.

Ali walked through some key aspects of rehabilitation 
- the process of healing and decisions involved in 
returning to sport and activity safely.

New treatments may reduce the risk of injury
of muscle bleed/joint bleed

BUT

No new treatments speed up ‘natural 
healing’ time once an injury or bleed has 
occurred

Pain resolution = Recovery



13

N
ati

on
al

 H
ae

m
op

hi
lia

 2
17

, M
ar

ch
 2

02
2

WHEN TO CONTACT YOUR HTC
When to contact the HTC is a common question now 
with the new treatments. Jo and Beryl are haemophilia 
nurses at the paediatric and adult Haemophilia 
Treatment Centres in Queensland and drew on their 
common experience and suggestions from their 
colleagues to answer this question. 

They explored in particular:
• Injuries, including sporting injuries
• Surgery or medical procedures
• Dental procedures
• Mouth and nose bleeds
• And other bleeds, such as from piercings and tattoos, 

toenails and urinary tract and gastrointestinal bleeds. 

Q&A
Questions from viewers prompted lively panel 
discussion about treatment choice, identifying bleeds, 
bleed treatments, playing sport and preparing for 
school camp or holidays. They also looked at some 
of the psychological challenges of changing to a 
subcutaneous treatment, personal choice and the 
process of getting ready for change. 

The Q&A finished with some questions about 
gene therapy and bleed treatments and the impact 
of the new treatments on physical activity and 
independence – and overall confidence in living life 
with haemophilia.



In 2021 it was 40 years  
since the first official report of HIV. 
Around the globe it was an opportunity to mark 
the anniversary, and to reflect on the HIV journey 
and where we are going with HIV as a community. 
World AIDS Day on 1 December became a focus for 
commemoration. Australian organisations adopted the 
national theme of 40 years of HIV – where to next? 

HIV in the bleeding disorders community
For the bleeding disorders community this is a deeply 
significant question. 

Many have been affected by HIV. A significant number 
of people with bleeding disorders acquired HIV from 
their treatment products in the mid-1980s. Treatment 
product safety is now greatly improved and the risk of 
bloodborne infection from products derived from blood 
is extremely low. However, the impact of HIV has been 
profound: on the people who acquired HIV, and also 
on those who have been close to them – their partner, 
family, friends – on the health professionals who 
have cared for them, and on the bleeding disorders 
community generally. 

Families who are new to the  
bleeding disorders experience may be  
unaware of this history. In a way this was a silent 
epidemic. For the bleeding disorders community, HIV 
was a traumatic experience and many experienced 
discrimination, or feared it. As a result, HIV was often 
not spoken about in the community and even within 
affected families. 

However, HIV is an important part of our community’s 
history. It drew on the resilience that was already 
a strong element in this community and led to a 
resolve to respond as a community, taking on effective 
advocacy around safer treatments and providing support.

Today, with the advances in treatment, HIV is 
considered a chronic manageable condition and with 
effective treatment the viral load can be undetectable.1 

Where to next with HIV? is a timely question for us  
as a community.

14

N
ati

on
al

 H
ae

m
op

hi
lia

 2
17

, M
ar

ch
 2

02
2



REFLECTIONS FROM PEOPLE LIVING 
WITH HIV
We are grateful to community members with 
haemophilia and HIV who shared their thoughts 
with us.

Anth McCarthy prepared a special reflection for  
World AIDS Day 2021:

Greetings on this 40th annual World AIDS Day. 
This is a poignant milestone, evoking mixed 
feelings for members of the bleeding disorders 
community. To those for whom the day still 
stings with pain for loved ones lost, we stand 
quietly and respectfully beside you. For those 
of us feeling very fortunate to be here still, 
overcoming challenges, thriving with children 
and grandchildren, travelling, getting older, we 
defiantly thumb our noses at HIV with you. 

For me, World AIDS Day has become a day of 
solemn remembering, joyous gratitude and  
proud celebration. 

HIV transmissions are thankfully on the decline 
in Australia, but there is still a lot of work to do. 
If HIV, and now COVID, have been unable to 
focus our attention on existing social inequities, 
then nothing will. Intersectional communities of 
poor people, people of colour, women and girls, 
continue to carry the greatest burden of HIV 
globally. World AIDS Day is and should be for all 
of us because HIV is everyone’s responsibility, 
and affects everyone.

Neil Boal gave a picture of where he finds himself today.

It’s getting pretty hard to remember life  
before HIV. I wish it had gone the way of hep C 
but it’s still here in what is now a very select few 
in an already rare community.

Complicated tablet regimes have simplified now 
and my general health is quite good. However, 
long-term survival is bringing up issues - but, 
between haemophilia and ageing, it’s hard to 
separate what’s what.

HIV is never far from my thoughts and COVID  
has added to this worry. I’ve been very fortunate 
but there’s always a little concern with what  
lies ahead.
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Former Director of the Queensland Haemophilia 
Centre, Dr John Rowell began his journey in 
haemophilia care as the new Haemophilia Consultant 
at Royal Brisbane Hospital in 1984. Reflecting on this 
time and the years that followed, he described the 
challenges of HIV and the tragic loss of life, and then 
the moments of optimism, with ground-breaking 
new HIV treatments becoming available in 1996 and 
advances in haemophilia treatment generally.

In early 1984 things changed. The impact of  
HIV infection on the haemophilia community was 
becoming evident and this really devastated the 
community. It also devastated the doctors - the 
medical staff and nursing staff looking after people 
with haemophilia. 

There have been some good times, when in the 
mid-90s the HIV care became better – improved. 
There have been significant improvements in the 
availability of [haemophilia] treatment products, 
product safety and the advent of home therapy -  
and more recently home delivery - and  
now HIV is more in the background.

He said, I've got some dreadful news. And he told me 
then that the stored blood samples that people had 
given over the years had been taken to America [by 
the Australian scientists] and had been tested and a 
third of them had the antibody to the virus HIV.

So, as you can imagine, that was pretty shattering. 
I went outside in the garden and stood under my 
magnolia tree and there was some particular piece of 
music playing. What was going to happen, how many 
people were going to be affected?

What would the future be? Would they progress to 
AIDS? And of course, personally, you wonder if it's 
going to be you as well. It's really hard to describe it. 
It was just overwhelming.

THE BLEEDING DISORDERS  
HIV HISTORY
In 1981 AIDS (acquired immune deficiency syndrome), 
a new health condition, was first reported in Australian 
newspapers and the first case of AIDS was formally 
diagnosed in 1982. In the mid-1980s the bleeding 
disorders community in Australia and internationally 
was deeply shocked when many people with bleeding 
disorders were diagnosed with AIDS after acquiring HIV 
through their plasma-derived clotting factor treatment 
products. 

Jenny Ross AO, former HFA Executive Director, 
recalled the moment when one of the Haemophilia 
Treatment Centre Directors rang her with the news. 
She had expected to discuss the success of their 
recent conference and was stunned by what he had 
to tell her.

Jenny Ross

Dr John Rowell
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In the mid-1990s HIV treatment changed dramatically: 
the introduction of combination antiretroviral 
therapies for HIV which combined drugs from  
different classes – known then as Highly Active 
Antiretroviral Therapy (HAART) - provided effective 
suppression of viral load and improvements in 
individual immune function.

As a result of the HIV epidemic, there were also 
significant changes to haemophilia treatment product 
safety. In Australia:
• from the mid-1980s new processes were introduced 

to eradicate bloodborne viruses (including HIV) 
when treatment products are manufactured 

• in 2004 recombinant (synthetic) treatment 
product became available for all, as an alternative 
to treatment products made from the plasma in 
human blood. 

HFA’s Getting Older report documented the ongoing 
impact of this epidemic on our community. While HIV 
treatment and bleeding disorders treatment product 
safety have improved greatly, there has been and 
continues to be trauma and health challenges for 
those who were diagnosed with HIV and now live with 
the consequences, and grief and sadness experienced 
by those who lost loved ones, friends and patients to HIV.

This time remains very painful for many people, 
families and carers in our community.

A SUPPORTIVE ENVIRONMENT
Living with a bleeding disorder can have its challenges 
and peer support is valued by many. The bleeding 
disorders community has an approach of pulling 
together. It is a diverse community with an aim of 
valuing everyone for their mutual support, inspiring 
stories, and shared lived experience.

There has been an ongoing conversation in the 
community about support for community members 
with HIV and those who have loved them and cared 
for them: what would they like to see in peer support? 

They have said that acknowledging and hearing their 
experiences is immensely important. Creating an 
environment where our members with HIV can thrive 
also involves recognising and respecting individual 
preferences: some prefer not to dwell on the past; 
some choose to be private and not disclose their HIV; 
some find it very difficult to think about the future. 

Our Foundations are committed to making sure their 
community activities provide a supportive and inclusive 
environment, which takes all of this into account. 

WHERE TO NEXT?
In Australia HIV infection 
is now usually well-
managed with treatment, 
but while some people 
with bleeding disorders 
and HIV are going 
well, others have more 
complex needs. HFA 
has outlined ways of 
addressing this in  
our Getting Older  
report recommendations. 
If you would like to read 
and understand more, we 
encourage you to read the sections on bloodborne 
viruses in our Getting Older report.

We recognise the very positive contributions people 
with bleeding disorders and HIV continue to make in 
our community, in spite of all their experiences: the 
inspiring optimism and generosity of individuals with 
HIV, not only providing support to their peers with 
HIV, but empathy, leadership and a way forward into 
the future for the whole community.

WHERE TO FIND MORE 
INFORMATION AND SUPPORT
HFA Getting Older report -  
https://tinyurl.com/HFA-GOR

World AIDS Day - www.worldaidsday.org.au 

If this has raised any questions or sensitive issues  
for you that you want to discuss further, you may 
wish to contact:
• The Haemophilia Social Worker, Psychologist  

or Counsellor at your Haemophilia Treatment 
Centre (HTC)

• A counsellor or someone else you can trust. Your HTC 
or your GP can give you a referral if you need one

• Lifeline – phone: 13 11 14

REFERENCES

1. Bopage R, Couldwell D, Page M. Long-term management of 
antiretroviral therapy. June 2021. In Australasian Society for HIV, 
Viral Hepatitis and Sexual Health Medicine. HIV management in 
Australasia: a guide for clinical care.  
https://hivmanagement.ashm.org.au/long-term-management-of-
antiretroviral-therapy   Accessed 18 February 2022.

https://www.haemophilia.org.au/HFA/media/Documents/Ageing/HFA-GO-report-Exec-summary.pdf
https://www.haemophilia.org.au/HFA/media/Documents/Ageing/HFA-GO-report-Exec-summary.pdf
https://www.haemophilia.org.au/publications/reports-and-policy/getting-older-reports/getting-older-full-report
https://tinyurl.com/HFA-GOR
http://www.worldaidsday.org.au 
https://hivmanagement.ashm.org.au/long-term-management-of-antiretroviral-therapy
https://hivmanagement.ashm.org.au/long-term-management-of-antiretroviral-therapy
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RESOURCE SURVEY

In August 2021 HFA undertook an evaluation survey 
of our two young women’s education resources - 
Female Factors - information for young women with 
bleeding disorders and Sport and exercise for girls 
and young women with bleeding disorders. We are 
working on the next The Female Factors resources 
and want to understand what has worked well and 
what improvements to make in the future. 

These resources are part of the HFA women and girls 
The Female Factors project. The project is developing 
specific information resources for Australian women 
and girls affected by bleeding disorders to:

• Increase their understanding of their bleeding 
disorder, treatments and strategies to manage it

• Help them to feel more connected with each 
other by sharing personal stories and tips with 
others in similar situations

• Develop high quality, evidence-based 
information that they can show to other doctors, 
nurses, dentists, physiotherapists, etc who provide 
their care.

WHO COMPLETED THE SURVEY?
We only had a small response, but their answers 
provided valuable insights. Our thanks to everyone 
who did the survey

26 people (24 female/2 male) completed the survey 

From all states except ACT and NT  
(1 did not say where they lived)

62% had haemophilia or carried the gene, 27% had 
VWD, others had rare clotting factor deficiencies, 
inherited platelet function disorders or acquired 
haemophilia, or were parents. 

12% were 18-30 years of age
38% were 31-44 years of age
50% were 45 years and over  

Most had a bleeding disorder or carried the gene. 

20% were parents; 27% were family/friends;  
8% had a professional interest.

WHICH RESOURCES  
HAD THEY SEEN?

• Information about bleeding disorders in 
females for young women

• Working with HTCs and other health care 
practitioners

• Personal stories

Female Factors survey 2021
 Suzanne O’Callaghan

96% had seen Female Factors: Information 
for young women
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• How young women with bleeding disorders 
can best participate in sport and exercise 

• Managing risks, periods, dealing with injuries
• What to tell your coach or club

23% had seen the print version
65% had seen the HFA website version
  8% had seen the Factored In website version
31% had seen the online PDF version

WHAT DID THEY THINK  
OF THE RESOURCES

63% thought they were very or extremely useful

75% thought the design and layout was  
very good or excellent

61% thought the stories and tips were  
extremely or very valuable.

What did they like?
• Easy to read, age appropriate, informative
• Attractive design
• Specifically about females, explained the  

difference to the male experience
• Feel more connected with stories

What could be improved?
• Promote the resources more
• More variety in the images
• Shorter and longer versions for diverse readership
• Handbag size.

‘I think the information was great. Not sure if 
needed improving at this point.’

‘Age appropriate, not condescending.’

‘Easy to read and comprehend. It helps me  
to feel validated in my life experiences with  
the disorder. Knowing there are other  
people particularly women experiencing  
the same things.’

‘They provided a simple explanation for things.  
I really appreciated the inclusion of the 
information that women can have haemophilia 
despite having 2 X chromosomes. I have 
been told so many times by doctors who know 
nothing about bleeding disorders that I don’t 
have haemophilia because I am female even 
though my levels are lower than my Dad’s who 
is a Mild Hemo.’

‘Diversity, make sure women of all shapes and 
sizes, heritage and beliefs are represented in 
the photos.’

‘We should be proud of these resources and use 
them as much as possible.’

‘Next stage to have some interactivity... social 
media posts by topic driving access to specific 
sections of the publication, then a link back to 
socials to start a conversation/sharing.’

35% had seen Sport and exercise  
for young women
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WHAT DID THEY DO WITH  
THE RESOURCES?

50%  had passed these resources on to  
others – health professionals,  
family/friends, colleagues

Why? To educate them

‘They didn’t know there were updated resources 
produced for women/girls.’

‘It was relevant to my family - my niece carries 
the gene.’

‘To help educate people it’s not just males that 
have haemophilia.’

‘To educate my mother, the grandmother of  
a girl with haemophilia, to give her more of 
an understanding about the condition in black 
and white.’

WHAT’S NEXT?
HFA is working on the next two resources for  
The Female Factors project:
• Haemophilia testing in females – factor level and 

genetic testing
• Family planning, pregnancy and birth.

We are using the feedback to develop the content  
and layout:

• Short/simple and longer/more detailed versions  
of the haemophilia testing resource

• The short and simple version will be handbag  
size (A5)

• Designed as an education tool both for women with 
bleeding disorders and their families and for others 
who are new to bleeding disorders

• Continuing to include personal stories and quotes. 

Promoting the resources is essential:
• Linking resources more visibly on the HFA and 

Factored In websites
• Investigating new ways to promote the resources  

on social media. 

And we are always looking for women, teenage girls 
and parents of girls who are interested in contributing 
to the content with ideas or personal stories or 
reviewing drafts of the resources.

If you would like to be involved, contact Suzanne  
at HFA:
E: socallaghan@haemophilia.org.au
T: 1800 807 173

Suzanne O’Callaghan is HFA Policy Research  
and Education Manager

mailto:socallaghan%40haemophilia.org.au?subject=Female%20Factors
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DOWNLOAD  
the PDF version 

of each individual 
article – with full 

colour design.

SEARCH  
the articles  
by topic or  
keyword

Have you had the chance to explore the new  
features of National Haemophilia online?

We bring you relevant and topical information 
about bleeding disorders in National Haemophilia 
– and we are very grateful to our Haemophilia 
Treatment Centres for their regular and high-quality 
contributions on hot topics and our community 
members for sharing their personal stories.

We are very aware how important it is to make this 
information accessible to you and how often our 
readers look at articles on particular subjects.  
With that in mind, we have developed some  
new features to make it easier for you.

    NEW FEATURES

Visit National Haemophilia online  
and explore what it has to offer!  
https://tinyurl.com/National-Haemophilia

National Haemophilia online - 
new features

https://tinyurl.com/National-Haemophilia


What does our community think of the 
HFA Getting Older Info Hub? What do 
you like? How could it be improved? 
The Getting Older Info Hub was a key 
outcome of our Getting Older report and we 
needed to know if it was hitting the mark, 
so in October and November 2021 we held 
a community survey. What did people say? 
The results are below.

WHO COMPLETED  
THE SURVEY?
41 people (19 female/22 male) completed 
the survey 

They came from all states and territories 
except ACT; 1 did not say where they lived

66% were 55 years and over

76% had haemophilia or carried the gene, 
17% had VWD, others had rare clotting 
factor deficiencies, inherited platelet 
function disorders or acquired haemophilia. 

Getting Older Info Hub survey

Suzanne O’Callaghan
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INFO HUB SURVEY

Getting Older Info Hub survey



WHAT DID THEY THINK  
OF THE INFO HUB?
83% thought it was extremely or very easy to use

63% thought it was extremely or very useful

66% thought the design was excellent or very good.

WHAT DID THEY LIKE?
• Informative and useful, updatable
• Clear, concise, easy to navigate
• Relates to older people like me, real people talking 

about their conditions
• Personal experiences, tips and videos
• Well researched but in layman’s language.

WHAT COULD BE IMPROVED?
• There is already a lot of good information  

on the Info Hub
• More on how bleeding disorders affect us as we 

age – skin, arteries, hypertension, mobility, new 
treatments, surgery, mild haemophilia, research  
into VWD and ageing

• More on the common health conditions of ageing 
and using a GP

• More personal stories
• Keep updating; homepage to draw attention to new 

information or activities/events 
• More life-affirming, dynamic/interactive 

information – light-hearted, inviting people to 
check page regularly.
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WHAT DID THEY DO WITH THE INFORMATION?

81%  strongly agreed or agreed that after visiting the Info Hub they knew more about getting older, 
services and support

Did visiting the Getting Older Info Hub make  
you think about doing something?

Tick all that apply

Getting more information

Improving my health  
and wellbeing

Contacting a service

Talking to my HTC

Talking to another  
health professional

Trying something out

Connecting to others

It didn’t make me think  
of doing anything

0% 5% 10% 15% 20% 25% 30% 35% 40% 45% 
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Rare Disease Day is celebrated worldwide 
on 28 February to raise awareness about the 
experiences of people with rare diseases.

The 2022 theme of Rare is many. Rare is strong. 
Rare is proud reminds us how important it is to 
come together and connect as a community. This 
is an opportunity to share personal stories and 
acknowledge the challenges for our community 
members who live with a rare disorder.

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

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

About 80% of rare diseases are genetic.1

Haemophilia is considered rare. 

WHERE TO NEXT?

It was very helpful to hear from community 
members about the topics where they would like 
more information and that they would like more 
personal stories. We have added them to our content 
development schedule.

We took very seriously the comments about needing 
a more dynamic and life-affirming look and feel and 
content on the Info Hub. The concept of the Info Hub 
is about living well into the future as you grow older 
and the structure, images and topics on the Info Hub 

will need to promote this. We are already looking into 
some options, both in the short term and the longer 
term. More soon!

Our thanks to everyone who completed the survey.

Visit the Getting Older Info Hub at  
www.haemophilia.org.au/getting-older 

Suzanne O’Callaghan is HFA Policy Research  
and Education Manager

COMMENTS AND SUGGESTIONS
‘A lot of information - all in the one place!’

‘Clear concise correct information that you can 
trust is so important.’

‘It just doesn’t have that WOW factor.’

‘It is a great initiative. For obvious reasons, much 
info is directed to children and now we are living 
longer, there needs to be more info re older 
living with haemophilia.’

‘It is a collated area with lots of important 
relevant information for aging haemophiliacs. 
Instead of trying to find all of the information 
myself, it is presented there with no digging 
required.’

‘Easy to access and to navigate around the site. 
It has real people talking about their conditions.’

‘Older people talking about treatment before 
it became easier, the joint damage and viruses, 
that it is not just me.’

‘Maybe some lighthearted topics, such as 
“things to do with the grandkids that don’t 
require much physical activity”. Include 
something that would get people to bookmark 
and visit the page on a regular basis like an 
interactive recipe hub or weekly puzzles.’

‘Made me reflect - feel old - sad - seeking 
someone to talk to is important.’

‘Made me think about contacting my HTC 
about worsening joint damage and planning 
for surgical options in the future. Also to talk to 
my employer about a more ergonomic setup for 
me at work (office) to avoid my joints locking/
becoming stiff.’

Rare Disease Day 2022

http://www.haemophilia.org.au/getting-older
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Approximately:
• 1 in 6,000 males has haemophilia A
• 1 in 30,000 males has haemophilia B

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

Some bleeding disorders are very rare. 

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

Type 3 VWD is the rarest form of von Willebrand 
disease, occurring in 1 in 1-2 million people in 
countries like Europe and the USA.2

PERSONAL STORIES
In Youth News in this issue of National Haemophilia, 
Adam tells his story of raising awareness about 
haemophilia in his local community and school. He 
explains why it is important and how it helps the 
people around him support him, both in emergencies 
and in his everyday life, and not try to make 
decisions for him.

You may have seen some other personal stories 
about living with very rare bleeding disorders on  
our social media platforms in the lead up to Rare 
Disease Day:

• Belinda’s story (factor X deficiency) -  
https://tinyurl.com/FI-Belinda 

• Simoni’s story (VWD type 3) -  
https://tinyurl.com/FI-Simoni 

Our thanks to Adam, Belinda and Simoni for sharing 
their personal stories.

Sharing personal stories is an important way to help 
people with rare diseases feel connected. It can also 
help the wider community to understand better what 
it is like to live with a rare disease.

Many people with rare diseases speak of feeling 
isolated. Many have never met or heard of another 
person with their condition. If they are the first in 
their family with the condition, or have a very rare 
combination, like two bleeding disorders, it may have 
taken a long time for them to be diagnosed. Women 
and girls with haemophilia also talk of not being 
believed because of the common assumption that 
only males have haemophilia.

TREATMENTS
Treatment development is another issue for very 
rare diseases. When rare diseases are very rare 
and numbers are small, this can mean that the 
development of new and highly effective treatments 
is slow. There may even be no treatment that 
specifically targets that condition. For example, while 
there has been great excitement around the world 
about the novel therapies developed for haemophilia 
and the difference they make to reducing bleeds 
and quality of life, there is not yet a specific clotting 
factor concentrate that is suitable to treat factor V (5) 
deficiency and fresh frozen plasma may be used for 
treatment instead.

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

Perhaps you have a story you would like to share 
yourself? Visit the SHARE YOUR STORY section on  
the HFA website to tell us more about your story - 
www.haemophilia.org.au/shareyourstory

For more information on Rare Disease Day.  
visit www.rarediseasedayaustralia.com.au

REFERENCES

1. Australian Government. Department of Health. What we’re 
doing about rare diseases.   
https://www.health.gov.au/health-topics/chronic-conditions/
what-were-doing-about-chronic-conditions/what-were-doing-
about-rare-diseases Accessed 15 February 2022

2. Orphanet: the portal for rare diseases and orphan drugs.  
https://www.orpha.net/  Accessed 15 February 2022 
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https://tinyurl.com/FI-Simoni
mailto:www.haemophilia.org.au/shareyourstory?subject=
http://www.rarediseasedayaustralia.com.au .
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My name’s Adam. I am 17 
years old and I have severe 
haemophilia A. Why do I 
raise awareness? To get a 
positive message out about 
bleeding disorders.

Haemophilia is rare. Paint the Town Red has been 
a great way for Adam and his family (his dad Grant, 
his mum Donna, his big sister Emma) to help his 
community and school understand haemophilia and 
get the right messages about it. And that includes 
busting myths about what Adam can and can’t do. 

Donna started the Paint the Town Red event as a 
cup-cake stall during Haemophilia Awareness Week 
in the main street of Adam’s town 14 years ago. 
Adam had been diagnosed with severe haemophilia 
A at one week old after having an intracranial bleed 
inside his skull at birth and Donna was determined 
that there would be support and understanding for 
him in his local community. ‘We wanted our local 
community to know about Adam so if in the future 
anything happened, people would have knowledge of 
the condition,’ she explained. ‘It’s a case of being seen 
and heard.’

Our local community knows 
a lot now about bleeding 
disorders.

Getting the message out

Adam spoke to HFA about raising awareness about 
haemophilia in his local community and school and why 
he does it. His mum Donna had a bit to say as well! 

Photo: Donna and Adam in 2014
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Adam has been involved in Paint the 
Town Red and raising awareness at 
school and in the community since he 
was a small boy. He talked about his 
experiences.

How has raising awareness made a 
difference for you?
‘It has been easier on one hand at school as my peers, 
teachers and other parents understand more about 
haemophilia.

‘However, some of my friends thought they were 
the experts and at times tried to limit what I could 
do, thinking they were helping. They soon got the 
message from me that wasn’t the case. 

‘I find it easier to now talk about haemophilia 
and what I have to do to treat myself. Our local 
community knows a lot now about bleeding 
disorders.’

Why do you both think it is 
important for teenagers to raise 
awareness about haemophilia?
‘There are a few reasons. 
‘To help younger kids going through what I went 
through and to see it’s not that bad. To make sure 
other kids look after their bodies and not be ashamed 
of having a bleeding disorder. To be role models.’

Do you have any suggestions about 
awareness raising for other young 
people with haemophilia and their 
families?
‘Just do whatever you feel comfortable doing - it’s 
your choice. The more people that raise awareness, 
the more it helps get the message out.’

Adam’s story

Visit Factored In - www.factoredin.org.au
Read other young people’s personal stories 
about living with a bleeding disorder.
Do you have a story to tell?   
Share your story - www.factoredin.org.au/
stories/share-your-story 

Read more

What are you up to these days –  
at school and with your friends?
‘This year at school I am doing VCAL, which means  
I go to TAFE one day per week and have a job 
placement one day too. I want to be a motor mechanic 
and specialise in diesel mechanics so I can work on the 
bigger machinery like trucks and tractors.

‘Outside of school I like fishing, gaming and non-
competitive basketball with my mates.’

To help younger kids going 
through what I went through 
and to see it’s not that bad. 

Photo: Adam 10 years ago

http://www.factoredin.org.au
http://www.factoredin.org.au/stories/share-your-story 
http://www.factoredin.org.au/stories/share-your-story 
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Now an entire month!

This year we’re raising 
awareness for bleeding 
disorders throughout the 
entire month of October. 

We’ll share more information 
about the activities and events 
we have planned as we get 
closer to the date. 

Don’t forget to add 
it to your diary!

http://www.wfh.org/whd
https://congress.wfh.org
http://www.haemophilia.org.au/BDAM

