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Myth: If a person with
haemophilia gets so much
as a paper cut, they will
bleed to death






Types of Bleeding

CAPILLARY VENOUS ARTERIAL
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« Slow, even flow « Steady, slow flow + Spurting blood
- Bright red color « Dark red color * Pulsating flow
» Bright red color
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How does bleeding start and
stop?

* Bloodvesselinjury

* The capillary contracts to help slow
the bleeding.

* Platelets make a plug to patch the
hole.

* Clotting factors in plasma
work together to form a clot over the

plug.
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Normal Clotting Process

Prolonged bleeding in
Haemophilia

Clotting in Hemophilia
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Other bleeds can be more serious




MYTH: Haemophilia only
affects males



FIGURE 1: GENDER DISTRIBUTION OF BLEEDING DISORDERS

Platelet Disorders Fibrinogen Deficiency FXI Deficiency FV Deficiency

2000

35%

N = 12,748 N = 74318 N=1777 N = 6838 N =2,122
FEMALE N = 7,650 FEMALE N = 38,930 FEMALE N = 887 FEMALE N = 3,620 FEMALE N = 1,009
MALE N = 4,153 MALE N = 24,449 MALEN = 710 MALE N = 2,977 MALEN = 874
(NOT REPORTED N = 945) (NOT REPORTED N = 10,919) (NOT REPORTED N =180) (NOT REPORTED N = 241) (NOT REPORTED N = 239)
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WDRLD FEDEMTION OF HEMOPHILlA
Some countries are not able to report gender in the Annual Global Survey; therefore, these are reflected ERATION MONDIAL 'HEMOPHILI
in the ‘Not Reported’ number. FEDERACION MUNDIAL DE HEMOFILIA




thefemalefactors

A suapshot of bleeding

disovdlers in females

lnformeation for women
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Women and girls
Advisory Group

education, equality, engagement

Established in 2024, the Women and girls Advisory Group (WOMAG) supports Haemophilia Foundation
Australia (HFA) Council in responding to the needs of women and girls affected by bleeding disorders in
Australia by



W The Film Take Action Screenings Press

A DOCUMENTARY ABOUT WOMEN WITH HEMOPHILIA

From The Filmmakers AbG Believe Limited

Five women. One misunderstood disorder. Generations of being ignored.




Myth: Haemophilia is a
royal disease. You must be
related to Royalty



Prince Leopold, Duke
of Albany

7t Apil 1853 — 28
March 1884

Son of Queen
Victoria
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treatment

Suffered from haemophilia at a
time when there was no specific



Members of the Royal Family
with-Hemophilia and
Carriers of Hemophilia

With

Hemophilia Carriers of

Hemophilia

Queen Victoria
o/4/1819 - 1/22/1901
Age 81

Princess Alice,
Grand Duchess,
4/25/1843 - 12114/1878
Age 35

Princess Irene Prince Friedrich Princess
of Hesse and by Rhine of Hess Alexandra
7/11/1866 - 11/11/1953  10/7/1870 - 5/29/1873  6/6/1872 - 7/17/1918
Age 87 Age 21/2 Age 46

Tsarevich
Nikolaevich Alexei

Prince Heinrich
of Prussia
3/20/1889 - 5/2/1945  1/9/1900 - 2/26/1904
Age 56 Age 4 Age 13

Prince Waldemar
of Prussia

12/12/1904 - 711711918

Prince Leopold, Princess Beatrice

Duke of Albany of Battenberg
47711853 - 3/28/1884 4/14/1857 - 10/26/1944
Age 31 Age 87

i

Princess Alice,

Princess Victoria

Prince Maurice

Prince Leopold

Countess of Athlone Mountbatten of Battenberg Eugenia of Battenberg
2/25/1883 - 1/3/1981 5/21/1889 - 41231922 10/3/1891 - 10/27/1914 10/24/1887 - 4/15/1969

Age 97 Age 32 Age 23 Age 81

J . |
Prince Rupert Alfonso, Infante Gonzalo

of Teck Prince of Asturias of Spain
4/24/1907 - 5/15/1928 5(10/1907 - 9/6/1938  10/24/1914 - 3/13/1934

Age 20 Age 31 Age 19



Haemophilia in
History

Alexis’
haemophilia
played a role
in the
Russian
Revolution

Alexis was confirmed to have had
Haemophilia B in 2009 by genetic
testing done on his remains that
were discovered in 2007

Rasputin —a mystic who
claimed he had healing
properties and his influence
over the Romanov’s had a
role in the Russian
Revolution
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HOME » SCIENCE » VOL. 326, NO.5954 » GENOTYPE ANALYSIS IDENTIFIES THE CAUSE OF THE “ROYAL DISEASE"
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Genotype Analysis Identifies the Cause of the “Royal
Disease”

EVGENY |. ROGAEV, ANASTASIA P. GRIGORENKO, GULNAZ FASKHUTDINOVA, ELLEN L. W. KITTLER, AND YURI K. MOLIAKA Authors Info & Affiliations

SCIENCE - 8 0ct2009 - Vol 326,Issue 5954 - p.817 - DOI: 10.1126/science.1180660




Myth: Persons with
Hemophilia can’t play
sports or have a “normal
life”






Representing NSW in
Open Water Swimming




Home | JAMA | Vol. 308, No. 14

Original Contribution

Association Between Physical Activity and Risk of Bleeding in
Children With Hemophilia

Carolyn R. Broderick, MBBS; Robert D. Herbert, PhD; Jane Latimer, PhD ;
Chris Barnes, MBBS; Julie A. Curtin, MBBS; Erin Mathieu, MPH; Paul Monagle, MD; Simon A. Brown, MD



Odds Ratios for Bleeds by Clotting Factor
Level and Activity Level



Our patients play soccer




Our patients
surf




Our patients
ski




Our patients play
Cricket for NSW




One patient even
races motorbikes
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Patients have
taken on other
roles in the
sporting arena
Eg Umpiring
AFL grand
final matches




Let your children live their dreams
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Commonwealth
Games Gold Medalist

Alex Dowsett, Gold medal winner at the
2014 Commonwealth Games, has severe
haemophilia A



World Champion Darts Player 2002




Tony David has severe Haemophilia B



From the non-haemophilia world advice that rings true:

“You have to dare to dream big if you want big dreams
to come true”




Thanks to
the great

team at
CHW
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