National Haemophilia No. 209, March 2020

This article was published in The Missing Factor Spring 2019, the newsletter of Haemophilia Foundation
Victoria (www.hfv.org.au), and is adapted with permission.

Robyn Heal and Cara Gannon have VWD Type 1 and are HFV Committee Members

SITARING OUR JOURNEY
WITH VWD
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3ting o others -

Robyn and Cara are committed to raising awareness ROBYN'S STORY
about von Willebrand disease (VWD) and helping

women and girls with bleeding disorders to connect. | was diagnosed with von Willebrand disease (VWD)
They are participating in the HFA digital stories Type 1in my early forties. My brother was going in
project, which includes a video series where they for surgery and hi.s doctpr wan.te.d him to be ’Fested for
talk about their experiences of living with VWD. The any issues that might arise. This is when we first found

first video from this series was released on World OL;]t a:ou\t/\\//vVg/D. I;t;:ms out odu.rtrgothei was tge ?;e
Haemophilia Day in 2019. In it Robyn and Cara speak wnenas ana nas passed It down to my Drother

: o and me. My father had haemochromatosis and he

about how important it is to meet other women dthat d her brother. | h
. . . passed that down to my other brother. | have two

and young people with bleeding disorders and daughters and both have VWD as wel.
how valuable they have found Foundation activities
such as camps and conferences as an opportunity When | was younger | had lots of nose bleeds, very
to connect and make new friends in a relaxed heavy periods and always would bleed from small
environment. paper cuts. | have suffered with low iron all my life and
have to take iron tablets as well as eat high iron foods.

To watch the video, visit the Digital Stories section
on the HFA website -
https://tinyurl.com/HFAdigital-connecting

Raising awareness

| found out about my local foundation, Haemophilia
Foundation Victoria (HFV), through the local
Haemophilia Treatment Centre. | attended a national
conference in Melbourne and became an HFV
Committee Member as | feel there's not enough
information about VWD and | feel that we don't really
get noticed or we get brushed off. | want to raise



awareness about VWD in the wider community and help
increase knowledge of VWD among health professionals.

| don't believe many doctors or nurses are informed about
VWD or how to treat people with VWD. I've attended
hospitals for surgery and the hospital would clear the day
of patients as they didnt know if they would have an issue
with me. The nurses would google my condition in front
of me, so they knew what VWD was. | would hear them
talking about how to mix DDAVP (desmopressin) and they
had no idea what not to do after having DDAVP.

We may be seen as a low risk group of ‘bleeders’
(although some people with VWD have severe episodes)
but there is not enough awareness and support for our
condition. VWD is the most common type of bleeding
disorder but we rarely hear about it. Some people with
VWD may have few symptoms but there are others like
myself and my girls who do have issues that affect our
day-to-day lives. | have suffered throughout my life with
joint pain and so have my girls. | would love to know if
anyone else who has VWD has any issues that they are
curious about.

VWD is the most
common type of
bleeding disorder
but we rarely hear
about it. roBYN

CARA'S STORY

My name is Cara and | was diagnosed with von
Willebrand disease Type 1 at around 12 years old. | was
tested for VWD as a result of my uncle’s diagnosis, on my
mother’s side.

My uncle was tested because of a surgery and his doctor
wanted to be thorough to ensure there weren't any
complications. My mother and sister both have VWD,
though they didn't have the same symptoms as me. They
were also diagnosed when | was. Looking back, | did have

some of the symptoms, mainly nose bleeds, which | have
had all through my childhood.

Having VWD has mainly affected the medical side of my
life, and luckily hasn't affected my personal life too much.
It has been useful to know about, as I've had a surgery
where | was able to have a treatment beforehand to
control bleeding, as well as treatment in preparation for
tattoos. I've found that not a lot of people are informed
about VWD and that can be troublesome, like having

to explain to some doctors what it is, and how to treat

it. There are some great resources that | was given by
my HTC that explained what VWD is, as well as some
resources from my Foundation that also included other
people’s stories.

| learnt about HFV, my local Foundation, while attending
the national conference for bleeding disorders, where |
met part of the HFV committee, and other youth from
Victoria, as well as others from across Australia. My

mum and | decided to become Foundation members to
be a part of a community with others who can help us
understand our disorder, and connect with other people
with bleeding disorders. | joined the Committee to bring
the perspective of a younger generation, which will
always be important to help Foundations to appeal to
their younger members. Through my local Foundation |
would like to connect with more people with VWD. | feel
like people with VWD don't get involved as much as they
should with their Foundations and it would be a great
opportunity to meet people with the same disorder as
me, and share our stories with each other.

| hope that there will be more education provided to
doctors about VWD, so that a doctor at a hospital doesn't
have to be taught about a condition by their patient, and

| hope for more awareness and peer support groups, as |
was never able to meet any other person witha bleeding
disorder until | found my local Foundation. Having VWD
has opened up new opportunities for me and it will be
exciting to see where those opportunities will lead.
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ABOUT VON WILLEBRAND DISEASE
(VWD)

People with VWD (also known as von Willebrand disorder)
have a problem with a protein in their blood called von
Willebrand factor (VWF) that helps control bleeding. They
do not have enough of the protein or it does not work the
way it should.

VWD is the most common inherited bleeding disorder
worldwide. The altered gene causing VWD is passed
on from parent to child. VWD affects males and females
equally.

Most people with VWD have few or no symptoms and
it causes little disruption to their lives, except when they
have a serious injury or need surgery. As a result, many
have not yet been diagnosed. Some people with VWD
have bleeding episodes more often, and people with
the severe form can often have bleeding into muscles
and joints with no obvious cause, similar to severe
haemophilia. There can be bleeding problems with all
forms of VWD.

Common symptoms

Bleeding in VWD usually involves the mucous
membranes, the delicate tissues that line body passages
such as the nose, mouth, uterus, vagina, stomach and
intestines.

Symptoms vary from person to person, even in the same
family, and can include:

¢ nosebleeds, bleeding from the gums

®  Dbruising easily

® bleeding for a long time with minor cuts
e very heavy or long menstrual periods

® excessive bleeding after injury, surgery or dental
work, or after childbirth.

Treatment

Several treatments are available, depending on what

is appropriate for type of VWD and the individual at
the time. This includes synthetic hormones such as
desmopressin (DDAVP) and clotting factor concentrate
made with von Willebrand factor and factor VIII. i
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