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VWD UPDATE

Suzanne O’Callaghan

The publication of the international clinical diagnosis
and management guidelines for von Willebrand
disease (VWD) in January 2021"2 was greeted with
great excitement around the world.

Australia has been well-represented in the
development of the international guidelines, with

Dr Simon McRae in the VWD Diagnosis Panel and Susie
Couper from HFWA in the VWD Management Panel.

In Australia the international guidelines will be
translated for the local environment by the Australian
Haemophilia Centre Directors’ Organisation (AHCDO)
and published as Australian guidelines for consistent
diagnosis, treatment and care around the country.

We are looking forward to this as an opportunity to
raise awareness about VWD nationally, both for health
professionals and the wider community.

We have joined with our international colleagues

in a global initiative to deal with VWD issues in the
community. HFA is a member of the World Federation
of Hemophilia (WFH) VWD Global Group, representing
the Western Pacific Region. This is a WFH working
group comprised of patient organisations, dedicated
to addressing the unmet needs and improving the
quality of life (Qol) of the VWD community.
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IMPROVING VWD CARE

In May 2021 WFH held a webinar on the international
VWD guidelines for the global community titled
Improving care for people with VWD. Speakers were
Dr Nathan Connell, Vice-Chair of the international
VWD guidelines Scoping Group, Dr Michelle Lavin,
Chair of the WFH VWD and Rare Bleeding Disorders
Committee, and our colleagues from the WFH VWD
Global Group, Nicolas Giraud from France and Baiba
Ziemele from Latvia.

VWD diagnosis is complex and needs to take place

in specialised laboratories and then interpreted by
haematologists with expertise in VWD. There has also
been concern about the potential for life-threatening
bleeding in women with VWD after childbirth (post-
partum haemorrhage), particularly in resource-poor
countries.

Nathan Connell and Michelle Lavin described some
key features in the international guidelines:

e Consistent VWD type 1 levels for diagnosis

e Recommendations about new more sensitive
diagnostic tests

e Recommendations for treatment after childbirth
with effective but also cheap and easily accessible
treatments.
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PATIENT QUALITY OF LIFE

Nicolas Giraud and Baiba Ziemele commented on
the quality of life issues from the perspective of the
patient.

Baiba noted that the use of bleeding assessment
tools and the focus on VWD phenotype rather than
factor levels means that there is less confusion in
diagnosis and treatment is likely to be more effective
in managing symptoms. She was excited to see simple
and inexpensive treatment recommended for women
after childbirth to prevent post-partum haemorrhage
— this will prevent so many unnecessary bleeding
episodes and deaths for women around the world.

For Nicolas, the treatment approach was a highlight:
shared decision-making between doctors and patients
and an understanding that it is not one-size-fits-all.

COMMUNITY CONNECTION

The webinar Q&A also provided an opportunity to
discuss how to discuss VWD issues with the bleeding
disorders community and how to connect with
community members who have VWD.

Nicolas suggested that National Member
Organisations reach out to their members with VWD:

e Pass on information about the guidelines to them

e Create a space to address their concerns and their
situation

e Talk to them personally - listen to them so as to
understand their personal issues.

He commented that it can be hard for people with
VWD to relate to the bleeding disorders community if
the focus is on haemophilia.

We are looking
forward to this as an
opportunity to raise
awareness about VWD
nationally, both for
health professionals
and the wider
community.

COVID-19 VACCINE

The session finished with a reminder about the
COVID-19 vaccine - that the vaccine is safe and
effective for people with VWD, but that they may
need to speak to their haematologist or HTC as it is an
intramuscular injection.

The HFA COVID-19 vaccine FAQs includes advice for
people with VWD, as well as other bleeding disorders -
https://tinyurl.com/BD-vaccine-FAQs
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