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omen with bleeding disorders (WBD) face

unique challenges, and a historical lack of

visibility has resulted in delayed diagnosis,

poor access to treatment and exclusion
from potentially life-changing research. Progress is
being made in raising awareness of the unmet needs of
WBD but there is still a long way to go — both within the
bleeding disorder community and externally .

Since the First European Conference on Women and
Bleeding Disorders, held so successfully in 2019, the
global pandemic prevented the European Haemophilia
Consortium (EHC) from holding a second conference
until 2022. However, the momentum behind addressing
the issues faced by WBD has continued. In 2020, the
World Federation of Hemophilia's first global summit
on women and girls with bleeding disorders was held
virtually. The EHC has also not been idle. The Women
and Bleeding Disorders Committee has been very
active, sharing information online, including through
webinars and networking opportunities, and developing
resources including advocacy strategies for reaching
out to and on behalf of WBD.

NAJA SKOUW-RASMUSSEN
European Haemophilia Consortium, Brussels, Belgium

EVELYN GRIMBERG

European Haemophilia Consortium, Brussels, Belgium

DECLAN NOONE
European Haemophilia Consortium, Brussels, Belgium.
Email: declan.noone@ehc.eu

REPORTS FROM THE
SECOND EUROPEAN CONFERENCE ON
WOMEN AND BLEEDING DISORDERS

One landmark achievement was the development
and publication of the Principles of Care for Women
and Girls with Inherited Bleedings Disorders by the EHC
and the European Association for Haemophilia and
Allied Disorders (EAHAD) in 2021 (Figure 1) ?. The 10
key evidence-based principles aim to raise awareness
of bleeding disorders in women, standardise their care,
ensure access to a truly comprehensive care team for
every woman, and thus improve their health, quality of
life and wellbeing. As such, they have the potential to
drive significant long-term change for WBD.

The Principles are the result of a collaboration
between clinicians and the patient community.
Alongside strengthening that partnership, they are
designed to redress the imbalance for those who may
be unaware of the clinical, psychological and practical
support needs of WBD at haemophilia treatment
centres. As such, they are a valuable resource for
national member organisations (NMOs) of the EHC,
clinicians, haemophilia treatment centre managers and
other stakeholders to use when advocating on behalf
of WBDs for enhanced services. These enhancements
include enabling dedicated obstetricians,
gynaecologists and geneticists to work alongside
haemophilia specialists in clinics.
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Figure 1. The European Principles of Care for Women and Girls with Inherited Bleeding Disorders?

. EUROPEAN PRINCIPLES OF CARE FOR WOMEN
EAHAD AND GIRLS WITH INHERITED BLEEDING

DISORDERS

Women and Girls with Bleeding Disorders (WGBD) face unique
challenges. In order to optimise diagnosis, care and management

of WGBD, the EAHAD Women and Bleeding Disorders Working Group
have developed the following Principles of Care (PoC):
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Importantly, the Principles also provide a framework
for driving new developments, such as EHC initiatives
for strengthening registries, evolving care delivery and
extending patient agency. Together with the evidence
and discussions on which they are based, they can
inform proposals and enable accelerated progress
in the diagnosis and care of women and girls with
bleeding disorders.

In developing the Principles, lessons have been
learned from the successes and challenges of
implementing the European Principles of Haemophilia
Care published in 2008 B!, Over the last 15 years,
considerable advances have been made in establishing
continuity of care, access to home treatment,
better prophylaxis and better registries. However, some
stakeholders still struggle to optimise partnerships that
can deliver care and specialist services, and progress is
still needed to make best use of research findings.

The introduction in 2021 of a new nomenclature to
define haemophilia in women and girls by the Scientific
and Standardization Committee of the International
Society on Thrombosis and Haemostasis (ISTH) is

J Haem Pract 2022; 9(1). doi: 10.2478/jhp-2022-0014

also to be welcomed ™. Based on personal bleeding
history and baseline levels of factor VIl or factor IX,
women and girls with levels of 40 IU/ml or above are
recognised as symptomatic or asymptomatic carriers,
and those with levels below 40 IU/ml are identified as
having mild, moderate or severe haemophilia. In the
literature and in much of the data that already exists,
the distinction between a symptomatic carrier and

a woman with mild haemophilia remains something

of a grey area — carriers of haemophilia with normal
factor levels but a history of bleeding and many women
who clinically have mild haemophilia have been
defined simply as ‘carriers’. This legacy means we must
assume that any reference to carriers of haemophilia —
including during the conference and in reports from the
conference — includes women with mild haemophilia.
Unfortunately, we cannot be clear on how many.

In some areas WBD are already represented equally
in registries, such as the diagnosis of those with rare
bleeding disorders. In addition, the development of
structures for research into bleeding disorders in
women - involving both clinicians and patients —
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can help move knowledge and care forward, with
implications for longer term progress.

The Second European Conference on Women and
Bleeding Disorders has built on the groundwork laid
during the first meeting in 2019, extending knowledge
and helping to create a network of women across
Europe dedicated to sharing knowledge, best practice
and support. Invited speakers shared a wealth of
knowledge about the issues that matter most to WBD,
and the valuable contributions of congress participants
to discussions will fuel further ideas, developments and
initiatives. The reports presented in this issue of The
Journal of Haemophilia Practice capture key points and
topics of discussion from some of the core sessions.
We look forward to further progress in all of these areas
and to welcoming delegates to the next European
Conference on Women and Bleeding Disorders.

The EHC would like to thank everyone who has
supported the Second European Conference on
Women and Bleeding Disorders, including our generous
sponsors CSL Behring, Roche, Takeda and Novo
Nordisk. CSL Behring kindly donated the symposium
Cinderella: The glass slipper meets the glass ceiling.
Reports of the conference proceedings were donated
by Haemnet Limited.
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