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New Developments in Bleeding
Disorders and MSK

Development of Women, Girls, and People
Who Have or Had the Potential to Menstruate
(WGPPM) questionnaire for PROBE study
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INTRODUCTION PARTICIPATE and LEAVE US YOUR FEEDBACK

The Patient Reported Outcomes, Burdens, and
Experiences (PROBE) survey was first developed in
2012. PROBE currently collects data from people with
hemophilia A or B, including carriers, and people
without a bleeding disorder (NoBD) who serve as a
control group. To date, there has been limited global
comparative patient reported data on health outcomes
and quality of life (HRQoL) about WGPPM.

he group identified von Willebrand Disease (VWD), platelet disorders, rare factor deficiencies, and other rare bleeding disorders for inclusion. New
concepts include access to healthcare (including specialties); visits to emergency room; bleeding episodes unique to WGPPM (e.g., menstrual
bleeding; gynecological problems), decision-making around having children, and impact on social and leisure life.

Updated bleeding disorders Vor_1 Wlllebrand Disease (VWD), platelet disorder, rare factor
deficiency

o factor concentrates, recombinant factor, platelet transfusions, iron
Additional treatments
treatments, and other

age of diagnoses, abnormal bleeding episodes

access to medical professionals, missing access to medical
professionals, urgent care visits

nosebleeds, easy bruising, heavy menstrual bleeding
menopause, changes in treatment/access to treatment,
gynecological issues

decision to have children, impact on social/leisure life

RESULTS
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The group identified von Willebrand Disease (VWD),
platelet disorders, rare factor deficiencies, and other
rare bleeding disorders for inclusion. New concepts:

. Access to healthcare (including specialties)

. VISItS to emergency room
Bleeding episodes unique to WGPPM (e.q.,
menstrual bleeding; gynecological problems)
Decision-making around having children
Impact on social and leisure life
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