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Women, Girls, and People with the Potential to Menstruate (WGPPM), The updated framework expands the PROBE instrument with an additional 13 questions U P dated bleedin g disorders Von Wlllebrand Disease (VW D), platelet disord er, rare factor
including those with von Willebrand disease (VWD), platelet function which include several WGPPM-specific concepts, such as access to healthcare (including deficien Cy

disorders, rare coagulation factor deficiencies, and other rare bleeding disorders, specialty care), emergency department utilization, and bleeding episodes unique to this Additional treatments factor concentrates, recom binant factor, platelet tranSfUSIOnS’ Iron
remain significantly underrepresented in research related to patient-reported population, including menstruation and gynecological complications. Additional domains treatm ents, and other

outcomes (PROs) and health-related quality of life (HRQoL). Existing tools address reproductive decision-making, including considerations around family planning, Dlagnoses age of d 1agnNoseEs, abnormal bleedmg GDISOd €S

such as the Patient Reported Outcomes, Burdens, and Experiences (PROBE) as well as the social and emotional impact of living with a bleeding disorder—particularly Health care pr ofessionals access to medical prOfeSSiOﬂ aISa m iSSing access to medical
survey—originally developed in 2012—have primarily focused on individuals as 1t pertains to leisure activities and interpersonal relationships. Furthermore, the revised prOfeSSK)n als, u rgent care visits

with hemophilia A or B and carriers, with data also collected from individuals tool allows for improved representation of individuals with rare and often overlooked Bleedi ng eve nts nosebleeds, easy bru iSing, heaVy menstrual bleedi ng
menopause, changes in treatment/access to treatment,

Gynecological .
gynecological issues

Quality of Life decision to have children, impact on social/leisure life

without a bleeding disorder (NoBD) serving as a control group. However, the bleeding disorders.

unique experiences, burdens, and health impacts specific to WGPPM have not

been fully captured in existing survey instruments.
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		Updated bleeding disorders		Von Willebrand Disease (VWD), platelet disorder, rare factor deficiency

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

		Diagnoses		age of diagnoses, abnormal bleeding episodes

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

		Bleeding events		nosebleeds, easy bruising, heavy menstrual bleeding

		Gynecological		menopause, changes in treatment/access to treatment, gynecological issues

		Quality of Life		decision to have children, impact on social/leisure life
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