WGPPM Summit

a?
7%

WGPPM INITIATIVES &
RESOURCES FROM ATTENDEES

HEALTH CARE

.
‘0 NATIONAL BLEEDING DISORDERS FOUNDATION

"4

PROVIDER EDUCATION
AND AWARENESS

® ASOCIACION PUERTORRIQUENA
DE HEMOFILIA Y CONDICIONES
DE SANGRADO

*  We actively seek out opportunities to collaborate
with healthcare providers, researchers, and
organizations specializing in women's health. By
forging these partnerships, we strive to enhance our
programs, increase their reach, and improve the
support and resources available to women. Our
ultimate goal is to make a positive impact in the
lives of women with blood disorders by addressing
their unique challenges. Through ongoing efforts,
advocacy, and community involvement, we aim to
create a more inclusive and compassionate society
that prioritizes the well-being and empowerment of
women facing these specific health concerns.

@ BRIGHAM AND WOMEN'’S
HOSPITAL BOSTON HEMOPHILIA
CENTER

Our center has launched a Women’s Thrombosis
and Hemostasis Clinic. There are two sites (one for
adolescents; one for adults).

‘ CENTERS FOR DISEASE CONTROL
& PREVENTION

«  Partner through CDC's Cooperative Agreements
with NBDF and HFA efforts to increase provider
knowledge and awareness.

Authored article in Journal of Women'’s Health
“Bleeding Disorders in Women and Girls: State of
the Science and CDC Collaborative Programs”.
Bleeding Disorders in Women and Girls: State of the

Science and CDC Collaborative Programs - PubMed
(nih.gov)

@ DR. PERIOD HACKERS
«  (@DrPeriodHackers) / Twitter

| frequently give talks at healthcare institutions and
national/international meetings to educate
clinicians around normal vs abnormal menstruation
and treatment options. | can make slides from these
talks available on request.

‘ EMORY UNIVERSITY

Combined bleeding clinic with Center for
Thrombosis and Hemostasis and Gynecology and
Obstetrics at Emory



https://pubmed.ncbi.nlm.nih.gov/35275742/
https://pubmed.ncbi.nlm.nih.gov/35275742/
https://pubmed.ncbi.nlm.nih.gov/35275742/
https://twitter.com/DrPeriodHackers

HEALTH CARE PROVIDER
EDUCATION AND AWARENESS

‘ FOUNDATION FOR WOMEN AND
GIRLS WITH BLOOD DISORDERS

Raising awareness and educating key healthcare
professionals is the main focus of our mission.

https://www.fwgbd.org

‘ HEMOPHILIA FEDERATION OF
AMERICA

Provided an ECHO series to OB/Cyn'’s to educate
about topics related to women with bleeding
disorders https://www.hemophiliafed.org/events/
building-a-bridge-to-subspecialty-care/

‘ HEMOPHILIA FOUNDATION OF
NORTHERN CALIFORNIA

HFNC launched March is Bleeding Disorders
Awareness Month when we sent our HTC's thank
you cards via email with Starbucks gift cards letting
them know how much we appreciate them and all
they do for our community members. Then we sent
kits for them to celebrate Bleeding Disorders
Awareness Month including awareness postcards,
red ties and MASAC guidelines on women and
pregnancy. We asked them to take pictures with the
ties and we featured them in our newsletter with an
article and on social media.
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‘ HEMOPHILIA OF GEORGIA

HoG Handbook > Hemophilia of Georgia

Outreach nurse to travel the state to educate
medical providers, clinics, hospitals, schools and
consumers about women and girls with bleeding
disorders

SHEMATOLOGIST, MD
(@acweyand) / Twitter

Give talks to general pediatricians and primary care
providers, as well as at national and international
meetings

ST. LUKE'S HTC IN BOISE, ID

We recently initiated formal collaboration with
our health system women'’s clinic for workflows
to ensure timely referrals for HMB, hormone
therapy etc.

‘ WORLD FEDERATION OF

HEMOPHILIA

Launched a global initiative on WGBD Treatment
and care - WFH - World Federation of Hemophilia

Organizes biennial global summit Highlights from
the first-ever WFH Global Summit on WGBDs -

WFH - World Federation of Hemophilia

Dedicated track on WGBD at its World Congress



https://www.fwgbd.org
https://hsc.unm.edu/echo/what-we-do/about-the-echo-model.html
https://www.hemophiliafed.org/events/building-a-bridge-to-subspecialty-care/ 
https://www.hemophiliafed.org/events/building-a-bridge-to-subspecialty-care/ 
https://www.hog.org/handbook/
https://twitter.com/acweyand
https://wfh.org/treatment-and-care/#wgbd
https://wfh.org/treatment-and-care/#wgbd
https://wfh.org/article/highlights-from-the-first-ever-wfh-global-summit-on-wgbds/
https://wfh.org/article/highlights-from-the-first-ever-wfh-global-summit-on-wgbds/
https://wfh.org/article/highlights-from-the-first-ever-wfh-global-summit-on-wgbds/
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EDUCATION AND AWARENESS

‘ NATIONAL BLEEDING DISORDERS
FOUNDATION (NBDF)

Better You Know campaign and materials to raise
awareness of signs and symptoms of a bleeding
disorder and support women on their path to
diagnosis, as well as to educate health care
providers

For General Practitioners: Bleeding Disorders in
Women & Girls: Screening, Testing, &
Coordinating Care / BYK NO DEJE PASAR LOS
SIGNOS. Los trastornos hemorrdgicos en las
mujeres y las ninas: deteccién, pruebas y
coordinacién de la atencidn médica

For OB/GYNs: Bleeding Disorders in Women &
Girls: Screening, Testing, & Coordinating Care /
BYK Para ginecdlogos obstetras NO DEJE
PASAR LOS SIGNOS. Los trastornos
hemorragicos en las mujeres y las nifas:
deteccidn, pruebas y coordinacién de la
atencién médica

Many MASAC recommendations for healthcare
providers mention women. The MASAC
recommendations specifically addressing WGPPM
include documents 77, 81, 93,122,150, 264, and 265

+  Collaborative Learning Exchange 4 part CE webinars
on Clinical Management for Women and Girls.

hemophilia.org 6 212.3283700 & 1230 Avenue of the Americas, 16 Floor, New York, NY 10020


https://www.betteryouknow.org/
https://betteryouknow.org/sites/default/files/2019-02/Provider%20Info_General_R8%20FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-02/Provider%20Info_General_R8%20FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-02/Provider%20Info_General_R8%20FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-07/Provider%20Brochure_General%20Practioner_SPANISH_FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-07/Provider%20Brochure_General%20Practioner_SPANISH_FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-07/Provider%20Brochure_General%20Practioner_SPANISH_FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-07/Provider%20Brochure_General%20Practioner_SPANISH_FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-02/Provider%20Info_GYN_R8%20FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-02/Provider%20Info_GYN_R8%20FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-07/Provider%20Brochure_GYN_SPANISH_FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-07/Provider%20Brochure_GYN_SPANISH_FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-07/Provider%20Brochure_GYN_SPANISH_FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-07/Provider%20Brochure_GYN_SPANISH_FINAL.pdf
https://betteryouknow.org/sites/default/files/2019-07/Provider%20Brochure_GYN_SPANISH_FINAL.pdf
https://www.hemophilia.org/healthcare-professionals/guidelines-on-care/masac-documents
https://www.hemophilia.org/healthcare-professionals/education-resources/nhfs-collaborative-learning-exchange/clinical-management-for-women-girls

