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We are celebrating Rare Disease Day by highlighting resources for healthcare providers and people
with rare and ultra rare bleeding disorders.

HANDI Highlights is a periodic communication linking the inherited bleeding disorders community to
resources that reflect information request trends of the HANDI Resource Center. 

Stay connected with NBDF and HANDI
Subscribe to receive the latest news and event updates.

Check your local chapters for more information on local events

Visit the HANDI homepage to submit a request for information and to learn
the answers to frequently asked questions.

NBDF recommends that all individuals consult their HTC or primary physician for
medical advice and any questions regarding their choice of treatment.

Rare Factor Deficiencies

Untold Journeys: A Glimpse into Ultra-Rare Bleeding Disorders

Factor V     (English and Spanish)

Factor VII     (English and Spanish)
Super Seven: A Story for Rares     (English and Spanish)
Super Seven: Discussion Guide     (English and Spanish)

Factor X     (English and Spanish)

Factor XIII     (English and Spanish)

Glanzmann’s Thrombasthenia     (English and Spanish)
Glanzmann’s Thrombasthenia and Bernard-Soulier Syndrome

Platelet Storage Pool     (English and Spanish)

The Power of Connection for People with Rare Bleeding Disorders

Educational Resources
Rare Disease Clinical Research Network

National Organization for Rare Diseases

Rare Coagulation Disorders Resource Room

Current Treatments for Ultra-Rare Bleeding Disorders

NBDF National Research Blueprint White Paper

Provider Resources

bleeding.org 1.800.424.2634 info@bleeding.org 

https://www.bleeding.org/community-resources/request-information/subscribe-for-email-updates
https://www.hemophilia.org/community-resources/resources-near-you/chapter-network
https://www.bleeding.org/community-resources/request-information/handi-nbdfs-information-resource-center
https://www.bleeding.org/bleeding-disorders-a-z/types/other-factor-deficiencies
https://www.bleeding.org/events/untold-journeys-a-glimpse-into-ultra-rare-bleeding-disorders
https://www.bleeding.org/sites/default/files/document/files/NHF-FactorV.pdf
https://www.bleeding.org/sites/default/files/document/files/Folleto-sobre-el-Factor-V.pdf
https://www.bleeding.org/sites/default/files/document/files/NHF-FactorVII_final.pdf
https://www.bleeding.org/sites/default/files/document/files/Deficiencia-Factor-VII-7.pdf
https://www.bleeding.org/sites/default/files/document/files/Super%20Seven_A%20Story%20for%20Rares_Final.pdf
https://www.bleeding.org/sites/default/files/document/files/Super_Siete_Una_Historia_para_Raros.pdf
https://www.bleeding.org/sites/default/files/document/files/Super%20Seven_Companion%20Piece_Final.pdf
https://www.bleeding.org/sites/default/files/document/files/Super_Siete_Guia_de_debate.pdf
https://www.bleeding.org/sites/default/files/document/files/NHF-Factor%20X%20Booklet.pdf
https://www.bleeding.org/sites/default/files/document/files/Deficiencia-Factor-X-10.pdf
https://www.bleeding.org/sites/default/files/document/files/NHF-FactorXIII_final.pdf
https://www.bleeding.org/sites/default/files/document/files/Deficiencia-Factor-XIII-13.pdf
https://www.bleeding.org/sites/default/files/document/files/NHF-Glanzmanns_final.pdf
https://www.bleeding.org/sites/default/files/document/files/Trombastenia-de-Glanzmann-gt.pdf
https://hemaware.org/bleeding-disorders-z/glanzmanns-thrombasthenia-and-bernard-soulier-syndrome
https://www.bleeding.org/sites/default/files/document/files/NHF-PSPD.pdf
https://www.bleeding.org/sites/default/files/document/files/Deficiencia-del-deposito-de-plaquetas-PSPD.pdf
https://hemaware.org/bleeding-disorders-z/power-connection-people-rare-bleeding-disorders
https://www.rarediseasesnetwork.org/
https://rarediseases.org/clinicians-researchers/
https://rarecoagulationdisorders.org/
https://www.bleeding.org/educational-programs/education/online-education/current-treatments-for-ultra-rare-bleeding-disorders
https://www.tandfonline.com/doi/epdf/10.1080/17474086.2023.2175661

