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SCIENTIFIC CONCEPT  

The scientific concept of the WFH Shared Decision-Making Tool was developed by the WFH 
SDM Working Group consisting of: 

 
Expert Committee 
Brendan Hayes, MPH, National Hemophilia Foundation 
Declan Noone, MSc, Person with hemophilia 
Glenn Pierce, MD, PhD, VP Medical, WFH 
Thomas Sannie, Person with hemophilia 
Mark W Skinner, JD, Person with hemophilia 
Courtney D. Thornburg, MD, MSc, Hematologist 
 
WFH Staff 
Donna Coffin, MSc 
Mayss Naccache, MBA, MSc 
Julia Chadwick, MScPH 
 
Independent Consultant 
Gwen Kaeser, PhD 

DESIGN AND DEVELOPMENT 
 

 
 

https://cor2ed.com/
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FUNDING 
 
The work to develop this Shared Decision-Making tool was funded by pharmaceutical 
companies, all of whom manufacture treatments for hemophilia. The project was open for 
funding by all manufacturers. The funders were not involved in the concept or development of 
the tool. Funders had an opportunity to provide feedback on all components of the tool, but 
WFH had final editorial decision-making rights.  

A publication on the methodology of the development of this tool is in production and will be 
available here in the future.  

WFH thanks the following sponsors of the WFH Shared Decision-Making Tool: BioMarin 
Pharmaceutical Inc., CSL Behring, Novo Nordisk, Pfizer, and Spark Therapeutics.  

SUPPORTING EVIDENCE  
 
The data utilized in the SDM Tool are derived from scientific sources adhering to a hierarchical 
structure outlined below: 
 

• The first source of information is the Prescribing Information obtained from regulatory 
bodies such as the EMA (European Medicines Agency) and FDA (Food and Drug 
Administration) pertaining to a specific product. 

• In cases where a product is exclusively available in countries outside the FDA and EMA 
jurisdiction, data from other relevant regulatory bodies was considered. 

• Published results from the pivotal Phase 3 clinical trials, documented in scientific 
journals, serve as secondary sources of information if needed. 

 
No other studies were taken into account as supporting documentation for quantitative data 
within the SDM Tool. 

CONTACTS 
Please contact the WFH at sdm@wfh.org if you have questions or comments regarding the 

WFH SDM Tool. 

 

 
World Federation of Hemophilia 

https://sdm.wfh.org/  
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PRIVACY POLICY 
 
Welcome to the World Federation of Hemophilia (WFH) Shared Decision Making (WDM) Tool 
website. 

We take your privacy seriously, and we want you to know that we do not collect or store 
information that is entered into the WFH SDM Tool by users. If you do enter information in the 
tool, leave the tool and return later, the information you previously entered will not be 
available to you. 

The WFH website does collect information about you automatically as you navigate through or 
use the WFH website. Information collected automatically may include usage details, IP 
addresses, session replay and recording technology (recording your movements, clicks, etc., 
on our Sites), and information collected through cookies, Google Analytics, and other tracking 
technologies. As you navigate through and interact with the WFH website, we may use 
automatic data collection technologies (such as session replay and tracking technologies 
referred to above) to collect certain information about your equipment, browsing actions, and 
patterns, specifically: 

• Usage Details. Details of your visits to our website, such as traffic data, location, 
logs, referring/exit pages, date, and time of your visit to our site, error information, 
clickstream data, and other communication data and the resources that you access 
and use on or in the Sites. 

• Device Information. Information about your computer, mobile device, and Internet 
connection, specifically your IP address, operating system, browser type, and App 
version information. 

 

The information we collect helps us to improve our website and to deliver a better service by 
enabling us to: 

• estimate our audience size and usage patterns; 
• improve our product and services offerings; 
• store information about your preferences, allowing us to customize our site 

according to your individual interests; and 
• recognize and/or authenticate you when you return to our Sites. 

 

The technologies we use for this automatic data collection may include: 
• Cookies (or browser cookies). We and our service providers may use cookies, web 

beacons, and other technologies to receive and store certain types of information 
whenever you interact with our Sites through your computer or mobile device. A 
cookie is a small file or piece of data sent from a website and stored on the hard 
drive of your computer or mobile device. On your computer, you may refuse to 
accept browser cookies by activating the appropriate setting on your browser, and 
you may have similar capabilities on your mobile device in the preferences for your 
operating system or browser. However, if you select this setting, you may be unable 
to access or use certain parts of our Sites. Unless you have adjusted your browser 
or operating system setting so that it will refuse cookies, our system will issue 
cookies when you direct your browser to our website or use our App. 
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• Google Analytics. We use Google Analytics, a web analytics service provided by 

Google, Inc. ("Google") to collect certain information relating to your use of our 
Sites. Google Analytics uses cookies, which are text files placed on your computer, 
to help our site analyze how users use the website. You can find out more about 
how Google uses data when you visit our website by visiting "How Google uses 
information from sites or apps that use our services" (located 
at https://policies.google.com/technologies/partner-sites). We may also use 
Google Analytics Advertising Features or other advertising networks to provide you 
with interest-based advertising based on your online activity. For more information 
regarding Google Analytics please visit Google's website and pages that describe 
Google Analytics, such as https://marketingplatform.google.com/about/. 
 

Please refer to the WFH Privacy Policy for more information or contact us at sdm@wfh.org. The 
person responsible for our privacy policy is Donna Coffin. 

TERMS AND CONDITIONS OF USE 
 
If you do not agree to these Terms and Conditions, you are not authorized to use our content. 

 
Not Medical Advice 
The content offered herein are here to educate people with hemophilia, their caregivers, and 
healthcare teams on treatments for hemophilia. Nothing in the content should be considered 
or used as a substitute for medical advice, diagnosis, or treatment. This Site does not 
constitute the practice of any medical, nursing, or other professional healthcare advice, 
diagnosis, or treatment. You should always talk to your healthcare provider for diagnosis and 
treatment, including your specific medical needs. None of the education and information 
offered through this Site represents or warrants that any particular product is safe, 
appropriate, or effective for you. We advise users to always seek the advice of a physician or 
other qualified healthcare provider with any questions regarding personal health or medical 
conditions. 

Intended for users 18 and older 
The SDM Tool and Site is intended for use by individuals 18 years of age or older. This Site is 
not directed for use by children under the age of 18. Users under the age of 18 should get the 
assistance of a parent or caregiver to use this tool. 
 

Release Indemnification and Place of Resolving Any Dispute 
You agree to release us from and indemnify us against any liability related to your use of our 
content. 
 
You agree that Montreal, Canada, and its legal system, is the exclusive place for resolving any 
dispute with us unless another legal system requires that we submit to it.  
 
 
 

Last reviewed: July 2023  
This is a living document that will be updated as new evidence becomes available. 
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