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With the exception of lack of access to
treatment, we know that inhibitor
development is the most significant challenge
in hemophilia care
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REPORTED CASES OF INHIBITORS IN HEMOPHILIA
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PATIENT NEEDS

Improved Access to
medical diagnosis and
understanding treatment

Information
and education

NEED FOR IMPROVED MEDICAL UNDERSTANDING

Clinical
Genetic and non- manage-
genetic risk ment
factors

Acute bleeds

Immunological Prophylaxis
risk factors

Product Surgery

Immune tolerance
induction
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WFH STRATEGIC FOCUS

Provide financial support for research in
inhibitors

Foster debate and exchange at WFH meetings

Promote focus on patient-specific and product-
specific risk factors

Facilitate international collaboration on data
collection

fm?
WORLD FEDERATION OF HEMOPHILIA

EPIDEMIOLOGICAL RESEARCH PROGRAM

Data
collection

Universal Case
Report Form
(U-CRF)

(" )
Management

World Bleeding
Disorder Registry

HTC clinical and/
or research
purposes

Aggregate,
anonymized data

to WBDR

[

~

Research &
reporting

WFH reports on
trends, current
practices &
outcomes

Data available for
additional
research studies
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GLOBAL NEED FOR DIAGNOSIS AND ACCESS TO

TREATMENT

Global
Needs
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To properly diagnose and
characterize inhibitors
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To have access to large quantities
of CFCs for ITI, bypassing agents
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LABORATORY DIAGNOSIS TRAINING & CAPACITY

BUILDING
External
quality
Providing or control
helping
Inhibitor secure
assay video reagents
Laboratory demonstration
training
workshops
& WFH
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WFH HUMANITARIAN AID PROGRAM

WFH channels the largest humanitarian aid
donations globally

Channelling over 270 million IUs of CFCs, reaching

87 countries

Donations sent to Hemophilia Treatment Centres
and established Hemophilia Organizations

WFH expects to channel over 600 million IUs of
CFCs over the next 5 years

Development of an online reporting platform,
including information on inhibitors development
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WFH HUMANITARIAN AID PROGRAM

Survey on inhibitors in recipient countries
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SUPPORTING THE WFH HUMANITARIAN AID
PROGRAM

Bypassing
agents to treat CFCs to
acute bleeds perform low-
among patients dose ITI
with inhibitors

NEED FOR INFORMATION AND EDUCATION

Risk/safety Product information
Treatment Education for
Standards patients & treaters

o
EDERATION OF HEMOPHILIA

International Conference on Inhibitors in
Hemophilia A e Milan, Italy, 4-5 March, 2016 7



Mark Brooker, World Federation of
Hemophilia

GLOBAL SURVEILLANCE
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Bring patients,
clinicians and
regulators together

Monitor risk/safety

Keep community
protected and
informed

Global advocacy
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PRODUCT INFORMATION: ONLINE REGISTRY
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Online access

Searchable
Real-time updates

Expanded list of
indications,
products and
manufacturers

Pipeline products
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EDUCATIONAL RESOURCES FOR PATIENTS AND

TREATERS
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EDUCATIONAL RESOURCES FOR PATIENTS AND
TREATERS

Panel discussion

Patient testimonials

State-of-the-art webcasts & ePosters

Live webinar

Updated monograph

Journal summaries
WFH
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WHAT CAN THE GLOBAL COMMUNITY DO?

This global issue needs global solutions

*  Work together to find the answers we still need
International collaboration in research and surveillance

Participation in the WFH Epidemiological Research Program
* Improve access to diagnosis and treatment products to treat
inhibitors
* Keep the community well informed of risks, new research,
and treatment options

BwrH

THANK YOU
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