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V I E W S  O F  T H E  G L O B A L C O M M U N I T Y 

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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V I E W S  O F  T H E  G L O B A L C O M M U N I T Y 

R E P O R T E D  C A S E S  O F  I N H I B I TO R S  I N  H E M O P H I L I A 
A ( 2 0 1 4 )  

Source: WFH Report on the Annual Global 
Survey 2014 
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Total Cases of Hemophilia A Inhibitors New Cases of Hemophilia A Inhibitors 
Lower Middle and Lower Income 277 90 
High and Upper Middle Income 2965 295 

Lower Middle and Lower Income High and Upper Middle Income 
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PAT I E N T  N E E D S  

Improved 
medical 

understanding 

Information 
and education 

Access to 
diagnosis and 

treatment 

N E E D  F O R  I M P R O V E D  M E D I C A L U N D E R S TA N D I N G  

Genetic and non-
genetic risk 
factors 

Immunological 
risk factors 

Product 

Risk 
factors Acute bleeds 

Prophylaxis  

Surgery 

Immune tolerance 
induction 

Clinical 
manage-

ment 
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W F H  S T R AT E G I C  F O C U S  

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 

E P I D E M I O L O G I C A L R E S E A R C H  P R O G R A M  

Research & 
reporting 

Management  
World Bleeding 

Disorder Registry 

Data 
collection 

Universal Case 
Report Form    

(U-CRF) 

HTC clinical and/
or research 
purposes  

Aggregate, 
anonymized data 

to WBDR 

WFH reports on 
trends, current 

practices & 
outcomes 

Data available for  
additional 

research studies 
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G L O B A L N E E D  F O R  D I A G N O S I S  A N D  A C C E S S  TO  
T R E AT M E N T  

Global 
Needs 

To properly diagnose and 
characterize inhibitors  

To have access to large quantities 
of CFCs for ITI, bypassing agents 

L A B O R ATO RY D I A G N O S I S  T R A I N I N G  &  C A PA C I T Y 
B U I L D I N G  

Laboratory 
training 
workshops 

Inhibitor 
assay video 
demonstration 

Providing or 
helping 
secure 
reagents 

External 
quality 
control 
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W F H  H U M A N I TA R I A N  A I D  P R O G R A M  

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 

W F H  H U M A N I TA R I A N  A I D  P R O G R A M  

Survey on inhibitors in recipient countries  
  

Ethical 
implications 
of treatment 

Availability/ 
challenges 
in diagnosis 

Number of 
patients with 

inhibitors 

Willingness 
to start ITI 

using 
product 

donations 

Availability 
of bypassing 

agents 
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S U P P O R T I N G  T H E  W F H  H U M A N I TA R I A N  A I D  
P R O G R A M  

WFH 
Humanitarian 
Aid Program 

Bypassing 
agents to treat 
acute bleeds 

among patients 
with inhibitors 

CFCs to 
perform low-

dose ITI 

N E E D  F O R  I N F O R M AT I O N  A N D  E D U C AT I O N  

Risk/safety Product information 

Treatment 
Standards 

Education for 
patients & treaters 



Mark	Brooker,	World	Federa.on	of	
Hemophilia	

16/03/16	

Interna.onal	Conference	on	Inhibitors	in	
Hemophilia	A	•	Milan,	Italy,	4-5	March,	2016	 8	

G L O B A L S U RV E I L L A N C E  

Bring patients, 
clinicians and 
regulators together 

Monitor risk/safety  

Keep community 
protected and 
informed 

Global advocacy 

P R O D U C T  I N F O R M AT I O N :  O N L I N E  R E G I S T RY  

Online access 
Searchable 
Real-time updates 
Expanded list of 
indications, 
products and 
manufacturers 

Pipeline products 
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E D U C AT I O N A L R E S O U R C E S  F O R  PAT I E N T S  A N D  
T R E AT E R S  

E D U C AT I O N A L R E S O U R C E S  F O R  PAT I E N T S  A N D  
T R E AT E R S  

Panel discussion 

Patient testimonials 

State-of-the-art webcasts & ePosters 

Live webinar 

Updated monograph 

Journal summaries 
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W H AT  C A N  T H E  G L O B A L C O M M U N I T Y D O ?  

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 

T H A N K  Y O U  


