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WORLD FEDERATION OF HEMOPHILIA (WFH)

- Founded in 1963
- Improve and sustain care

- Recognized by WHO in 1969

-Joined Rare Disease Int. in 2016

Franck SCNABEL

WFH
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OUR GLOBAL REACH

UNITED STATES

134 national

member
organizations
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PREVALENCE / INCIDENCE OF BLEEDING

DISORDERS

Hemophilia A and B
1 400,000

1 (200,000 severe)
1 A:1in 10,000

1 B:11in 50,000

1 178,500 known to WFH

Source: WFH 2015 Annual Global Survey

Von Willebrand

] 6,000,000

] 69,747 known to WFH
7 1in 1,000

Very rare bleeding

disorders i non FVIII, FIX,
VWD

] 38,819 known to WFH
1 0.33-101n 1 Million




DEVELOPMENT OF HEMOPHILIA THERAPIES:
FROM PLASMA TO GENE THERAPY

Recombinant source,

Cure
longer
: half-life &
Early recombinant
technology fewer traces Cone
(animal & human -
: : therapy
derived proteins)
Ath
Gen
Recombinant
source Recombinant
& traces source & longer
half-life
: ?
Human E)Iasma Recombinant _ .Reduceq .
&S?g ce source iImmunogenicity
alburmin & fewer traces
-
FVIII
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WFH GL

OBAL SURVEY

FVIII use over time: World, Lower, Middle and Upper Income countries
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ESTIMATED GLOBAL FVIII USE

Population FVIII TOTAL U
. Northern
Latin . .
America AmSeO/rlca Africa
and the 2 Africa
Caribbean 16% Northern
9% America
Europe 29%
10%

Latin
America
and the
Caribbean Europe
Asia 11% 42%
Pacific
60%

Asia + Africa + Latin America = 85% of World population

29 % of FVIII consumption @ WFH
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BRINGING OUR MISSION TO LIFE

[Treatment for AII]

-

\_

The World Federation of Hemophilia

Improves and sustains care for people with

inherited bleeding
disorders around the world

~

J

N WFH
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WHAT DO WE DO TO
CLOSE THE GAP?

WFH STRATEGIC
PRIORITIES AND
PROGRAMS




OUR STRATEGIC PRIORITIES

Improve diagnosis

Build capacity of our National Member Organizations

Share knowledge and build awareness

Define and promote practice standards, collect
data, and support clinical research

Improve access to safe and effective products

X WFH
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WHAT WE DO TO CLOSE THE GAP?

PATIENT AND
HEALTHCARE
DEVELOPMENT
PROGRAMS

CONGRESS
AND MEETINGS

HUMANITARIAN
AID

WFH
PROGRAMS

RESEARCH TREATMENT

AND DATA PRODUCT
SAFETY AND

COLLECTION SUPPLY
EDUCATIONAL
RESOURCES

WFH
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WFH DEVELOPMENT MODEL

-

(&

~

Build a strong

national
patient

organization

through
capacity

-

t hrough a st etpreabhysustina@le pr
care across six distinct but interrelated pillars
N AYs N\ N A
Improve
medical
expertise and Achieve Increase Tracking
ImDrove care accurate government ||access to safe national
% i laboratory support treatment demographic
elivery diagnosis through products data
through advocacy
training
A\ AN AN A\ A

J
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IMPROVE DIAGNOSIS AND ACCESS TO
TREATMENT




GLOBAL ALLIANCE FOR PROGRESS (GAP I)

Do To  To Do

Launched in 2003
Multi-year program
Involves all stakeholders

Multi-sponsored

® WEH
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AN INTEGRATED APPROACH (GAP II)

( ~
National Patient
Organization
\ y
P
Healthcare
Professionals Government
\_ y 9 )

WFH
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GLOBAL ALLIANCE FOR PROGRESS (GAP 111)

To

ST S N S

Increase diagnosis

Ensure government commitment to improve hemophilia

care
Develop HTCs network

Create and expand registries

Enhance healthcare profesionals expertise

Strenghten capacity of patient organization



GLOBAL ALLIANCE FOR PROGRESS (GAP 1V)

Second Decade of GAP

ldentifying an additional 50,000 people with
Inherited bleeding disorders by 2022, with
50%0f them |1 ving I n t
regions

Results to date (July 2016)

A19.036 have been identified

Alncluding 4,671 from the poorest
countries




GAP SOUTH AFRICA: RESULTS

Johannesburg centre has now become an International
Hemophilia Training Center (IHTC)

Full comprehensive care teams formed in 6 major centres + 10
HTCs closer to communities (originally only 6 HTCs)

CFCs i ncluded i n South Afbudgetads art
Development of 5 year strategic plan by patient organization

South Africa now twinned as established partner with Mauritius

 WEH
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CORNERSTONE INITIATIVE (LAUNCHED IN 2013)

/Provide support, expertise, and\

training to countries with minimal
: : Togo

levels of care, which will help them & Nepal

_ _ Ethiopia

improve and benefit later from

A Nigeria Bangladesh )
WFHG6s full range| of pr ogr ams Canbodia
Zambia

\ activities. /

W WFH
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é . . AND FRENKHSPEAKING AFRICAN
COUNTRIES :

A Franco-African Alliance for the Treatment of Hemophilia
(AFATH)

A Founded by the French Hemophilia Society (AFH), the
National Institute for Blood Transfusion (INTS) with

support from the World Federation of Hemophilia
(WFH)

A F Afidih@eal

A To help new patient group reach level for future
WFH membership and enhance treatment of H.
patients in medical centers



BUILD CAPACITY OF OUR NATIONAL
MEMBER ORGANIZATIONS (NMO)

+ Advocacy / Skills Development




EMPOWER AND BUILD CAPACITY OF NMOS

4 )
HOT Twinning

\_ y,

4 )
WFH Youth

Fellowship program

N\ W,

4 )
WFH Youth
Leadership

Program

Advocacy in Action

4 )

NMO Skills Training

& .

. )
4 )

Succession
planning

WFH
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SHARE KNOWLEDGE AND BUILD
AWARENESS GLOBALLY THROUGH
INFORMATION EXCHANGE, EDUCATION,
AND TRAINING




SHARE KNOWLEDGE

-

\_

~

WFH World
Congress

S

-

\_

~

World Hemophilia

Day . April 17.

Musculoskeletal
Congress

-

j

~

\

~

Haemophilia
Journal (Wiley)

o

~

Publications &
Educational
Resources *

W,

-

A

elLearning
Platform *

\_

~

WFH Website

A

Multidisciplinary

Training
Workshops
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WFH EDUCATIONAL RESOURCES

Hemophilia

Treatment
Products

Data
Collection

von
Willebrand
Disease

Diagnosis

Advocacy
Tools

Rare Factor
Deficiencies

Inhibitors

Assessment
Tools

Inherited
Platelet
Disorders

Women with
Bleeding
Disorders

Treatment
Guidelines

Over 300

publications

now
available in:

English

Spanish
French
Arabic

Russian

Simplified
Chinese
Japanese
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WFH ONLINE RESOURCES

WFH

eLearning
Platform

eLearning.wfh.org




DEFINE AND PROMOTE PRACTICE STANDARDS,
COLLECT DATA, AND SUPPORT CLINICAL
RESEARCH TO PROVIDE EVIDENCE TO MAKE
THE CASE FOR BETTER CARE

RATION OF HEMOPHILIA
v L fILIE




DEFINE STANDARDS OF CARE, BUILD EVIDENCE

4 )
Clinical
Research Grant
Program
\§ Y,

(" )
WBDR -

Epidemiological
Research

N\ .

4 )
Guidelines for

the Management
of Hemophilia

. /

4 A

Annual Global
Survey

. S

v

Global Forum

4 )
Medical
Advisory Board

Statements
\ Y,
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