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CONTEXT
WFH EASTERN MEDITERRANEAN REGION



INDICATORS 

OF CARE



Annual Global Survey
World Bleeding Disorders 

Registry
Gene Therapy   Registry

Type of data Country level data Individual patient data

Individual patient data on 

PWH who receive gene 

therapy

Data source NMO HTC HTC

Objectives
Global overview of # of patients 

identified and access to care

Patient level data; demographics and 

clinical outcomes 

Patient level data; 

demographics and        

clinical outcomes

Value

Country level data; Benchmarking 

your country against other 

countries; 

Useful for Advocacy

Patient level data; 

Benchmarking your patient outcomes 

against other patients;

Useful for clinical care and advocacy

Patient level data; 

Assessing long-term safety 

and efficacy of gene therapy
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WBDR PARTICIPATION
EASTERN MEDITERRANEAN
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COUNTRY NO OF HTCs TOTAL PWH

Pakistan 3 1,350

Iraq 3 680

Morocco 2 83

Egypt 4 70

Algeria 2 65

14 HTCS
Total PWH
2,248
Male 2,238
Female 10



PWH identification rate* 

Treatment use and availability in country*

Age at Diagnosis**

Annual Bleed Rate**

*data comes from WFH AGS
** data comes from WFH WBDR

IMPORTANT DATA-DRIVEN 
INDICATORS OF CARE



PWH identification rate (% PWH diagnosed) 

Treatment use and availability in country

Age at Diagnosis

Annual Bleed Rate

IMPORTANT DATA-DRIVEN 
INDICATORS OF CARE



56%

75%

16%

40% 39%
8%

Percent of Identified PWH, by region

Reference: WFH Report on the Annual Global Survey, 2019



PREVALENCE VS IDENTIFICATION
HEMOPHILIA

Prevalence: 21 per 100,000 males OR 1/5000 males



Reference: WFH Report on the Annual Global Survey, 2018

PWH IDENTIFICATION RATE

40% of PWH in Eastern Med have been identified
60% remain undiagnosed

Identified # PWH = 29,117

Expected # of PWH = 72,584

Not identified # of PWH = 43,467

Reference: WFH Report on the Annual Global Survey, 2019



Reference: WFH Report on the Annual Global Survey, 2018

NO DIAGNOSIS= NO TREATMENT 

43,467 people with hemophilia are 

undiagnosed in Eastern Mediterranean

43,467 people with hemophilia are not 

getting the care they need in Eastern 

Mediterranean

* WFH Annual Global Survey 2019



56%

75%

16%

40%
39%

8%

Reference: WFH Report on the Annual Global Survey, 2019

PERCENT OF IDENTIFIED PWH 
PER REGION



PREVALENCE VS IDENTIFICATION

40%

Hemophilia: (AGS 2019)



PWH identification rate (% PWH diagnosed) 

Treatment use and availability in country

Age at Diagnosis

Annual Bleed Rate

IMPORTANT DATA-DRIVEN 
INDICATORS OF CARE



82% of the total FVIII IUs are used by 29% of the population (Americas 
and Europe)

Reference: WFH Report on the Annual Global Survey, 2019

GLOBAL FACTOR USE
(BY REGION)



European countries: 
consensus that  minimum 
consumption of factor VIII 

should be 4 IU

Reference: WFH Report on the Annual Global Survey, 2019

GLOBAL FACTOR VIII USE 
(OVER TIME – BY GNI)

the target minimum to 
achieve survival for 

the hemophilia 
population 



Hemophilia - AGS 
2019

ACCESS TO TREATMENT –
MIDDLE EAST



PWH identification rate (% PWH diagnosed) 

Treatment use and availability in country

Age at Diagnosis

Annual Bleed Rate

IMPORTANT DATA-DRIVEN 
INDICATORS OF CARE



Reference: WFH Report on the Annual Global Survey, 2018

AGE AT DIAGNOSIS

Age at Diagnosis is an important indicator of care. 

Diagnosis early in life = best chance at getting early care and treatment

Early care and treatment = best chance at decreasing risk of long-term 

consequences of hemophilia, such as joint disease.

A late diagnosis = getting care and treatment later in life, which means more 

risk of  long-term consequences of bleeding.



Reference: WFH Report on the Annual Global Survey, 2018

AGE AT DIAGNOSIS, SEVERE PWH

Reference: WFH WBDR Data Report, 2019

(BY REGION)



Reference: WFH Report on the Annual Global Survey, 2018

AGE AT DIAGNOSIS, SEVERE PWH

(BY GNI)

Reference: WFH WBDR Data Report, 2019



PWH identification rate (% PWH diagnosed) 

Treatment use and availability in country

Age at Diagnosis

Annual Bleed Rate

IMPORTANT DATA-DRIVEN 
INDICATORS OF CARE



Reference: WFH Report on the Annual Global Survey, 2018

ANNUAL BLEED RATE(ABR)  

Annual Bleed Rate is the number of bleeds a PWH experiences in 1 year.  

Treatment = lower ABR

Lower ABR = less symptoms and less long-term consequences of hemophilia



Reference: WFH Report on the Annual Global Survey, 2018

ABR, SEVERE PWH 

Reference: WFH WBDR Data Report, 2019

(BY REGION AND GNI)



• Median years of education in PWH is ~10 years

Data from the World Bleeding Disorders Registry 2020 Data Report

*Forced into part-time employment, long-term 
sick leave, unemployment, or retirement

*

BURDEN OF BLEEDS: 
EMPLOYMENT AND EDUCATION



Diagnosis

Building Diagnostic Capacity

Access to Treatment

Data Collection

REGIONAL COLLABORATION

HEMNET

FUTURE PROSPECTS: KEY MESSAGES



EARLY DIAGNOSIS
Build Diagnostic Capacity to Identify PwBDs

2

WFH Treatment Guidelines, 3r Edition



INCREASE ACCESS TO TREATMENT (1) 

Improve Delivery of Care

2

Principle 1: National coordination  and 

delivery of hemophilia care
▪ A coordinated hemophilia care program, administered through a 

designated agency and integrated within the existing healthcare system, 

improves outcomes for people with hemophilia.2,6-8

▪ Optimal hemophilia care within such a program requires the following key 

components2:
✓ comprehensive hemophilia care provided by a multidisciplinary team of 

specialists;

✓ a national or regional network of hemophilia treatment centres (HTCs);

✓ a national registry of patients with hemophilia;

✓ robust processes for the procurement and distribution of safe and 

effective therapies, particularly clotting factor concentrates (CFCs) and 

other types of hemostasis products used in hemophilia treatment;

✓ equitable access to these services and therapeutic products9; and

✓ recognition of the socioeconomic and cultural diversities within any given 

community, region, or country

WFH Treatment Guidelines, 3r Edition



INCREASE ACCESS TO TREATMENT (2) 

Prophylaxis

2

WFH Treatment Guidelines, 3rd Edition



IMPROVE DATA COLLECTION 
Outcome Assessment + AGS and WBDR

2

WFH Treatment Guidelines, 3rd Edition



ENHANCE REGIONAL COLLABORATION

HEMNET

2



WFH RESOURCES

12 Chapters; 337 practical recommendations

https://guidelines.wfh.org/ https://ashpublications.org/bloodadvances/article/5/1/301/474884

11 recommendations

https://guidelines.wfh.org/
https://ashpublications.org/bloodadvances/article/5/1/301/474884


WFH RESOURCES: E-LEARNING 
CENTERS

https://elearning.wfh.org/



THANK YOU
شكرا


