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AGENDA
1. Introduction

Overview of VWD Magdy El Ekiaby, MD
The Global VWD Call to Action Luisa Durante

2. NMOs Share their Experiences 
USA Experience Dawn Rotellini (United States)
Tunisia’s Experience with VWD Chedia Aroua (Tunisia)
#YoSoyVWD Panama Cassie Osejo (Panama)
South African Response Louise Ellwood (South Africa)

3. Breakout groups

4. Q&A

5. A Call to Join! Aleah Loney



WFH COVID-19 STATEMENTS

For practical recommendations, specific risks of COVID-19,  
humanitarian aid news, company statements, and more, visit:

https://www.wfh.org/en/covid-19-communications
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https://www.wfh.org/en/covid-19-communications


WEBINAR INFORMATION

• This webinar is in English. Breakout groups will 
be in English, French, Spanish, Arabic, and 
Russian

• Use the Chat to type your questions at any time 
during the webinar. Questions may be typed in 
English, French, Spanish, Arabic, or Russian

• Questions will be addressed as time allows 
during the Q&A period



WEBINAR RECORDING

A recording of the webinar will be available on the WFH eLearning Platform. 
The webinar will be made available in other languages.  

https://elearning.wfh.org/

https://elearning.wfh.org/


VON WILLEBRAND DISEASE (VWD)

M A G D Y  E L  E K I A B Y,  M D



VWF Function

• Mediate platelet adhesion to sites of vascular injury
• Facilitates platelet aggregation
• Protects FVIII from premature degradation





First case was found in a family living on 
the island of Fötglö in the Åland
archipelago in the Baltic Sea that was 
described by Finnish Dr. Erik von 
Willebrand, 1926

Historical Perspective



1999 2018

65 NUMBER OF 
COUNTRIES in this survey 125

82%
(65/79) 

RESPONSE RATE 
from WFH National Member 
Organizations

89%
(125/140)

NUMBER OF PEOPLE 
IDENTIFIED WITH:

78,629
HEMOPHILIA

210,45453,864 HEMOPHILIA A 173,711
11,591 HEMOPHILIA B 34,289
13,174 HEMOPHILIA  

TYPE UNKNOWN 2,454

24,806 VON WILLEBRAND DISEASE 78,547

7,768 OTHER BLEEDING DISORDERS 48,640

+ 60 COUNTRIES

y 204% INCREASE IN NUMBER OF PEOPLE 
WITH BLEEDING DISORDERS IDENTIFIED SINCE 1999

COMPARISON OF KEY NUMBERS 
FROM THE REPORT ON THE 
ANNUAL GLOBAL SURVEY  
(1999-2018)



Classification of VWD

Quantitative 
VWD 

Type 1*

Type 1C

Type 3**

Type 2 
Qualitative VWD

2A*

2B*

2M*

2N**

Platelet 
VWD

Mode of Inheritance:
*Autosomal dominant
**Autosomal recessive

Acquired VWD



Outreach for VWD

Family member of IBD 
patient

Family pedigree
Bleeding 

Assessment tool*

Hematological 
work up

Target population with 
bleeding symptoms

Bleeding 
Assessment tool* 

hematological 
work up

¤*WFH Compendium of Assessment Tools: MCMDM-1 VWD Bleeding Questionnaire, Pictorial Blood Loss 
Assessment Chart, ISTH Bleeding Assessment Tool. (*http://elearning.wfh.org/) 



Basic needs of management

• Multidisciplinary team:
Ø Hematologist
Ø Nurses 
Ø Highly qualified lab capable of performing specialized VWD diagnostic tests
Ø Obstetrician
Ø Other needed specialties

• Treatment products:
Ø DDAVP
Ø Anti-fibrinolytics
Ø VWF/FVIII concentrates or purified VWF concentrates 



GLOBAL VWD CALL TO ACTION

L U I S A D U R A N T E
P R O G R A M S  A N D  E D U C AT I O N

W O R L D  F E D E R AT I O N  O F  H E M O P H I L I A



WFH Global VWD Call to Action

We seek to improve diagnosis and clinical management of VWD and create greater 
awareness of VWD in patient and medical communities around the world

Key Priorities of the Global VWD Call to Action

ü Improve diagnosis
ü Address the misconception that VWD is not a serious disease
ü Facilitate the availability of safe, effective, easy-to-use treatments everywhere
ü Encourage leadership and advocacy in medical and patient communities
ü Establish a consensus on Standards of Care and global guidelines
ü Request that organizations incorporate VWD into their work
ü Destigmatize the discussion of women’s health
ü Empower patients everywhere



WFH Global VWD Call to Action

The Global VWD Call to Action 
is an act of solidarity amongst WFH national member 
organizations (NMOs) to recognize VWD and break the 
stigma and isolation that can exist for people living with 
VWD. It promotes adequate care and treatment for 

people with VWD.

Since the World Federation of Hemophilia (WFH) 
unanimously adopted the Global VWD Call to Action in 

2018, visibility and recognition has increased 
worldwide. 



48 NMOs have signed on to the 
Global VWD Call to Action!

South America 
Colombia
Ecuador
Paraguay

Central America & Caribbean
Costa Rica

Mexico
Nicaragua
Panama

El Salvador
Dominican Republic

Africa
Botswana

Mali
Nigeria

South Africa
Mauritius
Senegal
Kenya

Uganda 

Middle East
Palestine
Algeria
Bahrain
Pakistan
Sudan
Tunisia
Qatar
Iraq

Egypt

France
Kyrgyzstan

Latvia
Macedonia
Montenegro

Romania
Netherlands

Serbia
Sweden
Slovakia
Turkey

UK
Ukraine

South Asia & East Asia 
Bangladesh

India

Europe

North America
Canada

United States 

Southeast Asia & Western Pacific
Australia
Indonesia
Malaysia

New Zealand
Philippines



NMOS SHARE THEIR EXPERIENCES



NHF – USA: Where Did We Start?

2014 - NHF hosted a VWD Summit to LISTEN 
and understand the issues and challenges 

with diagnosing and treating VWD. 



• After Summit, systems put into place for creation of:
• VWD MASAC Working Group
• Full VWD Track at Annual Meeting 
• Educational working groups 
• Educational resources on VWD not just WWBD

• New logo – For All Bleeding Disorders
• March – Bleeding Disorder Awareness Month
• New Unite Walk!

Where Did We Go? Inclusiveness



Bilingual Education

q Bilingual Educational (English & Spanish) Materials:
• Lab Testing Brochure, Lab Test Log for Patients
• Healthcare Diary
• Undiagnosed for Teen Girls brochure
• Brochures for providers (OB/GYN, PCP, Pediatrician, etc.)

q Better You Know Webinar:
• Worked with healthcare providers to create 4 on-demand webinars for non-hematologic 

medical providers about bleeding disorders. 
q Website created by NHF for undiagnosed women and men with bleeding disorders, 

specifically VWD. 
• This is an assessment tool for both men and women to take to determine if they are  

“at risk” for a bleeding disorder or not.
q Better You Know Advocates “BYKA”



Print, Face to Face, Support

Print Materials:
• “Welcome Kit” for families
• A brochure about navigating life for adults with VWD 
• A fun brochure that teaches about VWD through games and puzzles, an icepack and 

colored pencils for children
• Booklet for teen girls with VWD on puberty
• Basics of VWD brochure for ALL

Face to Face Programs: (English & Spanish)
• NHF offers on-the-ground programs for its 53 chapters across the country – VWD 

focused
• NHF’s Annual Bleeding Disorders Conference – VWD track and pre-con (virtual in 

2020)
Mini-Grants to Chapters:

• Seed money to help create outreach programs to undiagnosed women with VWD at 
the local level



Global VWD Call to Action: Chapters!



Global VWD Call to Action: USA



www.hemophilia.org

q We know that more awareness of VWD is needed for both men and women and 
outreach focused online and to medical providers.

q We know that more education and support is needed for both men and women 
surrounding their bleeding disorder.  NHF is working on creating our strategic plan for 
the next 10 years and part of that vision is health equity and breaking down barriers 
for all people with bleeding disorders. 

q NHF will continue to pursue outreach efforts and creation of resources for men 
and women with VWD.  We believe in #treatmentforall.



TUNISIA’S EXPERIENCE WITH VWD

C H E D I A A R O U A
A S S O C I AT I O N  T U N I S I E N N E D E  L’ H É M O P H I L I E



Statistics

Number of people with von Willebrand disease225

747

550

The last census carried out by ATH (December 2019) 
estimates the following numbers:

- 437  Hemophilia A
- 113  Hemophilia B

Total number of people with hemophilia A and B

Number of people with other inherited bleeding disorders

hemophilia

von Willebrand disease

Other inherited 
bleeding disorders

Percentage with VWD 17% 



Interest of the Tunisian Association of Hemophilia in VWD 

The ATH Board of Directors is made up of different profiles of 
members who have close ties to hemophilia as well as von 
Willebrand disease.

Since 2017, ATH Vice-President has been a very active young 
girl with VWD disease, Najiba Chayah.

Najiba participated in the Global NMO Training at the WFH 
World Congress in 2018.

In 2018, Najiba and I joined the international VWD Global Group 
and the ATH signed the Global VWD Call to Action.



Achievements 

This group raises awareness and works to identify patients of VWD through the experiences of different 
countries participating in this project.

ü Participation in the WFH VWD Global Group



Achievements 

ü 2019 Workshop: Improving care and treatment for people with 
von Willebrand disease in Tunisia



Achievements 
ü Workshop 2018: Improving the skills of nurses for the 

management of hemophilia in Tunisia
• von Willebrand disease (VWD)
• woman with a bleeding disorder
• person with VWD with an inhibitor (case study)



Achievements 
ü Outreach and Education

• Talk to the general public about VWD via social media
• workshop dedicated to women with bleeding disorders
• Create a VWD Whatsapp group for Q&A for patients, 

families and doctors with different specialties



Challenges and experiences to share

• Increase the number of patients diagnosed with von Willebrand disease

• Create a specific national registry for patients with VWD

• Defend the right to prophylaxis

• Develop social activities for patients with VWD

• Develop social media groups to educate and support patients with VWD



#YOSOYVW PANAMA

C A S S I E  O S E J O
F U N D A C I Ó N  PA N A M E Ñ A D E  H E M O F I L I A



VWD IN PANAMA

q Registry of patients with von Willebrand 
disease since 1980.

q People with VWD in Panama have complete 
treatment.

W, 261, 
51%

M, 254, 
49%

515 PEOPLE IDENTIFIED 
WITH VWD



Objectives:
qEmpower people with von Willebrand
qEducate the Panamanian population and 

health entities, providing them with all 
the necessary information about VWD.

qMake people with VWD more involved 
with their condition and care.

qEncourage people to join us as 
volunteers.

#YOSOYVW CAMPAIGN



Home visits and treatment

Upgrade of 
database 

records for 
patients 

with VWD.

q We made home visits with the 
purpose of locating new people with 
VWD to update the database.

q Purchase of treatments for VWD, 
Hemophilia and other congenital 
coagulopathies in the country by the 
National Ministry of Health.



WHD2019-VWD Educational Day

Celebrating World Hemophilia Day
2019, the Panamanian Hemophilia
Foundation held the first exclusive
seminar about VWD. That included the
participation of teachers, doctors from
different health centers, people with
VWD and their families.



Seminars, talks and courses

q "Summer Educational Day" for 
children.

qSeminar for young men to strengthen 
the psycho-emotional state and 
responsibility in the care of their 
disease.

q “Home therapy” courses.



Information sharing on social media sites

q Information on VWD on our web site.

q Informational videos about VWD on our social
media.

Fundación Panameña de Hemofilia

@funpahemofilia

funpahemofilia.com/



Challenges and solutions

Challenges
Lack of information on VWD

Treatment accessibility

COVID-19

Solutions
Information sharing

Lobby

Virtual sessions



Database1

q Work on identifying people with VWD in your country.

Meetings2

q Have meetings to listen to the needs of people with VWD. 
q Do activities about VWD for parents, patients, medical staff, educators, nurses, others.

Social Media3

q Use social networks to share exclusive information about VWD.

TIPS



¡Gracias!

Fundación Panameña de Hemofilia

funpahemofilia.com/Fundación Panameña de Hemofilia

@funpahemofilia



SOUTH AFRICAN RESPONSE

L O U I S E  E L LW O O D
S O U T H  A F R I C A N  H A E M O P H I L I A F O U N D AT I O N



Overview - South Africa

• Multi-ethnic society of c.60m people

• 9 Provinces

• c.20m rural population

• 11 official languages  

• Economy1

• Upper-middle-income economy

• Newly industrialised

• GNI per capita – US$ 6,040                   

(USA US$ 65,760)
1. Source - World Bank 2019



My Story

• Born in Manchester, UK

• Moved to South Africa in 1990 

• 3 sons, now in 20’s, 2 have type III VWD

• Diagnosed at a young age

• Central Region SAHF committee member

• Prepare quarterly newsletter 

• Became VWD ambassador after SAHF joined WFH VWD 
Global Call to Action in 2018



Prevalence of VWD

• 21% of bleeding disorder patients

• Diagnosis capability only in major academic 
centres

• Current treatments available

• Desmopressin (DDAVP)

• Factor VIII/VWF concentrate 
(Haemosolvate Factor VIII)

• Tranexamic acid (Cyklokapron)

• Oral contraceptives

59% 21% 

12% 
8% 

Bleeding	Disorders	in	SA

Haemophilia	A

VWD

Haemophilia	B

Other

36,2%

63,8% 

VWD	Patient	Gender	in	SA

Male	

Female



Social Media Successes

• Facebook Group –
Von Willebrand’s Community SA

• Instagram -
vonwillebrandscommunitysa

• WhatsApp Group

• #WHD2020 - week of infographics 
on VWD 



Community posted red mask photos on 
social platforms 

#Get+involved

#REDTIECHALLENGE

Social Media Successes



SAHF COVID-19 Initiatives

• SAHF recognised need to “digitise” beginning February 2020
• Virtual meetings
• Use of Social Media
• Educational Series - “In discussion with….”
• MASAC in November 2020 - one day “lay-session”

• Personal Protective Equipment (PPE)
• SAHF initiative to design and make PPE
• In house design from materials at hand 
• Designed for comfort 
• Distributed to all HTC’s and patients



Challenges

Lack of VWD awareness and early 
diagnosis, especially in rural areas

Rural patients have limited access to 
HTC’s and treatment

Delay of surgeries 

Home therapy hindered by access to 
electricity, sterile environment, etc.

Limited disability benefits provided by 
the State

Bleeding disorders are stigmatised in 
some cultures - fertility and menstrual 
hygiene

Deaths and complications arising from 
male circumcision during initiation 
ceremonies



Moving Forward

• Transport for clinic visits

• Delivering Factor and medications 

• Delivering food parcels

• SAHF support group for women with 
VWD

• Leaflet aimed at women and 
bleeding disorders

• Continued free treatment through 
State infrastructure



• Small steps to build momentum
• Support groups
• Social media

• Adopt VWD guidelines

• Inclusion of bleeding disorder education at 
state / community level

• Prioritize awareness and diagnosis

• Encourage neighboring countries / NMOs 
to join ‘Global VWD Call to Action’

NMOs Moving Forward 



BREAKOUT GROUPS



MEET THE MODERATORS

SPANISH
Luis Melgar and Cassie Osejo

FRENCH
Nicolas Giraud and Charline Madelaine

RUSSIAN
Baiba Ziemele

ARABIC
Chedia Aroua

ENGLISH 1
Luisa Durante

ENGLISH 2
Aleah Loney

• Breakout groups will be in English, French, Spanish, Russian, and Arabic
• At any time, you can use the “Ask for Help” button
• Please mute and wait for the moderator to begin the session, keep yourself on mute when 

you are not speaking

Please enjoy this opportunity to discuss and ask questions about 
the WFH Global VWD Call to Action!



QUESTION & ANSWER
PERIOD 



ASKING A QUESTION

• Please use the Chat to type your question

• Indicate if your question is directed to one 
speaker in particular

• Keep questions brief so that we can answer as 
many as possible

• Questions may be typed in English, French, 
Spanish, Arabic, or Russian

• We will address as many questions as time 
allows



A CALL TO JOIN!
A L E A H  L O N E Y

W O R L D  F E D E R AT I O N  O F  H E M O P H I L I A



Join the 48 WFH 
National Member 

Organizations who 
have already signed on

The Global VWD Call 
to Action is a call to 

unite in raising 
awareness and taking 
steps to improve the 

lives of those living with 
VWD

Visit www.wfh.org/vwd

http://www.wfh.org/vwd


Thank you for your participation! 
Please fill out the short survey after this webinar

www.wfh.org eLearning.wfh.org facebook.com/wfhemophilia twitter.com/wfhemophilianews.wfh.org


