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OUR VISION

The global vision of HAE International (HAEi) 
is to improve time to diagnosis and facilitate 
access to and reimbursement for treatment that 
enables lifelong health. 

As a global umbrella organization, our objective 
is to develop a network of national member 
organizations that advocate for HAE awareness 
and access to modern therapy. Currently, HAEi is 
represented in 84 countries worldwide.

In some countries, we have relatively large 
member organizations, while in others, there 
are a few enthusiastic advocates. The prospect 
for expanding global access to HAE treatments 
motivates us to inspire the formation of new 
HAE advocacy groups and to help existing 
member organizations expand their activities.

OUR MISSION

1) Helping to find, organize, and empower 
patients with an interest in forming new HAEi 
member organizations 

2) Supporting our existing member 
organizations in their ongoing efforts to grow 
their organizations and raise HAE awareness, 
increase diagnosis and advocate for patient 
access to and reimbursement for modern 
lifesaving therapies.

THIS IS HAE INTERNATIONAL
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We are happy to report success in expanding 
and uniting the global HAE community 
throughout 2019.

Highlights for 2019 include (1) increasing HAEi 
member organizations from 69 to 84 countries, 
(2) facilitating the first shipment of modern 
HAE medication through the HAEi Global Access 
Program, and (3) registering as a tax exempt 
nonprofit organization in the United States.

Also, during the year we partnered with GA2LEN 
(a nonprofit allergy/immunology organization) 
to establish the HAEi/GA2LEN worldwide 
network of accredited Angioedema Centers of 
Reference and Excellence, also known as ACARE.

Throughout the year, HAEi leadership and staff 
have focused on preparing for the 2020 HAE 
Global Conference in Frankfurt, Germany, which 
will be the largest ever gathering of the global 
HAE community.

Activities on and around the global HAE 
awareness day hae day :-) continued to grow. 
The HAE Global Walk once again proved to be 
a genuinely worldwide HAE event, taking more 
than 90,000,000 steps for HAE awareness. In 
addition, 50 HAE pilgrims spent three days 
taking part in the HAEi/AEDAF Camino Walk – 
the third of our walks in Spain. 

During the year, we conducted regional 
meetings in Colombia, North Macedonia, and 
Poland. Furthermore, we provided sponsorship 
grants that enabled 100 participants to attend 
an HAE Youngsters’ Advocacy Workshop, which 
took place in the United States. This successful 
event reflects HAEi's commitment to nuturing 
and training the next generation of HAE 
advocates. 

As you will read in the pages that follow, our 
member organizations, partners, sponsors, and 
all HAEi friends made significant contributions 
to the continued growth of the global HAE 
movement.

Warm regards,

 
 
Anthony J. Castaldo / Henrik Balle Boysen

A MESSAGE FROM LEADERSHIP

Henrik Balle Boysen 
Executive VP & COO

Anthony J. Castaldo 
President & CEO
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Registered as a Charitable 
Organization in the United States

In accordance with the 2018 General Assembly 
approval HAEi applied to become a tax-exempt 
under US law. On 4 October 2019, the US 
Internal Revenue Service designated HAEi as a 
501(c)(3) tax-exempt non-profit organization.  

Substantial growth in  
member organizations

During 2019 the number of member 
organizations grew from 69 to 84. We welcomed 
the following new member countries: Armenia, 
Cuba, Estonia, Georgia, Guatemala, Hong Kong, 
Kuwait, Libya, Lithuania, Pakistan, Paraguay, 
Qatar, South Korea, Taiwan, and Tunisia. 

Global Access Program

In early 2019 South Africa received an initial 
shipment of modern HAE medication through 
the HAEi Global Access Program (GAP). We 
established GAP to offer a regulatory compliant 
process that allows healthcare professionals to 
secure treatment for their HAE patients.

ACARE Centers 

During the year, HAEi realized it's long standing 
goal by establishing accreditation standards for 
a global clinical care network. 

We partnered with GA2LEN, a highly reputable 
non-profit allergy/immunology organization, 
to establish an accreditation process for clinics 
to become part of a HAEi/GA2LEN Angioedema 
Centers of Reference and Excellence (also 
known as ACARE) network.

The accreditation process has begun, and we 
look forward to welcoming ACARE Centers in 
2020.

Magazine 

Throughout 2019 we produced four issues 
of the Global Perspectives magazine with 
contributions from most of the member 
organizations. For issue no. 2 in 2019, the 
design was updated to match the new design 
on the website. 

Website

In early 2019, we finalized an update of the 
website at haei.org, including a graphical 
facelift and enhanced user experience. The new 
version went live on 16 May. The updated HAEi 
website includes a page with contact and other 
key information for each of our 84 member 
organizations. The refreshed website, along 
with the new pages, has significantly increased 
online traffic. 

2020 HAE Global Conference

We began planning for our 2020 HAE Global 
Conference (to take place in Frankfurt, Germany) 
in early 2019. 

By the end of the year, 745 participants from 72 
countries were registered. Also, the interest in 
travel grants for the conference was massive, as 
1,564 people applied for a grant.

WHAT WE ACHIEVED IN 2019

60
2018 2019

80

72 COUNTRIES

745 PARTICIPANTS

4 ISSUES

84 SUBPAGES

We are pleased to present highlights of our 2019 achievements. 



HAE International · Annual Report 2019 Annual Report 2019 · HAE International8 9

Regional Patient Advocates

The role of the HAEi Regional Patient Advocates 
(RPAs) is to support the member organizations 
already in place and assist in setting up new 
groups in countries where none exist.

Throughout the year, the RPAs assisted in 
implementing free HAEi tools, helped with 
contacting authorities and identifying patients, 
attended patient meetings and workshops, 
held meetings with pharmaceutical companies, 
and worked with physicians on awareness and 
education.

In January 2019, Fiona Wardman was appointed 
as the Chief RPA and is responsible for the day 
to day oversight of our vitally important RPA 
program.

Hosted websites

Over the last few years, a free website hosted 
with HAEi has become a very popular option for 
many of our member organizations. We received 
feedback from some of our members noting that 
a more simplified version of the website would 
best meet their needs. In October 2019 we added 
HAEi Web2Go, an easy to use website generating 
tool that provides member organizations with 
an online presence that requires no technical 
expertise and very little work. 

By the end of 2019 we have 38 hosted websites, 
with another four on the worksheet for early 
2020.

HAEi Connect 

Our free membership database and 
communication tool HAEi Connect, has been 
very well received by member organizations 
worldwide. By the end of 2019, we had 22 
countries using HAEi Connect and another 11 in 
the pipeline. 

 

Social media

We continue to raise HAE awareness via social 
media channels:

• Facebook – group: Launched 2009; aimed at 
patients and caregivers; 2,700+ followers

• Facebook – page: Launched January 2019; 
aimed at anyone interested in HAE related 
information; 600+ followers

• LinkedIn: Open to anyone interested in HAE 
related information; 550+ followers

• Twitter: Open to anyone interested in HAE 
related information; 775+ followers

In addition, HAEi sponsors a Facebook group 
administrated by the HAEi Youngsters Community, 
a private Facebook group for participants in the 
Camino/Jakobsweg Walk events, an Instagram 
profile run by the HAEi Youngsters Community, 
and a YouTube channel.

38

22 COUNTRIES

Fiona Wardman 
Chief Regional Patient 
Advocate

Asia Pacific and India

Patricia Karani 
Sub Sahara Africa

Fernanda de Oliveira 
Martins 
South America and 
Mexico

Natasa Angjeleska 
South Eastern Europe

Michal Rutkowski  
Central Eastern 
Europe, Benelux, and 
the Middle East

Javier Santana 
Central America and 
the Caribbean

Maria Ferron 
The Mediterranean 
and North Africa 
countries
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Patient Driven Research Initiatives 

HAEi sponsored research includes three distinct 
methodologies aimed at capturing data needed 
to drive access to and reimbursement for HAE 
medicines: 

• Pharmacoeconomic and Quality of Life 
Assessment to elucidate the value of novel 
prophylactic therapies. These studies are 
targeted for countries that already have 
access to modern HAE therapies. 

• Baseline Burden of Illness Survey to quantify 
number of attacks, emergency room visits, 
hospitalizations, and quality of life. These 
countries have a patient organization but do 
not have access to modern HAE therapies. 

• Heat Map Survey. This is an HAEi developed 
methodology to identify “pockets” of HAE 
patients in countries where there are few, 
if any, patients with the diagnosis. This 
will enable us to pinpoint areas where we 
can make the first step – HAE education 
and awareness campaigns aimed at HAE 
diagnosis. 

Regional Advisory Groups

During 2019, Regional Patient Advocates rolled 
out a new HAEi initiative called Regional 
Advisory Groups (RAGs) in each of the regions 
they represent.

The RAGs are made up of leaders from our 
member organizations. The appointed Advisor 
from each member organization meets several 
times a year with their Regional Patient Advocate 
to discuss each country and region’s challenges 
and unmet needs. The information and outcomes 
from these meetings provide the HAEi Leadership 
with the basis for adjusting existing programs 
and services or establishing new projects and 
initiatives to best serve the needs expressed by 
the Advisors.

Global Walk 

Our 2019 HAE Global Walk turned out to be great 
success. The global HAEi community registered 
a total of 90,189,232 steps, representing a 67% 
increase compared to the 2018 walk.

In May 50 HAE pilgrims from throughout the 
world spent three days in Spain participating 
in the HAEi/AEDAF Camino Walk. This was the 
third El Camino walk/pilgrimage hosted by our 
member organization in Spain. 

HAEi member organizations embraced the 
2019 hae day :-) emphasis on conducting local 
awareness and educational events. A record 
number of countries conducted events that 
included walking for HAE awareness, lunch and 
learn sessions, delivering educational materials 
to emergency room physicians, and much more. 

Youngsters’ Advocacy Workshop

The first HAE Youngsters’ Advocacy Workshop 
took place from 25 to 28 July 2019 in Atlanta, 
Georgia, the United States. The two-day course 
was held in conjunction with the 2019 US HAEA 
Patient Summit and included over 100 HAE 
youngsters from all over the world. The program 
provided disease specific education along with 
media and leadership training, all designed to 
prepare the next generation of patient advocates. 

The HAEi Youngsters Community continued to 
grow in numbers and strength throughout 2019.
Accomplishments throughout the year included: 
• Maintenance of Instagram and other SoMe 

channels
• Establishing the HAEi Youngsters Adviosory 

Group (YAG)
• Introducing project coordination with 

youngsters and their member organizations
• Maintaining blog posts and writing articles 

for HAEi Global Perspectives.

100 YOUNGSTERS
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FISCAL YEAR 2019 FUTURE OUTLOOK

HAE INTERNATIONAL EXPENSES BY KEY ACTIVITY CATEGORY

Patient Advocacy 

Education & Awareness 

Member Organization Development 

Research & Clinical Trial Support 

Administration & Operations 

Communications 

26 %

21 %

25 %

14 %

9 %

5 %

1-2
Bring on board one or 
two more pharmaceutical 
companies and introduce the 
Global Access Program to at 
least one more country

4
Produce four issues of our 
Global Perspectives magazine

6
Help six more countries 
establish a national HAE 
organization

10
Continue the roll-out of 
HAEi Connect to another ten 
countries

10-15
Launch another 10 to 15 
national websites hosted for 
free with HAEi

50+
Have at least 50 ACARE 
Centers across the globe

1,000
Have a total of 1,000 
delegates for the HAE Global 
Conference 2020

Increase the participation in 
the HAE Global Walk 2020 
to exceed the 2019 total of 
90.000.000 steps

In 2020 HAEi will be focusing on a number of specific goals to 
achieve our fundamental objectives:

• Protect and work to broaden access in countries where 
modern medicines are available

• Make concerted and systematic efforts to bring modern 
medicines to countries where none are currently available

• Upgrade HAE clinical care throughout the globe

In numbers the primary HAEi goals for 2020 are:

90,000,000+
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The HAEi activities in 2019 are kindly  
supported by:

• BioCryst Pharmaceuticals, Inc.
• CSL Behring
• Pharming Group NV
• Takeda Pharmaceutical Company Limited

For the 2020 HAE Global Conference, we are 
thankful for the support of these companies:

• BioCryst Pharmaceuticals, Inc.  
(Diamond sponsor)

• Takeda Pharmaceutical Company Limited 
(Diamond sponsor) 

• CSL Behring (Gold sponsor) 
• Pharming Group NV (Gold sponsor) 
• KalVista Pharmaceuticals, Inc. (Basic sponsor) 
• Pharvaris GmbH (Basic sponsor)

Board of Directors

• Anthony J. Castaldo, 
President (United States)

• Michal Rutkowski, Vice 
President (Poland)

• Fiona Wardman, Treasurer 
(Australia)

• Sarah L. Smith Foltz (Spain)
• Rachel Annals (United 

Kingdom)
• Beverley Yamamoto (Japan)
• Natasha Jovanovska 

Popovska (North Macedonia)
• Jørn Schultz-Boysen 

(Denmark)

Operations

• Anthony J. Castaldo, Chief 
Executive Officer

• Henrik Balle Boysen, 
Executive Vice President & 
Chief Operating Officer

• Steen Bjerre, Director of 
Communications

• Nevena Tsutsumanova, 
Operations Manager

• Deborah Corcoran, Chief 
Specialist Projects and 
Research

• Ole Frølich Christensen, 
Enterprise Technology 
Manager

• Rikke Sørensen, 
Communication Design and 
Graphics Manager

• Jørn Schultz-Boysen, Project 
Manager

Regional Patient 
Advocates

• Fiona Wardman, Chief 
Regional Patient Advocate / 
Asia Pacific

• Michal Rutkowski, Central 
and Eastern Europe, Gulf 
Region and the Middle East

• Fernanda de Oliveira Martins, 
South America and  Mexico

• Javier Santana, Central 
America and the Caribbean

• Patricia Karani, Sub Sahara 
Africa

• Natasa Angjeleska, South 
Eastern Europe

• Maria Ferron, Mediterranean 
and North African countries

Operations

Our day to day operations are 
running out of Denmark:

HAE International (HAEi) 
Strandkaervej 30, 1. 
DK-8700 Horsens 
Denmark

E-mail: info@haei.org

Corporate information

HAE International (HAEi) is 
officially registered as a non-
profit/charitable corporation 
in Fairfax, Virginia, the United 
States. 

Our registered address is:

HAE International (HAEi) 
10560 Main Street, Ste. PS40 
Fairfax City, VA 22030 
United States

Bank connection

Jyske Bank A/S, Denmark

EUR Account: 
SWIFT/BIC: JYBADKKK 
IBAN: DK29 5099 0001 3904 
15

USD Account: 
SWIFT/BIC: JYBADKKK 
IBAN: DK51 5099 0001 3904 
07

THANK YOU

ORGANIZATION CONTACT



HAE International is a global non-profit umbrella organization dedicated to working  
with its network of national HAE member organizations to raise awareness of HAE.
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