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Dear HAEi Friends,

HAEi maintained a laser sharp focus on expanding 
our global network of HAE patient groups throughout 
2017. We continued to meet our growth objective 
and HAEi now has 61 member organizations actively 
working on behalf of patients within their countries 
to increase diagnosis and win access to modern HAE 
therapies. In light of our growth, and to maintain the 
level of services HAEi provides, we expanded our 
network of Regional Patient Advocates to cover Central 
Eastern Europe, South East Europe, Mediterranean, 
Middle East/Gulf Region, Sub Sahara Africa, and Latin 
America.

The power of patient advocacy is accelerating, and 
we are now witnessing a Global HAE movement. 
HAEi is doing everything in its power to support and 
accelerate our Member Organization’s (MO) grass 
roots advocacy efforts. Towards that end, in 2017 we 
launched HAEi Connect—a security and EU-GDPR 
compliant multifunctional database that our MOs 
can use to manage, grow, and communicate with 
their patient community. We also re-launched our 
website hosting program and encourage MOs to take 
advantage of this free service.

 

Finally, recognizing that our HAEi youth are the future 
leaders of the global HAE patient movement, we 
held a HAEi Youngster’s Summer Camp in Frankfurt, 
Germany.  An enthusiastic group of youngsters spent a 
weekend interacting with their peers, learning about 
HAE, and sharing stories about how they cope.  The 
group also decided to organize and form a HAEi Youth 
Group. We look forward to the ideas and enthusiasm 
that the Youth Group will inject into our future plans 
and programs.

The following pages provide additional details about 
our 2017 activities.

Warm regards,

Henrik Balle Boysen and Anthony J. Castaldo 
Executive Director President

HAEi Vision

HAEi’s global vision 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 61 
countries worldwide.

In some countries, we have fairly 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.

HAEi 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 life-saving therapies.

Overview of HAEi

President’s and Executive Director’s message
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Supporting the development of new member 
organizations is one of HAEi’s core activities. We 
actively seek out interested patients or physicians who 
wish to make a difference and establish a member 
organization in their country. 

In 2017 we welcomed another six member 
organizations, bringing the total number to 61. 

Current information on HAEi’s global presence can 
be found at www.haei.org. The website includes an 
updated list of organizations by country as well as 
a searchable map with a listing for each country 
including contact data for the member organizations. 
The website also provides the visitor with information 
on care centers, hospitals, and physicians as well as 
available medications.

8

3

2

2

30

6

2

1

5

2

Africa
Kenya,  

South Africa

Middel East
Egypt, Iran, Israel, 
Lebanon, Turkey, 
United Arab 
Emirates

South Asia
India

East and 
Souteast Asia
China, Japan, 
Malaysia, 
Thailand
Philippines

Australia/
Oceania
Australia,  
New Zealand

Centra Asia
Kazakstan
Russia

Europe
Albania, Austria, Belarus, 
Belgium, Bulgaria, Croatia, 
Czech Republic, Denmark, 
Finland, France, Germany, 
Greece, Hungary, Iceland, 
Ireland, Italy, Macedonia, 
Norway, Poland, Portugal, 
Romania, Serbia, Slovakia, 
Slovenia, Spain, Sweden, 
Switzerland, The Netherlands, 
Ukraine, United Kingdom

Reaching new countries around the world  

This year:
• Six new member organizations established bringing 

us to a total of 61 by the end of 2017

Next year:
• Focusing on Asia and Africa we aim to further 

increase the number of member organizations.

South America
Argentina, 

Brazil, Chile, 
Colombia, 

Ecuador, Peru, 
Uruguay, 

Venezuela

Central America 
and Caribbean
Costa Rica, 
Mexico,  
Puerto Rico

North 
America
Canada, 
United 
States of 
America
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The Regional Patient Advocates

Michal Rutkowski; Central and Eastern Europe Javier Santana; Latin America

Maria Ferron Smith; Mediterranean Rashad Matraji; Gulf Region and Middle East

Natasa Angjeleska; South East Europe/Balkans

Patricia Karani; Sub-Sahara Africa

Maria Ferron and Natasa Angjeleska

Supporting member organizations globally

In January 2016 HAEi appointed the first Regional Patient Advocates (RPA’s), dividing a large portion of the world 
between them. Initially the role of the RPA’s were to support the member organizations already in place, but later 
on, they have helped in setting up more or less formal groups in countries where no organization have existed.

Today there are six RPA’s:

Natasa Angjeleska (Macedonia) – South East Europe/Balkans

Natasa is the dedicated mother of a boy with HAE. Her professional  
background is in educational sciences so she believes that if you educate people, you can 
achieve a lot. Her focus is on raising public awareness for HAE and educating patients and 
medical staff for HAE in the South Eastern European countries, thus making a difference 
in the quality of life.

Maria Ferron (Spain) – Mediterranean

In the spring of 2016, Maria joined the organization as HAEi Regional  
Patient Advocate representing the Mediterranean countries. Maria is an HAE  
patient herself as are her father and both her sisters. She is Spanish, and after a  
period living and working in Malta, she is now back in Spain.

Patricia Karani (Kenya) – Sub-Sahara Africa
Patricia was born in Nairobi, Kenya where she is currently residing. She holds  
a university degree in Sociology and Economics as well as a higher advanced  
diploma in Human Resource Management, and she has a decade of experience  
in the HR field. Patricia, who was diagnosed when she was about 18 or 19 years old,  
is the founder of HAE Kenya.

Rashad Matraji (United Arab Emirates) – Gulf Region and Middle East
Rashad was born and raised in Tripoli, Lebanon where he studied engineering. In 2007 he 
moved to Dubai, United Arab Emirates. Rashad has been involved in HAE advocacy in his 
region since 2011. Rashad, who was diagnosed in 2009 but has experienced symptoms 
since he was less than a year old, lives with his wife and two children in Dubai, United Arab 
Emirates.

Michal Rutkowski (Poland) – Central and Eastern Europe 
Co-founder and President of HAE Poland Michal has been involved in HAE advocacy in 
his home country since 2005. He became Vice President of HAEi in 2011. Michal was 
diagnosed with HAE at the age of 17. He is an architect and project manager, living with 
his wife, daughter, and son in Krakow, Poland.

Javier Santana (Puerto Rico) – Latin America
With over 15 years of experience, Javier specializes in creative communications strategies. 
His expertise ranges from political campaigns to pharmaceutical marketing, large-scale 
product and event launches. He has directed strategies for website platform designs 
and social media integration, as well as launching mobile apps and directing production 
teams. He designs and manages content for the Puerto Rico HAE Association Facebook 
page and helps coordinate patient conferences and events.

Read more about the countries covered by the RPA’s at 

haei.org/organization/meet-the-rpas

8 9
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HAEi websites

During the year HAEi has further developed the 
website www.haei.org, among other things with a 
presentation of the Regional Patient Advocates and 
more patient stories.

A growing number of national HAE organizations have 
their own websites with their own individual hosting 
solution. However, some of them would like to change 
hosting or altogether change the look and content of 
their websites – and others would like to just have 
a website at all. In order to accommodate any such 
national organization, we have established a system 
under the HAEi website allowing us to host national 
websites as well as provide them with templates for 
an individualized website – naturally all in their native 
language and free of charge. 

At the end of the year, national websites had been 
launched for Australia, Ecuador, Greece, Hungary, 
Iceland, Kenya, Macedonia, New Zealand, Peru, Poland, 
Romania, Serbia, Spain, and Turkey – and a few more 
were in the making.

Also, we redesigned the campaign website at www.
haeday.org in order to better match hae day :-) 2017. 

Social media 

HAEi uses a number of social media channels to 
communicate with the HAE family:

Facebook (2,100+ members):
 \ www.facebook.com/groups/HAEinternational/

LinkedIn (280+ followers):
 \ goo.gl/QfMTHL

Twitter (200+ followers):
 \ http://twitter.com/HAEDAY 

YouTube channel (50+ subscribers):
 \ youtube.com/user/haedaychannel 

HAEi magazine 

First introduced at the end of 2012, the HAEi 
newsletter has developed quite a lot. Thanks not 
least to the enthusiasm of the national member 
organizations the content grew from issue to issue 
and since a newsletter is normally expected to be 
pretty short we had to realize that it wasn’t really a 
newsletter any longer. 

As a consequence, we decided to introduce ‘Global 
Perspectives’, a magazine that continues HAEi’s 
commitment to bringing the readers timely 
information on the issues, activities, and events that 
are relevant to the global HAE community. The first 
issue was launched in December 2016.

We aim at distributing ‘Global Perspectives’ to the now 
more than 2,500 recipients four times during 2018.

A key part of the HAEi support for patients as well as member organizations throughout the world involves 
sharing experiences and information. This is done via a number of channels – from the HAEi websites and social 
media presence to the HAEi magazine and other publications. Naturally, the annual HAE Awareness Day is also a 
vital part of the way we support the HAE family around the globe.

hae day :-)

We launched the first hae day :-) in 2012. This was 
done with the aim to establish a global and national 
awareness day for HAE and to give our member 
organizations an annual focal point for awareness and 
fundraising efforts. 

Previously we have kept to supplying the national 
organizations with a toolkit of documents and 
information to guide them through key stages of 
organizing an event, raising awareness through the 
media and holding meetings with key physicians. 
However, for 2016 we decided also to organize a 
truly global HAE awareness event, and 80 people 
walked part of the legendary Camino de Santiago in 
northwestern Spain. Coming from Argentina, Australia, 
Brazil, Canada, Denmark, Hungary, Italy, Japan, Mexico, 
New Zealand, Spain, Sweden, USA, and Venezuela they 
joined forces and proved to themselves and others 
that obstacles are only there to be overcome.

Based on a very positive feedback from the 2016 
Camino Walk, we decided to have another walk in 
2017. Once again, HAEi had the invaluable help of the 
Spanish national organization AEDAF in organizing 
the event. More than 30 people participated from 
countries including: USA, Mexico, Argentina, Denmark, 
Spain, Malta, and South Africa. The pilgrims walked 
four selected stages (20+20+20+5 km) leading them 
to the pilgrims’ mass in the cathedral in Santiago de 
Compostela.

Before hae day :-) 2016 quite a number of people 
told us that they would have liked to take part in the 
Camino Walk but were unable to attend. Therefore, 
we created a website for the HAEi Global Walk and 
encouraged people around the world to walk for HAE 
awareness and record their steps!

The idea really caught on, literally all over the world: 
The campaign opened late April and ran all through 
May 2016 and including the almost 4,000,000 steps 
taken during the Camino Walk we registered more than 

12,000,000 steps by individuals as well as by groups 
wanting to be part of the HAE awareness movement.

The global campaign was repeated in 2017, and from 
1 April to the end of May 2,120 people in 32 countries 
across the world took steps for HAE awareness. From 
all geographical directions people walked for HAE, 
some on their own, others in larger groups and in total, 
they took 21,215,757 steps.

HAE Global Conference 
The venue for the 2018 HAE Global Conference, Vienna 
– Austria, was disclosed on hae day :-) 2017.

Supporting the HAE family worldwide









This year:

• Further developed www.haei.org and hosted more 
national websites through this platform

• Adjusted www.haeday.org
• Introduced more patient stories on the website
• Produced and distributed four issues of the HAEi 

magazine ‘Global Perspectives’
• Planned and delivered the HAEi Global Walk as well 

as the HAEi/AEDAF Camino Walk
• Started planning the 2018 HAE Global Conference

Next year:
• Increase the number of member organizations with a 

national website under the www.haei.org umbrella
• Update the toolkit to support national awareness 

events around hae day :-)
• Plan and deliver the 2018 HAEi Global Walk
• Plan and deliver the HAEi Jakobsweg Walk 2018
• Plan and deliver the 2018 HAE Global Conference
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Throughout 2017 HAEi has continued a strong support of the member organizations helping to educate and 
empower HAE patients:

January

• Met with patients, physicians, and the Philippine 
Society for Rare Disorders to in Manila where our 
Philippine member organization was established. 

• Met in San Juan, Puerto Rico with a group that 
established HAE Puerto Rico (on behalf of the US 
HAEA), and has developed significant experience 
in HAE advocacy. 

March 

• Conducted an advocacy workshop with patient 
leaders and physicians in Bangkok, Thailand. The 
workshop focused on creative ways to speed 
up the process of winning access to medicines 
in Thailand and to arrange an HAE patient/
physician workshop in Thailand at a later stage.

• Participated in and presented at our Spanish 
member organization AEDAF’s Annual Meeting in 
Madrid. 

May

• Conducted meetings in Manila, Philippines with 
a HAE family that is working with the Philippine 
Society for Orphan Disorders and an allergy/
immunology specialist who has been asked to 
be the medical advisor. PSOD is assisting in the 
effort to raise HAE awareness and strategize for 
approaching the health ministry to discuss access 
to medicine.

September

• Participated in and conducted the 2017 HAEi 
South Eastern Europe Workshop in Skopje, 
Macedonia. 

October 

• Participated in and conducted the 2017 HAEi 
Central and Eastern Europe Workshop in Warsaw, 
Poland.

• Attended the first meeting of a newly formed 
South Africa patient group in Cape Town. 

November 

• Participated in the 2017 Scandinavian Conference 
by HAE Scandinavia in Stockholm, Sweden. 

• Participated in and presented at the 20th 
anniversary of the German patient organization in 
Berlin, Germany. 

• Participated in and presented at the HAE UK 
Patient Day in Sheffield, United Kingdom. 

• Met with our patient group and leading physician 
team in Bangkok, Thailand to pursue new options 
to activate our Global Access Program. 

December 

• Worked with our Regional Patient Advocate for 
Gulf Region on a new strategic approach for the 
region. 

Supporting member organizations globally  
– education to empower HAE patients
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Advocating for and supporting access to medicine

At the end of September 2017 Pharming Group N.V in 
association with HAEi announced the appointment of 
Inceptua Medicines Access as their new distribution 
partner for the HAEi Global Access Program (HAEi GAP) 
enabling patients in all countries where Pharming’s 
product Ruconest is not commercially available to gain 
access to the drug through an ethical and regulatory 
compliant mechanism. It is the only known program of 
this type, which has been initiated through a patient 
group.

The program is the only global Access Program in 
HAE. There is currently no cure for HAE, but certain 
treatments exist to prevent and ease attacks. These 
treatments are not licensed or available in all 
countries worldwide, leaving patients unable to 
prepare for and treat attacks.

Ruconest is the first treatment to be made available 
through the HAEi GAP program in countries where it is 
not commercially available. Ruconest is a recombinant 
human c1- inhibitor, approved by the European 
Medicines Agency (EMA) and US Food and Drug 
Administration (FDA) for the treatment of acute  
attacks of HAE.

HAEi exists to support patients with HAE gain access 
to HAE therapies to improve their quality of life and 
potentially be life-saving in the case of a laryngeal 
attack. Through this partnership with Pharming 
Group N.V. and Inceptua Medicines Access, physicians, 
who may otherwise have no access to modern HAE 
therapies, have the opportunity to request Ruconest for 
their patients, effective immediately.

At the introduction of the partnership Mark Corbett, 
Executive Vice-President, Inceptua Medicines Access 
commented: “We are providing a transformational 
approach to medicines access, we will strive to provide 
unrivaled service in navigating access to Ruconest for 
the treatment of patients in need. We are delighted to 
work with both HAEi and Pharming in delivering what 
is the only known Medicines Access Program instigated 
by a patient organization. We will navigate access 
to this medicine with agility, quality, and regulatory 
compliance, ultimately to help the treatment of 
patients in need.”

Find more information about the HAEi GAP at 

haei.org/hae/global_access_program
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This year:

• Attended 9 HAE related medical conferences or major meetings
• Held one-to-one meetings with several global HAE experts

Next year:

• Maintain attendance at HAE related medical conferences (global and regional)

Over the last months of 2017, HAEi concentrated 
on completing HAEi Connect – a member database, 
communication management tool, and much more we 
are offering free of charge to its member organizations.

In December 2017 we were finalizing the last 
corrections from the beta phase in Scandinavia, 
Australia, and New Zealand, and were ready to enroll 
HAEi Connect globally.

With HAEi Connect our member organizations have 
an easy way to stay in touch with members of their 
countries. Having a solid and secure member database 
is vital for our member organizations – it can and will 
help them grow their organization. 

HAEi Connect allows our member organizations to 
target the information that is sent out to the members, 
making sure it is relevant for the individual, especially 
when it is about clinical trials, market surveys, and 
relevant events. With HAEi Connect, our member 
organizations will also be able to create and send 
news to their members directly from connect.

HAEi Connect complies with the EU-GDPR General 
Data Protection Regulation, ensuring the protection 
of member information, and is built with the highest 
possible data security both on storage and login 
functionality.

HAEi Connect helps global member organizations

HAEi
CONNECT

As passionate patient advocates, HAEi constantly seeks input and collaboration with leading HAE experts. 
Attending medical conferences provides an efficient and cost-effective way to interact with HAE key opinion 
leaders and other healthcare professionals. During 2017 we attended these meetings:

January

• Participated in the Platform of Plasma Protein 
Users (PLUS) Consensus Conference 2017 in 
Estoril, Portugal.

March 

• Participated in the American Academy of Asthma, 
Allergy and Clinical Immunology (AAAAI) Annual 
Meeting in Atlanta, USA. 

May

• Participated in the C1-Inhibitor Workshop in 
Budapest, Hungary, and chaired a scientific 
session during the workshop. 

June 

• Participated in the European Academy of Asthma, 
Allergy and Clinical Immunology (EAACI) Annual 
Meeting in Helsinki, Finland. 

November 

• Participated in Prof. Konrad Bork’s annual German 
meeting on HAE in Mainz, Germany. 

Advocating on behalf of patients and engaging 

healthcare professionals
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The first weekend of August 2017 around 50 
youngsters and 25 caregivers from all over the world 
met in Frankfurt, Germany in order to take part in the 
first ever HAEi Youngster’s Summer Camp.

The main idea of the camp was to help HAE 
youngsters worldwide build their relationships and 
their personal network, to empower them, and to give 
them a chance to have fun. And judging from the 
response we had during and after the camp that seems 
to be just what they did.

The HAEi Youngster’s Summer Camp gathered 
participants from Argentina, Austria, Australia, Brazil, 
Canada, Denmark, Ecuador, Germany, Greece, Ireland, 
Israel, Macedonia, Mexico, New Zealand, Peru, Poland, 
Russia, Serbia, Spain, Turkey, United Kingdom, and the 
United States of America.

Following the event, we conducted a survey among 
the participants. While 95% rated their experience 
at the camp as either ‘excellent’ or ‘good’ a full 100% 
stated that they would attend an HAEi Youngster’s 
Summer Camp in the future – and that they would 
recommend attending such a camp to other youngsters 
with HAE. Furthermore, 46% said that they are going 
to do something differently as a result of the HAEi 
Youngster’s Summer Camp. This includes spreading 
new knowledge and raising awareness among other 
patients and doctors, working towards getting the right 
medication available for free, and keeping in touch 
with new friends to learn from and help each other.

Based on connections made or strengthened 
during the youngsters’ track of the 2016 HAE 
Global Conference in Madrid, Spain and the first 
HAEi Younger’s Summer Camp in 2017 a group of 
energetic HAEi youngsters decided to found the HAEi 
Youngsters Community. Connected via social media, it 
is an open community for everyone to join, allowing 
the participants to share, create new friendships 
and strengthen old ones, discover life-changing 
experiences by learning about different cultures, 
countries, and traditions, and make the community 
something bigger than the disease. As they initiators 
put it: “Laughing and sharing each other’s daily lives, 
we understand the feelings and struggles of friends, 
patients, and caregivers.”

With 58 members from 23 countries, the goal of the 
HAEi Youngsters Community is to walk together for a 
better quality of life. 

A unique, necessary, deeply enriching experience 
for young people and their families

Knowing people who really understands us is as important as having the 
right medication. It’s not that easy to explain to everyone around us what 
it is to live with this disease, and knowing that someone beside us really 
knows makes us feel really relaxed and comfortable. Hope to see everyone 
again really soon and that doctors continue showing the passion about 
investigating this disease as Inma and Markus showed to us. Thank you very 
much again for giving us the opportunity to know you and know each other.

Thanks HAEi for this 
amazing experience! I’ll 
never be the same after 
these awesome days!

HAEi family is 
everywhere around 
the world, we are not 
alone. Youngsters 
can be part of this 
community too and 
they are the most 
important of it because 
they are the future of 
our organization.

A unique, necessary, deeply 
enriching experience for young 

people and their families.

The first summer camp was a success! 
It was a unique experience that I will 

never forget. I hope I can share all the 
teachings that have been passed on to 

other young people and doctors.
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The following are some of the areas where HAEi expects to expand its activities during 2018.

Regional Patient Advocate training

We will continue conducting Regional Patient 
Advocate workshops designed to support core skills 
required to fulfill the role and responsibilities in the 
regions.

Youngsters’ Summer Camp

As there will be a special youngsters’ track at the HAE 
Global Conference 2018, we will have no Youngsters’ 
Summer Camp this year. However, as there is a huge 
interest in bringing young HAE patients together on a 
regular basis we expect to plan for a 2019 edition of 
the Youngsters’ Summer Camp.

HAEi Jakobsweg Walk

After the successful HAEi/AEDAF Camino Walk on the 
Camino de Santiago in Spain in May 2016 and May 
2017, we are organizing yet another walk. In order to 
raise awareness, we aim to bring together HAE friends 
– patients, relatives, caregivers, doctors, nurses, and 
industry – for the HAEi Jakobsweg Walk 2018. 

Just as for the previous walks this is a mutual 
experience to commemorate the global hae day :-) and 
this time we will be walking part of the Jakobsweg – 
that is German for “The Way of St. James” – pilgrimage 
route through Vienna, Austria.

HAEi Global Walk 

As quite a number of people have told us that they 
would really have liked to be with us for the HAEi 
Jakobsweg Walk 2018 but are unable for one or the 
other reason, we will once more be arranging the HAEi 
Global Walk. 

Anyone interested in participating can do so wherever 
they are. All they need to do is walk any distance they 
like wherever they like – on their own or together with 
others, go to the campaign website at www.haeday.
org, and enter their walk. We will then add their steps 
to those of all the people doing the HAEi Jakobsweg 
Walk.

The campaign will be open from 1 April to 31 May 
2018 – and naturally, the aim is to go beyond the 
21,000,000 steps taken globally in 2017.

Updates and looking to the future
Fiscal Year 2017

HAEi Expenses by Key Activity Category

Patient Advocacy 

Education & Awareness 

Member Organization Development 

Research & Clinical Trial Support 

Administration & Operations 

Communications 

23 %

20 %

27 %

15 %

9 %

6 %
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We are delighted to introduce you to the HAEi Executive Committee:

Anthony J. Castaldo, President

Tony is a co-founder of HAEi and has been President since the organization’s inception. 
He also serves as the President of the US HAE Association and on the Board of 
Directors of the National Organization for Rare Diseases. He dedicated much of his life 
to driving improvement in HAE care and remains highly motivated by the challenge of 
global HAE advocacy.

Jørn Schultz-Boysen

Jørn holds the position as Treasurer of HAE Scandinavia. He has worked for a 
number of large Danish corporations including Bang & Olufsen and currently holds 
a management position with Grundfos. Jørn is a patient himself as is one of his two 
children. He lives in Struer, Denmark.

Michal Rutkowski 
Vice President

Co-founder and President of the Polish HAE organization Michal has been involved in 
HAE advocacy in his home country since 2005. He became Vice President of HAEi in 
2011. Michal was diagnosed with HAE at the age of 17. He is an architect and project 
manager, living in Krakow, Poland with his wife and two children.

Rachel Annals

Rachel is Executive Officer of the UK HAE organization. She is focused on patient 
advocacy and one-to-one support as well as organizing patient events. Rachel is a 
HAE patient herself. She lives with her husband and daughter in Bridgwater, United 
Kingdom.

Alejandra Menendez, Secretary

Alejandra is co-founder and Secretary of HAEi. She is a founding member and 
President of the Argentinian HAE organization. She also works at raising HAE 
awareness in all of Latin America. A patient herself, Alejandra has two daughters with 
HAE. She lives in Buenos Aires, Argentina.

Beverley Yamamoto

Beverley serve as the President of the Japanese HAE organization, enjoying greatly 
being able to contribute to both the national and the global patient organizations. 
Beverley is a HAE patient herself as is her son. In her day job she is a university 
professor, living in Osaka, Japan.

Fiona Wardman, Treasurer

Fiona is the President of the Australasian HAE organization which she co-founded in 
2011. She is also the Treasurer for HAEi. Fiona is passionate about making a difference 
to HAE patients in her own region as well as globally. A patient herself Fiona lives in 
Glossodia, NSW, Australia.

Natasha Jovanovska Popovska

Natasha is the President of the Macedonian HAE organization. She is very active 
towards raising awareness on HAE among medical staff and the general public, 
dedicated to bringing closer the entire Balkan region to tackle HAE. Natasha is a HAE 
patient herself. She lives in Skopje, Macedonia.

Sarah L. Smith Foltz

Sarah is a co-founder of HAEi and served as treasurer until 2014. She is a founding 
member and president of the Spanish HAE association. Apart from Spain, she has 
supported efforts in Latin America through involvement in the Patient Advocacy 
Forum initiative. Sarah’s husband and 3 daughters are HAE patients. She lives in 
Madrid, Spain.

Nils Berretz

Nils is working with public relations within HAE Germany and just like his father and 
younger brother he is a HAE patient, diagnosed when he was born. In 2013, Nils was 
part of the first HAE-Youngster meeting in Berlin and most recently he has taken part 
in the HAE film ”Escaping the Labyrinth”. Nils, who wants to study for social worker, 
lives in Eschweiler, Germany.
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You are not alone

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

Corporate Information

HAEi is officially registered as a non-profit/charity 
organization in the Canton of Vaud in Switzerland.

The registered address is: 
HAEi  
Av. Parc-de-la-Rouvraie 3, 
Case postale 87, 
1000 Lausanne 8 
Switzerland

Corporate Registration Number:  
CHE-160.474.141

Bank Connection: 
UBS Nyon, Switzerland

EUR Account: 
IBAN: CH06 0022 8228 1117 3360 T  
SWIFT/BIC: UBSWCHZH80A

USD Account: 
IBAN: CH54 0022 8228 1117 3361 Z  
SWIFT/BIC: UBSWCHZH80A

Operations

HAEi 
Kirstinelundsvej 7   
8660 Skanderborg  
Denmark  
E-mail: info@haei.org 

Executive Director  
Henrik Balle Boysen   
Phone: +45 31 591 591  
E-mail: h.boysen@haei.org 

Communications Manager  
Steen Bjerre  
Phone: +45 22 20 46 01   
E-mail: s.bjerre@haei.org

Project Manager  
Deborah Corcoran  
Phone: +44 77 8060 8797  
E-mail: d.corcoran@haei.org 

Project Manager  
Ole Frølich 
Phone: +45 21 39 63 15 
E-mail: o.frolich@haei.org

Administrative and Marketing Assistant 
Nevena Tsarovska 
Phone: +45 25 940 280 
E-mail: n.tsarovska@haei.org


