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PRESIDENT’S MESSAGE 

Dear HAEA Friends,

We closed the books on 2023 with fond recollections of a shared 
sense of community felt by the 1,200 HAEA friends who attended 
our National Summit in July . Getting together in person after 4 
years of COVID-induced hibernation brought new life to the cher-
ished vision all of us share: 

Unrestricted access to treatment so people affected by HAE are 
unburdened by symptoms and able to experience life to the fullest .

The pages that follow highlight the impact of what we accomplished 
together during 2023 . We can all be proud that our united and 
vibrant community has transformed a formerly catastrophic unmet 

medical need into a condition that can be well managed from a choice of 8 FDA approved ther-
apies . Just as important, the strength of your continued engagement has kept pharmaceutical 
companies interested in HAE, and there are 9 new treatments under various stages of clinical 
development .

One key lesson from 2023 underlines the importance of HAEA friends remaining an active 
member of the HAEA--health insurers are finding more ways to delay and/or deny coverage for 
prescribed medicines . We continue leading the fight to demonstrate the value of HAE therapies 
through our advocacy activities and encourage everyone to join our grassroots advocacy net-
work . Just as important, our kind, caring, and experienced HAEA Advocates are always ready 
to help with insurance-related problems .

As you will read in the pages that follow, participation in our events, advocacy programs, and 
social media outlets surged in 2023, reflecting our community’s durable commitment to contin-
uously improving the health and well-being of people with HAE . 

I wish you good health and a happy reading!

Warmest regards,

Warmest regards,

 
Anthony J. Castaldo 
CEO and Chairman of the Board
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About the US HAEA

The US HAEA is an 10,000+ member strong advocacy and research organi-
zation that continues to build impactful programs, services, and activities that 
fulfill our longstanding: 

Mission 

To lead a nationwide advocacy movement that focuses on increasing HAE 
awareness and education, empowering access to suitable treatment, and foster-
ing ground-breaking research that includes searching for a cure .

Vision

Unrestricted access to therapy so people affected by HAE are unburdened by 
symptoms and able to experience life to the fullest .

Values

To fulfill our community’s highest priority needs with innovative programs, ser-
vices, and activities that are delivered with an extraordinary level of empathy, 
kindness, and compassion .

Our Roadmap to Success: The HAEA PILLARS
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HAEA by the Numbers in 2023

10,561 

HAEA  
Members

450 

New  
Caregivers

370 
New  

Patients

67,549 
HAEA Interactions 

with 
the Community 



Improving the 
Wellbeing of Our 
Community

HAE Health
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The experienced and compassionate Ad-
vocates who form the HAEA Health team 
are dedicated to helping members of our 
community overcome challenges on the 
path to a healthy and happy life . 

The HAE journey begins with obtaining 
an accurate diagnosis and our Advocates 
provided a record breaking number of re-
ferrals to HAE-knowledgeable physicians . 
In addition, the HAEA Chris Whalen Com-
passion Fund offered financial assistance 
for those who cannot afford travel costs 
required to see an HAE specialist . 
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HAEA Health Team Contacts with our Community 

During 2023, we noticed an increase in the 
number of initial delays and denials for pre-
scribed HAE medicines . Our Health Team Ad-
vocates helped an unprecedented number of 
HAE friends work through these hurdles as well 
as roadblocks in obtaining charitable assistance 
covering copays and premium assistance . 

The emotional and mental well-being of our 
community is an important part of achieving 
optimal health . In 2023, more people than 
ever took part in virtual support groups, find-

ing comfort and a safe space to hear from and 
problem-solve with other community members 
facing similar issues . 

The HAEA has played a central role in improving 
the health and well being of our community by 
actively supporting efforts to discover and test 
(through clinical trials) new and innovative HAE 
therapies . Throughout the year, our Advocates 
worked hard to connect an extraordinary num-
ber of HAEA friends with centers conducting 
trials on the HAE medicines of the future .  

1,389
Insurance and 
Reimbursement 

Denials and Delays 3,358
Physician Referrals 

and Follow-ups

1,729 
Information and 

Support for  
HAE-related  

Inquiries

523
Support Group 

Outreach

425
Clinical Trial 
Awareness 

Touchpoints for  
Each Clinical  

Trial Site



Grassroots Outreach 
that Ignites Action

Advocacy
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One of the HAEA’s fundamental objectives 
is to lead a nationwide advocacy move-
ment to protect the rights of people with 
HAE and their families . Our advocacy ef-
forts focus on legislative and regulatory 
matters that affect our community, activi-
ties to maintain our access to modern ther-
apies, and programming to educate our 
HAEA youth . 



Grassroots Advocacy Network

In 2023, we restructured our advocacy efforts 
under the umbrella of the Grassroots Advocacy 
Network, a large group of volunteers dedicated 
to supporting people with HAE through active 
participation in public policy matters at the lo-
cal, state, and federal levels .

This year, more than 159 HAEA advocates sent 
messages to their legislators in support of is-
sues that are important to the HAE community, 
including the Safe Step Act, the HELP Copays 
Act, and several state issues . 

Youth Advocacy Programming

The HAEA’s Youth Advocacy Network launched 
in 2023 as part of the HAEA’s Grassroots Advo-
cacy Network, offering youth-focused opportu-
nities for teens and young adults . The Network 
amplifies our collective voices by rallying young 
people between the ages of 12 and 25 to be-
come active players in communicating the needs 
of the HAE community to elected representatives .

In 2023, over 100 youth participated in HAEA 
training workshops and collectively sent 156 
letters to elected officials asking for support 
and co-sponsorship for the Safe Step Act . Nine 
young advocates served as regional youth lead-
ers and hosted breakout discussion groups at 
our in-person training workshop . 

2023 Virtual  
Capitol Hill Campaign

On September 12th, over 115 members of the 
HAEA community participated in our Virtual 
Capitol Hill Campaign . Together, we held over 
25 virtual visits with Congressional staff and 
members who learned about living with HAE 
through personal stories offered by our volun-
teer grassroots advocates . During these meet-
ings, our HAEA volunteer advocates voiced 
their support for:

• The Safe Step Act, 

• The HELP Copays Act, and 

• Funding for HAE research, which is vital 
for the continued advancement of new and 
improved therapies . 

The HELP Copays Act would require health 
insurers to accept cost-sharing payments from 
charitable assistance organizations to cover 
medication costs . The Safe Step Act would pre-
vent insurers from requiring proof that older, 
less expensive medicines (such as anabolic ste-
roids) are not effective before a modern HAE 
medicine is approved . 



Awareness and 
Education to Win 
Hearts and Minds

Engagement
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The HAEA’s Engagement Program unifies 
and empowers the community through a 
broad range of activities that encourage 
members to raise HAE awareness and 
educate their respective communities . En-
gagement events and activities have been 
designed to meet the distinctive needs 
and interests expressed by our member-
ship . We host in-person and virtual events 
to provide continued engagement oppor-
tunities for HAEA members throughout the 
country . 
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Aside from participating in HAEA sponsored 
events and campaigns, HAEA members used 
their creativity to hold “Do it Yourself” (DIY) ac-
tivities to educate others about HAE and rally 
support for HAEA programs . 2023 saw a 325% 
increase in DIY events . 

US HAEA 2023 National Summit 

The 2023 US HAEA National Summit held in 
Orlando, Florida brought our community togeth-
er for the first time in 4 long years . This event 
attracted over 1,200 HAE friends, along with 
caregivers, physicians, healthcare professionals, 
industry partners, and devoted volunteers, all 
congregating at the Rosen Shingle Creek Resort . 
Staying true to our steadfast mission of fulfilling 
the diverse and unique needs of our HAE com-
munity members, this summit featured several 
exciting tracks . Among them were main general 
sessions, a Professional-Scientific track, a Youth 
Health Management and Advocacy track, a Youth 
Leadership track, a Brady Cub track (ages 5-7), 
and a Brady Bear track (ages 8-11) .

During the dynamic two-day general Summit, 
HAEA friends took advantage of highly educa-
tional presentations that addressed the Summit’s 
overarching and inspiring theme, Living Beyond 
Boundaries . The event also featured a special 
caregiver appreciation dinner celebrating the 
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kind and compassionate heroes that help us 
cope with HAE, but whose efforts often go un-
noticed . 

hae day :-)

The theme for this year’s hae day :-), “What Does 
hae day :-) Mean to Me”, motivated our commu-
nity to share their thoughts about this important 
annual awareness campaign . Over 4,000 of our 
members received an HAEA designed custom-
izable poster and created personal messages 
about the meaning of this special day . HAEA 
friends then spread their hae day :-) messages 
to a broader audience through their social media 
networks and contacts within their local area . 

HAE IN-MOTION® 

In September, the HAEA hosted a nationwide 
HAE IN-MOTION® Virtual Challenge with over 
500 participants . HAEA families, friends, and 
industry sponsors joined the fun and logged 
activities that amounted to 6,433 miles – all fo-
cused on the steadfast, continuous journey to 
raise awareness and financial support for peo-
ple with HAE . 

In addition, over 1,000 HAEA friends participat-
ed in an HAE IN-MOTION® walk held onsite 
during the National Summit . Everyone enjoyed 
interacting and sharing their stories as they tra-
versed the 1 .25 mile nature trail featuring tow-
ering grasses, graceful Spanish moss trees, dra-
matic pine tree stands, and blooming flowers . 

HAEA Round Table

HAE, like other rare diseases, presents day-to-
day challenges and feelings of isolation because 
there is often no one who understands how the 
condition affects quality of life . 

The HAEA Round Table series features HAEA 
Friends discussing the everyday issues that af-
fect their lives . In 2023, the HAEA Round Table 

“hae day :-) is an 
opportunity to educate 
people on our rare 
and often unknown 
condition . It provides 
us with a chance to 
explain HAE and 
advocate for a better 
future .” 

- Samantha G ., NJ
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series involved conversations featuring panelists 
from different age groups, including children, 
teens, young adults, parents, and baby boom-
ers . This series covered issues such as fear of 
needles, relationships, and challenges faced at 
school . This program has been incredibly suc-
cessful, with over 25,000 total views on the US 
HAEA Facebook . 

HAEA Community Blog

Providing HAEA Friends with an opportunity 
to share experiences, reflections, and perspec-
tives is an important part of our core values . The 
HAEA Community Blog allows HAE communi-
ty members to share their unique experiences 
through storytelling . Topics included navigating 
insurance challenges, HAE’s impact on mental 
health, HAE and travel, youth advocacy, and the 
National Summit . In 2023, we published elev-
en blog articles, which has attracted over 7,880 
unique visits to our blog page .

Educational Webinars

In 2023, we conducted 15 webinars on HAE-
related topics that reached an audience of over 
3,500 people . 

• Re-treating? Let’s talk about it .

• Taking The Next Step: Navigating Young 
Adulthood with HAE

• HAEA Webinar: 2023 Welcome to Congress 
and Legislative Update

• The Right Therapy Matters

• Choosing the Path of Prevention: 
TAKHZYRO® and Children

• C1-INH Replacement Therapy to Treat the 
Root Cause of HAE Attacks

• A view of ORLADEYO® (berotralstat) through 
people’s real-life experiences

“Although having 
HAE is not ideal, I am 
grateful for the support 
I have from the HAEA 
Community - it helped 
me realize my own 
strength . I am living 
proof that you can 
have HAE and still do 
anything you set your 
mind to .” 

-Kobe M ., GA

• This is My TAKHZYRO® Experience – 
Imagine Yours

• Diagnosing & Managing All HAE Patient 
Types

• HAEA Webinar: Medicare Prescription Drug 
Coverage (“Medicare Part D”) for People  
with HAE

• 2023 US HAEA Virtual Capitol Hill Day

• Open Enrollment

• Preparing for Prior Authorization 
Reauthorization

• The Right Therapy Matters

• Esta es mi experiencia con TAKHZYRO® 
imagine la suya (For Spanish speaking 
members)
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We also conducted a series of short-format webi-
nar briefs designed to offer relevant information 
on the latest developments in the world of HAE . 
The 2023 HAEA Webinar Briefs generated more 
than 85,000 impressions on social media and 
featured topics like:

• US HAEA Treatment Education Webinar Brief: 
CSL Behring’s HAE Therapies

• US HAEA Treatment Education Webinar Brief: 
Takeda’s Long Legacy Advancing Treatments 
in HAE

• US HAEA Treatment Education Webinar Brief: 
KalVista’s Phase 3 KONFIDENT Clinical Trial

• US HAEA Treatment Education Webinar Brief: 
Astria’s ALPHA-STAR Clinical Trial of Potential 
Therapy STAR-0215

• US HAEA Treatment Education Webinar Brief: 
Pharming’s Legacy of Trust with the HAE 
Community

• HAEA Youth Advocacy Network Webinar Brief 

New HAEA-Sponsored Continuing 
Medical Education (CME) Course 
on Updates in HAE Focused Care

Educating the physician and broader healthcare 
professional community in the latest advances 
of HAE clinical care helps to drive continued 
improvements in the health of the HAEA com-
munity . That is why the HAEA produced and 
launched a new free CME program for Med-
ical Professionals - Updates in Hereditary An-
gioedema Care From the HAEA . The program 
is designed to meet the educational needs of 
healthcare professionals involved in the diag-
nosis and/or management of people with HAE . 
This CME provides physicians, nurses, and phar-
macists the opportunity to earn free continuing 
medical education credits and spread aware-
ness on HAE and current treatment guidelines .

There were 404 CME course completions in 
2023, and the program will remain available 
through November of 2024 .

HAEA Meet & Greet Program

Meet & Greet events connect our community 
members from across the United States . These 
virtual and in-person events offer people with 
HAE and their caregivers an opportunity to 
meet, share their stories, and learn about HAEA 
programs and resources . In 2023, we hosted 
3 virtual and 3 in-person events with an overall 
participation of more than 160 HAEA Friends . 

Guide for Women with HAE 

At the 2023 HAEA National Summit, we con-
vened an expert physician panel that offered 
a comprehensive overview of the unique chal-
lenges faced by women with HAE . The discus-
sion emphasized the experiences encountered 
by women across three distinct life stages: 1) 
pediatrics and puberty; 2) family planning and 
pregnancy; and 3) menopause and aging .

Furthermore, the Summit featured a Women 
with HAE Buffet Breakfast that offered an oppor-
tunity for interaction and discussion . Attendees 
received a complimentary copy of the Guide for 
Women with HAE, and over 500 guidebooks 
were distributed during the event .

The Guide for Women with HAE can be found 
on haea .org .

HAEA Healthcare Hero 
Recognition Program

The HAEA Healthcare Hero Recognition Pro-
gram honors medical professionals nominated 
by our community members who have received 
extraordinary and compassionate HAE care . 
The HAEA sent out a gift and a note of rec-
ognition to over 170 medical professionals and 
caregivers who offer support to those with HAE . 
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HAEA Caring for Caregivers 
Program

The HAEA celebrated National Caregivers Month 
with our Caring for Caregivers program, which 
pays tribute to those whose empathy and caring 
spirit make a difference in the lives of people 
with HAE . These selfless heroes give their time, 
patience, skills, and unconditional love to care 
for those who need help and support .

Honorees included over 190 family members, 
friends, and healthcare professionals . We pub-
lished their stories on the HAEA’s social media 
pages throughout National Caregivers Month .

Youth Programs 

The HAEA Youth Programs support the young-
est members of our community during all stag-
es of their HAE journey . The programs are de-
signed to empower, educate, and inspire youth 
diagnosed with the condition, their siblings, and 
even those who have a parent with HAE . We 
also offered advocacy training for the future 
generation of HAEA leaders . Over 350 HAEA 
youth members benefited from these programs 
which are funded through generous donations 
to our HAE IN-MOTION® and the Familie-
s4HAE campaigns . 

Brady Club 

The Brady Club offers fun and engaging games 
and educational materials to help kids between 
the ages of 4-12 manage and cope with HAE . 
Brady Club members received quarterly Activity 
Books by mail that included articles, fun activi-
ties, and stories submitted by kids from all over 
the country .

The Brady Club also sent Birthday Cards and a 
small gift to over 300 children .

In 2023, Brady Club resource distribution in-
creased by 40% and we mailed 750 Brady Club 
Activity Books . By partnering with HAE Interna-
tional, the Brady Club has gone global . Brady 
Club Activity Books are now distributed in 22 
countries and are translated into four additional 
languages: Spanish, Polish, Japanese, and Por-
tuguese . Each issue provides country-specific 
content for kids to learn about others around 
the world .

HAEA Cares Program

Learning to cope with HAE can be particular-
ly challenging for the younger members of our 
community . In 2021, the HAEA launched the 
Cares Program to help young people with HAE 
overcome the hurdles of living with a chronic 
illness . The HAEA sends special kits specifically 
tailored to educate and support children, teens, 
and young adults diagnosed with HAE .

121 Cares Kits were distributed in 2023 to chil-
dren, teens, and young adults with an HAE di-
agnosis -- this was a 50% increase from the pre-
vious year .
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US HAEA Children’s Book Series

The HAEA’s three-book children series featuring 
Nico, a 9 year old with HAE, continues to be 
popular among the youngest members of our 
community . 

Throughout the year, the HAEA distributed 
approximately 520 books to families, friends, 
school libraries, and industry professionals .

HAEA Youth Leadership Council

The Youth Leadership Council (YLC) is a peer-
to-peer support group that cultivates HAE youth 
leaders ages 12-25 and fosters positive interac-
tions among the younger members of our com-
munity . 

This year, YLC members were actively engaged 
in the design and implementation of communi-
cations strategies and projects directed to their 
peers . Their efforts delivered impressive results:

• HAEA Youth Instagram Page 
-- Over 1,280 followers engaging in daily 
posts

• #BeyondHAE Podcast 
--Youth produced and hosted video podcast 
episodes posted on Instagram and Vimeo 
 
--Over 1000% increase in podcast plays from 
2022

• HAEA Social Media Internship Program 
--7 high school and college interns devel-
oped HAE advocacy and awareness content 
for HAEA social media platforms

• HAEA Legislative Advocacy Training Program 
--Now available to the public on the Youth 
Activities page at haea .org

We received the books 
shortly after my husband 
and twin 6 year olds were 
diagnosed . My twins 
were just starting to have 
attacks and we often refer 
to different parts in the 
stories when they are 
asking questions about 
HAE . It was great to show 
them that other kids are 
impacted by HAE also 
when they feel alone in 
their struggles . 
-Amy L ., IN
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HAEi LEAP Program

HAEi LEAP is an educational program devel-
oped by HAE International that provides young 
people with skills necessary to grow as an indi-
vidual and become an effective advocate . Two 
HAEA youth members, Ally and Jasmeen, were 
accepted into and graduated from the 2023 
HAEi LEAP program, where they worked hand 
in hand with the HAEA on a project to benefit 
the community . Ally’s focused on helping care-
givers while Jasmeen’s provided tips for young 
people interested who want to participate in 
HAE advocacy . 

Pam King HAEA Scholarship 
Program

Named in honor of former HAEA Chief Operat-
ing Officer Pam King, our scholarship program 
offers financial support to people with HAE 
seeking to improve their lives through academ-
ic advancement . In 2023, the HAEA awarded 
97 scholarships to aspiring doctors, engineers, 
nurses, teachers and other professionals . 

#Families4HAE Campaign

The HAEA community’s generous contributions 
have had a remarkably positive impact and 
helped to create a better future for young peo-
ple with HAE . The $63,000 donated towards 
this campaign enabled innovative programs and 
services for 1,000 kids and young adults who 
benefitted from academic scholarships, edu-
cational materials about disease management, 
youth advocacy training, and community events 
centered on awareness . 

Social Media Outreach

The HAEA Engagement Team successfully 
maintained a strong and dynamic social media 
presence . In addition, the HAEA Youth Social 
Media interns curated social media content and 
built an active Instagram community of follow-
ers through awareness campaigns, educational 
posts, and spotlighting personal stories .

13% 
Increase in the 

Total Number of 
Engagements on 

social media

75.2% 

Increase 
in Cross 

Social Media 
Impressions

15,602 
Total followers on 
the HAEA Social 

Media Pages

7 

HAEA Youth 
Social Media 

Interns



Serving the Unique 
Needs of Our Community 
Through Data Gathering, 
Analysis, and Medical 
Journal Publications

Advances in Research

20 US HEREDITARY ANGIOEDEMA ASSOCIATION | 2023 ANNUAL REPORT

The HAEA’s research activities focus on 
generating data and publishing studies 
that advance the understanding of HAE’s 
impact on the lives of our community . 

Our community understands the value of 
self-initiated research projects, and during 
2023, over 1,500 members participated 
in one or more of the HAEA sponsored 
studies . 
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Consequences of insurance 
coverage delays and denials 
for patients with hereditary 
angioedema

The HAEA initiated a series of four focus groups 
in partnership with the University of Michigan 
to examine the impact of insurance delays and 
denials on the health and well-being of patients 
with HAE . Published in the August 2023 edition 
of The Journal of Allergy and Clinical Immunolo-
gy: In Practice, this research revealed:
• 70% of participants reported an increased 

frequency of attacks resulting from insurance 
delays, 

• More than 50% missed work/school days 
because of increased attacks,

• 90% reported greater anxiety,
• 25% of respondents reported an increase in 

costly urgent care or emergency department 
visits, and

• Almost all participants reported that insur-
ance-related problems had a negative impact 
on health, family, and work/school life .

In 2024, we will initiate a campaign to inform 
payers and HAE prescribing physicians about 
the deleterious and costly impact of insurance 
delays and denials . 

Study of HAE Prevalence in the 
United States

The HAEA has developed a unique methodol-
ogy using a large insurance claims database to 
estimate the prevalence of HAE in the United 
States . Data mining engineers, demographers, 
statisticians, epidemiologists, and expert physi-
cians worked with the HAEA to develop the ap-
proach used in this analysis . We plan to publish 
the results of the study in 2024 . 

An HAE-Specific Instrument to 
Measure Quality of Life

The US HAEA has completed work on a unique, 
ground-breaking research study that seeks to il-
lustrate how HAE affects overall quality of life 
(QoL) . The HAE-specific tool overcomes the lim-
itations of currently available options and better 
reflects patients’ experience with HAE . In addi-
tion, our QoL instrument (1) truly captures the 
way HAE affects the everyday life of individuals 
and families, and (2) will demonstrate (to health 
insurers and others) the value of life-changing 
improvements in health and QoL that result 
from modern HAE medicines . The manuscript 
has been submitted and we expect it to be pub-
lished in early 2024 .
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The Economic and Socio-economic 
Burden of HAE Caregivers

The HAE burden of illness and its wide rang-
ing economic and socio-economic impact on 
individual patients are well known and detailed 
in a HAEA study published in 2021 . What is 
less well understood is the significant impact on 
quality of life for those caring for people with 
HAE . As a result, the potential benefits of pa-
tient access to modern treatments are likely un-
dervalued and underappreciated .

The HAEA is dedicated to understanding the 
caregiver perspective better and bringing much 
needed evidence to the table . We have devel-
oped a study methodology that will allow us to 
measure the impact of HAE on caregivers’ daily 
lives . We aim to quantify, in monetary terms, the 
impact of caregiving taking into account health 
care and socioeconomic costs as well as quality 
of life implications . 

Medicare Survey

The HAEA is committed to providing our Medi-
care eligible community members with informa-
tion that enables informed decision making . We 
held a Medicare-focused webinar to provide in-
formation and resources on Medicare, and also 

completed an informational survey with over 310 
participants 60 and older to better understand 
their challenges and identify what educational 
resources are needed to allow them to navigate 
Medicare decisions moving forward . We will 
continue to expand these resources in 2024 .

Shared Decision-Making Tool

The HAEA and key opinion leader physicians 
have developed a tool that facilitates a more 
collaborative approach to treatment decisions 
between people with HAE and their healthcare 
providers . During 2024, we will expand the 
use of our SDM tool by (1) creating a webinar 
brief featuring a key patient opinion leader and 
expert HAE clinician, (2) creating social media 
posts, and (3) sending a series of email blasts to 
our membership and physicians .
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In-Depth Analysis: The Detrimental 
Impact of One HAE Attack 

The HAEA has amassed detailed and system-
atically collected data on the burden of HAE 
from well over 1,100 people with the condition . 
Preliminary analysis of this data set provides 
strong evidence that even one attack has an 
overwhelmingly harmful physical and psycho-
logical impact . We will further evaluate the data 
with the objective of publishing a manuscript 
that disputes insurer requirements that a certain 
number of attacks must be experienced before 
allowing access to certain preventive therapies . 

HAE Clinical Trials

Clinical trials pave the way for potential approval 
of innovative HAE treatments . Over the past two 
decades, the US HAEA has played a central role 
in supporting new drug development by recruit-
ing for clinical trials . Our process involves iden-
tifying, contacting, and exploring interest from 
members of our community who live within a 
certain distance from a clinical trial site . In 2023, 
the US HAEA Health team logged 14,706 dis-
creet contacts with the HAE community as part 
of our recruiting efforts for 8 clinical trials . 

Advance HAE Scientific Registry

The Advance HAE Scientific Registry is a con-
fidential database that allows researchers to ac-
cess uniform, long-term, and accurate informa-
tion on HAE . It is the only registry in the U .S . 
that collects data directly from people with HAE 
and their family members . Launched over 10 
years ago, the Registry continues to play a key 
role in helping our physicians/scientists better 
understand HAE genetics and biochemistry 
with an eye toward identifying more effective 
treatments . We will relaunch the registry in 
2024 with updated forms and encourage new 
membership and participation .
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US HAEA CORPORATE PARTNERS
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FINANCIAL INFORMATION
• The HAEA Research Fund which is dedicated 

to groundbreaking research initiatives includ-
ing our Advance HAE Scientific Registry .

Corporate donations are earmarked to fund a 
wide range of educational, advocacy, and com-
munity-building programs and services .

The HAEA’s Compliance Officer maintains rigor-
ous and disciplined internal controls . The Com-
pliance Officer reviews HAEA expenditures and 
operations on a regular basis to ensure strict 
compliance with our policies and procedures .

32%31% 31%

6%

Advocacy, Engagement, and Education

Health and Related Services 

Research

General and Administrative

NUMBERS

The distribution of expenditures shown in the 
chart below reflects the US HAEA’s commitment 
to focusing on high impact programs, activities, 
and research aimed at improving the lives of 
people with HAE .

100 percent of every dollar donated by an indi-
vidual and/or non-corporate source is allocated 
(with no deductions for administrative or any 
other expenses) to our three programs that di-
rectly support people with HAE:

• The Pam King HAEA Scholarship Fund offers 
tuition assistance for college students with 
HAE;

• The Chris Whalen HAEA Compassion Fund 
that provides travel assistance for those seek-
ing care from an expert HAE physician; and
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