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Patient voice is central to everything we do.

It’s the lifeline through all our work. As such, we engage
patients whenever possible across our work for their
input and perspective.
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LETTER FROM
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This year, we witnessed tremendous progress for the CLA community.
From groundbreaking research to global awareness campaigns, our
work continues to be guided by one principle: patients and families are
at the center of everything we do.

Together, we expanded resources, advanced science, and amplified
the voices of patients worldwide. With your support, we are not only
building a stronger network—we are shaping a brighter future for those
living with complex lymphatic anomalies.

Michael Kelly MD, PhD, Executive Director
Scot Wiesner, President, Board of Directors
 



OUR VISION
Patients with complex lymphatic anomalies
have the support they need from peer,
medical, and scientific communities to lead
longer, higher-quality lives.
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OUR MISSION
We connect patients and families to peers and networks of care,
partner to advance new research, and educate the medical
community to help all people navigating complex lymphatic
anomalies have hope for a healthier tomorrow.

OUR PARTNERS
Uniting voices worldwide to accelerate research and improve lives.

LGDA partnered with LGD Alliance Europe and the Lymphatic
Malformation Institute on the Alfie Milne Young Investigator Award and
the Million Dollar Bike Ride. Together, through our joint advisory
councils, we aligned research priorities with patient needs to advance
progress for the global CLA community.
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IMPACT
AT A
GLANCE

540
individuals connected

to care via “Find a
Physician”  page 

14,999
Visitors to our website 

79
blog posts on

research, mental
health, and patient

stories

5 Million
reached through

patient stories in Rare
Revolution Magazine

11
languages for the

CLA Patient Guide,
reaching 51 countries

$87,398 
invested in research grants

5,000
number of video views on

YouTube

19
countries contact us directly; 30

nationals represented in our
patient registry

50+
hours of consultation with

pharma and academic partners
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INVESTING IN
DISCOVERY
AND
INNOVATION

We awarded $87,398 in grants to advance science:

C. Griffin McDaniel, 2024 Alfie Milne Young Investigator Award
recipient, studied mutant-to-wild-type endothelial cell interactions in
kaposiform lymphangiomatosis. His Research Network talk became
our most-watched presentation, with 350+ views.
Dr. Shoshana Greenberger (Sheba Medical Center & Tel Aviv
University) investigated the role of ephrin B2 mutations in the
pathogenesis Central Conducting Lymphatic Anomaly.

The CLA Research Network continues to expand, with 7 webinars in 2024
and 5,000 views of research videos on YouTube, connecting researchers,
clinicians, and patients across borders.

Our Executive Director contributed 50+ hours of consultation to pharma
and academic partners, ensuring projects quality of life and therapies
reflect patient needs.

Welcomed Dr. Willemijn Klein from Radboudumc Amalia Children's
Hospital in Nijmegen, Netherlands to the Medical and Scientific Advisory
Council.

https://youtu.be/4qGZOEHsQXY
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KNOWLEDGE
WITHOUT
BOARDERS

The International CLA Patient Registry now has
564 enrolled patients from 30 countries,
strengthening global research and collaboration.

Individuals from 20 countries reached out
directly to LGDA with questions and requests for
support.

The CLA Patient Guide expanded to 11 languages,
including Arabic, reaching families in 51
countries.

More than 500 families visited our “Find a
Physician” page to connect with specialists.

Patients shared stories on our website and at
conferences, bridging lived experience and
medical expertise.
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Patient and family stories reached more than 5 million
people worldwide through blogs, social media, and
conferences. These narratives educate professionals,
inspire families, and strengthen our community.

At the ISSVA Congress, in Madrid, Spain, we shared
resources and strengthened collaborations.

We supported clinical trials including:
Relay Therapeutics: RLY-2608 (mutant-selective PI3K
inhibitor).
Palvella Therapeutics: QTORIN 3.9% rapamycin gel for
microcystic lymphatic malformations.
Ohio University: survey with female patients and their
experiences related to pregnancy, fertility, and family
planning.
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VOICES OF PATIENTS
AND FAMILIES

Every story told strengthens our
community. In 2024, those voices touched

millions around the world.
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STRENGTHENING
CAPACITY FOR
TOMORROW

Registry Expansion: A new platform and surveys will capture
patient experiences, quality-of-life, and caregiver insights—
while also expanding to include isolated lymphatic
malformations, ensuring research reflects the full spectrum of
the community. 

Volunteer Growth: Partnership with Emory University School of
Public Health gave students rare disease project experience,
while expanding our impact.

Youth Engagement: Our annual T-shirt contest gave young
warriors a creative way to raise awareness.

Rebrand: We will launch a
rebranding initiative to expand
our identity beyond CLAs to
include isolated lymphatic
malformations, ensuring our
organization represents the full
community and aligns with
updated ISSVA classifications.



Individual
58%

Nonprofit & Foundation
37%

Corporate
5%
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STATEMENT OF
FINANCIAL POSITION
IFISCAL YEAR: JULY 1, 2024 TO JUNE 30, 2025

ASSETS
LGDA Operating Accounts                              $228,280
Charles Schwab Investments                           $125,545                                             
Total Current Assets                                          $353,825

INCOME/EXPENSES
Income                                                                     $113,613
Expenses                                                              ($152,600)
Investment Income                                                   $4,777
Total Net Income                                                   ($34,210)

Patient Support
29.1%

Community Outreach
24.1%

Administration
22.1%

Research
20.1%

Fundraising
4.5%

Expenses 
Breakdown

2024-2025 

Income 
Breakdown 

2024-2025 
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THANK YOU TO OUR
DONORS

Laura Albers
Laura Alexander
Joel Anderson
Jen Arauz
John & Jan Armknecht
Maxine Armstead
Camilla Avery
Kyle Bacus
Josué Barba
Cheryl Bartholomew
Jami Barzelatto
Myrna Barzelatto
June Bates
Tim Bazyn
Charlotte Bell
Kelsy Bell
Janine Berger
Patricia Besser
Lyndsey Binstead
Kevin Blanton
Shaun Bollenbach
Diane Bomberg
Dianne Bone
Jason Brinkman
Kelly Brown
Rhonda Brown
Sherry Brown
Carla Canty
Emily Cao
eorge Carey, Jr.
Caterpillar Foundation
Julie Chadwick
Allen & Sinead Chaffee
hastain Insurance
Agency, Inc.
Dave Chastain
Mackenzie Chastain
Sean Chastain
Sue Colloton

Chastain Insurance Agency, Inc.
Dave Chastain
Mackenzie Chastain
Sean Chastain
Sue Colloton
Kevin Conn
Spencer Cowgill
Jenifer Dahir
Tracy Daugherty
Margit David
Richard Davis
Thomas Day
Caroline Dikencik
John DIonne
Joanne Donsky
Ellen Dorn
Lori Edwards
Frank Elia
Chuck & Sue Emanuel
Nannette Emmer
Employees of Chastain
Insurance Agency, Inc.
Maryalice Erickson
Cori Eurick
Facebook - Donations
Gulcenur Ozturan
Queenie Fan
John Fay
John Feregrino
Rita Ferry
Tiffany Ferry
William Fischer
Jeff Fitch
Suzanne Fitzsimmons
Gregg Foster
Jennifer Fowler
Ellen Frechette
Marlene Geary
Terry Genrich

Jennifer Gilbert
Claire Gisclair
Jonathan Gladstone
Michael Glaser
Kathleen Goin
Beverly Goldfarb
Sandra Goldfarb
Scott Goldfarb
Jen Grant
Wes Gray
Rhonda Haffner
Diane Halsema
Paul Halsema
Douglas Hamilton
Lisa Harrell
C. Matthew Hawkins
Tim Hawkins
Carleen Henggeler
Kenneth Hicks
Thomas Higgins
Home Depot
Kandra Huber
Lori Huffman
Caroline Hug
ISU Steadfast Insurance Agency
Network
Sally Jamieson
Jones Family Charitable Fund
Matthew Jones
Vickie Hardy Jones
Jameson Jose Calantoc
Aaron Karstetter
Miranda Katter
Lois B Kellogg
Adam Kelly
Dan Kelly
Maxwell Kelly

Building Hope Together
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Michael Kelly
Bob Kelly
Timothy Kelly
Mike Kibler
Jakob Knoff
Dustin Kowalewski
John Kravanek
Cathy Krinsky
Refik Kurcuoglu
Mary Kyburz
Anna Lawton Creger
Madeleine Ledenyi
Brandon Leis
Patrick Loftus
Gary Luque
Nicole Maderas
James Maersch
David Margolis
Cindy Martin
Kevin Martin
Jeff Martini
Jennifer McBride
Amber McCall
McHugh Family Fund
Curt McQuellon
Susan Meinert
Lori Meyerson
Stacey Mihallik
Jocelyn Miller
Kelly Miller
Alan Mills
Juliane Mills
Tracy Milne
Michele Moffitt
aren Montgomery
William and Martha
Moorhead
Leslie Morris
Gary Mudd
Gary Muncy

Gary Mudd
Gary Muncy
Lauren Munday
Brian Munter
Louise Murgia
Nelnet Foundation
Linus Netter
Pacific Gas and Electric
Kathy Goin
Bob Peterson
Mike Peterson
Richard Peterson
Tim Peterson
Simon Petravick
Danny Plax
Craig Pollard
Sherry Powell
Julie Quiram
Marjorie Ravas
Renaissance Charitable
Foundation
Laura Rice
Janelle Roberts
Niloufer Assur Rodrigues
James Rooney
Victor Roy
Kathy Saa
Kacy Sager
Robert Sall
Greg Salton
Debra Salvemini
Jesus Sandoval
Jolene Schaa
Nathan Schloemer
Jena Schulz
Illana Shafir
Carrie Shawber
Jesus Sandoval
Jolene Schaa
Nathan Schloemer

Jena Schulz
Illana Shafir
Carrie Shawber
Marci Shoff
Dawn Siegel
Katherine Sivertsen
Mike Slaughter
Yvette Steiger
Randall Sterkel
Janet Stevens
Craig Stewart
Kevin Stoller
Jeanna Sujanani
Cindy Svanda
Julie Taylor
Amanda Temoshek
The Lymphatic Malformation
Institute
The Marksmen Company
Mary Beth Theiss
Richard Tower
Marybeth and Steve Trevino
Henry Truitt
Aaike Van Oord
John Veltman
Jason Vore
Nancy Weissman
Laurie Werries
Rachele Whitfield
Barbara Wickness
Donald Wiesner
Scot Wiesner
James Williams Jr
Ulrich Wirleitner
Kelly Wojda
Jina Wolf
Jennifer Worthington
Dennis Zimmerman

THANK YOU TO OUR
DONORS


