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About HLH Heroes
Foundation

HLH stands for hemophagocytic lymphohistiocytosis and is a
rare disease that typically occurs in young children, but may
also occur in adults. The HLH Heroes Foundation is a 501(c)3
non-profit organization formed in 2021 by a group of HLH
caregivers who wanted to honor their warriors by building a
community of support.

_______ )Mission{

e The HLH Heroes Foundation is dedicated to providing
support to individuals and families impacted by HLH.

e No One Fights Alone!



Message from the
President

The year 2024 seemed to zoom by as they all do. As we reflect on 2024, |
am beaming with gratitude and pride for all that the foundation has
done to help the HLH community. It seems like just yesterday when we
were all brainstorming the idea of HLH Heroes and discussing how we
could help to pay it forward. The HLH Heroes Foundation strives to
reach families and individuals who were diagnosed as early as possible.
This year, we have continued to make significant strides in expanding
our reach in order to provide support to those who need it most.

Our team of dedicated volunteers—who are caregivers and family
members themselves—continue to be the heart and soul of our
foundation. Thanks to their unwavering commitment, we have been
able to offer more financial assistance than ever before, easing the
burden for families facing the challenges of an HLH diagnosis.

In 2024, we also made great progress in developing a more formalized
peer support program. This initiative aims to connect those affected by
HLH, allowing individuals and families to share their experiences, offer
guidance, and provide much-needed emotional support. It’s our hope
that, through these connections, no one will ever have to face the
journey alone.

As we move into 2025, we remain committed to our mission of providing
emotional, educational, and financial support for those impacted by
HLH. We are honored to stand alongside you in this fight and look
forward to serving our community with love, compassion, and
dedication.

Thank you for your continued support and for being part of the HLH
Heroes family. #NoOneFightsAlone

All the best,

e s W LT

President, HLH Heroes Foundation



eet Our Board

JESSICA STREIT-HREVUS, MSW, LCSW
PRESIDENT

Jessica is a Licensed Clinical Social Worker that is originally from lowa. Jessica went to
school at the University of Northern lowa and received her Masters at the University of
Michigan. Jessica is the mom of 3 boys. Will, Jack, and Maverick. “Jack-Jack” was diagnosed
with HLH at 3 months of age in October 2020 and died in March 2021 due to adenovirus in
his lungs post transplant. Jessica and Jake (her husband) talked many times in the hospital
about having a “one stop shop” for families and individuals with HLH to get the support
they needed after receiving a diagnosis. HLHHF hopes to be that place for this community.

COURTNEY GRANT
VICE PRESIDENT

Courtney is a wife, mother, and a full time employee at a hospital where she works as a
purchasing buyer. Courtney has 3 children, Riley and Kennedy (who are carriers of the HLH
gene), and Myles, her HLH warrior who fought for 4 months in his battle against HLH and
gained his angel wings in Oct 2020. Courtney and her husband Brandon helped as
founding members of HLH Heroes Foundation. It is their passion to share Myles' story and
be there for other families that are on the hard journey of treatment for HLH.

JAKE HREVUS
TREASURER

Jake is a Learning & Development Specialist in St. Louis, MO. He graduated from the
University of Missouri with a Bachelor’s of Science in Education. Jake is a father of 3 boys.
Will (age 6), Jack, and Maverick (age 2). He enjoys supporting the various activities of his
sons whether it’s coaching or being a spectator on the sidelines. He is the proud father
of Jack who passed away from HLH in March of 2021. His love for Jack and desire to help
individuals and families impacted by HLH is what drives his involvement with HLH Heroes
Foundation.

CARRIE VICE
SECRETARY

Carrie is a full-time mom to two beautiful kids - CJ, a primary HLH survivor, and Abby, his
life-saving donor. CJ was diagnosed at 3 months old in December of 2020, underwent a
bone marrow transplant at 5 months old and is now enjoying the opportunity to explore
the world as a happy and healthy preschooler! Carrie helped form the HLH Heroes
Foundation with a passion for bringing those affected by an HLH diagnosis together and
giving them hope for the future.

MOLLY BLEY
FUNDRAISING COORDINATOR

Molly works full time at Worldwide Technology in St. Louis, MO. She has 3 children: Henry,
Lilly (5) and Dominic (3). Henry is her reason for being involved with HLH Heroes
Foundation. He was diagnosed with Primary HLH at 4 months old and unfortunately
passed away after 6 long weeks of fighting in the hospital (a day before he would turn 6
months). Molly's passion for this foundation is help other families not feel alone and
support them in their times of need.

CASSANDRA COLIN
PR/MARKETING COORDINATOR

Cassandra is a stay-at-home mother to three and one on the way, Ameliah, Alivia and
Arleo. Alivia was misdiagnosed for 3 months and finally at 8 months old confirmed by bone
marrow biopsy results to have Primary HLH syndrome. Cassandra advocated for Alivia's
treatment to be transferred to Cincinnati Children’s and never looked back! Cassandra is
so honored to be a part of this foundation and give back in ways she wishes existed when
her family went through the long, hard and exhausting days of treatment. Cassandra
enjoys being a part of the social media and marketing aspect to help connect families and
offer support via education and past experience.

DAN VICE
GROWTH & DEVELOPMENT COORDINATOR

Dan is a dedicated member of the HLH-Heroes Foundation Board serving as the Growth and
Development Coordinator. Personally touched by the challenges of HLH, he and his family joined
the fight to provide hope and support to others facing this rare disease. With a professional
background as a Small Business Relationship Manager, he brings valuable financial expertise to
the foundation. Driven by a desire to make a difference, he actively contributes to the Executive,
Fundraising, and Finance committees in his commitment to expanding the foundation's reach
and impact. Dan envisions a future where HLH-Heroes can offer nationwide support to all
individuals and families affected by HLH.




Focused on Support

Driven by our mission to support all individuals and families impacted by an HLH
diagnosis, we have continued our efforts to envelop those who come into our
community with love. Check out what we have done to expand our support

programming:

Emotional .

Support

them.
Began building our Caring Companions program which
will create a formal process for connecting new families

Continued to send emotinal support gifts to new
families, families going through transplant, and families
grieving the loss of their warrior.
Added a holiday gift for all families who came into our
community in 2024 to let them know we are still with
with HLH veteran volunteers.

Educational
Support

Continued to inform families of the into-HLH registry
and its importance in advancing treatment for future
HLH patients.
Continued to promote HLH awareness through social
media outlets.
Launched a “Paint-a-Rock” initiative in recognition of
Histio Awareness month.

Financial
Support

Provided financial assistance to 15 families.

Increased the amount of financial assistance provided
to each family by 133%

Provided over $18,000 to assist families in paying their
rent/mortgage, utility bills, transportation needs,
everyday needs, and funeral expenses.

2024 Stats:
Welcomed 25 new families into our HLH

community expanding our circle to include 63

families.

Sent 24 sibling backpacks - double the
number of backpacks sent in 2023.
Increased the total amount of financial
support provided by 125%




O
Reach .

This year we have expanded our reach making it easy for our
followers to stay connected to all the work our foundation is
doing and to help show the support for the HLH families that we
are helping everyday.

Followers
Facebook: 2.2K
Instagram: 456

We reach over
55,471 people on
Facebook

Followers per Countries
USA-91.1%
United Kingdom- 2.4%
Australia - 1.5%
Canada -.8%




Year in Review

In November, we welcomed a sold-out
crowd to our 3rd Annual Trivia Night. The
night included a silent auction, 50/50,
heads or tails, who's younger?, drinks,
fun, and of course trivia.

This year we raised our most yet at over
$18,700. We would like to thank all those
who participated and our sponsors of the
night.

We look forward to seeing everyone in
November 2025 for the 4th Annual Trivia
Night.

We hosted our Third Annual Virtual 5K fun run
from May 17th-May 24th in 2024. Participants
from all over the USA joined in by running,
walking and biking throughout the week.

In St. Louis, a group gathered together to walk
together at Francis Park. The highest

fundraised team, highest  fundraised
individual, and the craziest dressed were all
awarded.

Our goal was to raise over 40k and we
surpassed it by raising $41,000 and having 313
participants. Because we hit our goal, all the
board members got the joy of being pied in
the face! 2025 Virtual 5K is being held the
week of May 16th-23rd.

HLH Heroes Foundation



Financial
Statement

2023 2024
Revenue $90,161 $79,250
Expenses 31,264 $53,605
Profit $58,897 $25,645

When individuals and families get some of the worst news, HLH Heroes Foundation hopes
to be there to walk alongside them as they make their way through their HLH journey.
Trying to connect with families as soon as they are diagnosed is a goal of ours, so we

continue to increase our outreach efforts to connect with more families and individuals
impacted by HLH, and sooner. We appreciate all of the support from our community and
our donors to help make our vision a reality.

HLH Heroes Foundation



DONORS

Jessica Landrud
Linda Davies
Kate Lockett
Miranda Lopez
Ashley Girdler
Laurie Pull
Andrea Williams
Sandra Litchy
Mark Wiesner
Becky Schroeder
Catherine Waggy
Katie Chillemi
Donna Egeland
Rebecca locovello
Kirstin White
Benjamin Egeland
Douglas Watson
Corrine Hellwig
Jean Wollaston
Christine Hogan
Angel Polanco
Samantha English
Rena Everett
Kaleigh Howe
Matthew Gauck
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Lorrie Stockman
Kari Moore

Vickie Wong
Colleen George
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Michael Sweeney
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Mary Brough

Ed Perkins

Kandis McClure
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Sherry and Jim Michelsen

Douglas Watson

Elizabeth Despins

Jake and Jess Hrevus

Molly Bley

Charisma Rodriguez

Lily Hamilton
dominique leclerc
Adrianna Fonseca
Evette Rios

Amy Martinez
Courtney Mares
Douglas Watson
Megan Waggy
Terry Hrevus
Elizabeth Marigold
Ann Lobo

Bruce Tower

Reiss Forrest
Mary Hamilton
Bethany Carter
Loralee Gotshall
Kayla Bartlett
Julie Taylor
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Shanda Faris
Robyn Eck

Jared Eck
Ambryia Pierce
Cassandra Colin
Ryan Gullett
Elizabeth Burns
Kathy Mcclure
Timothy Klepaczyk
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Danielle Schomber

Ashley Evancho

Your support means the world to

us and allows us to work towards

our vision of: No One Fights Alone

From the bottom of our hearts,
Thank You!
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DONORS

2024
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Your support means the world to

us and allows us to work towards

our vision of: No One Fights Alone

From the bottom of our hearts,

Thank You!

Janie Lee Masone
Jazmine Allen-Sparrow
BRITTANY COMPARATO
Craig Waggy

Lucy sparrow

Evan Hardy
Concetta Shellist
Douglas Watson
Lara Crowthers
Cody Erb

Josh Cates

Chloe Erb

Melanie Ashenfelter
Vanessa Mancill
Jon Fiumara

Jon Fiumara
Geoffrey Ebeling
Judy Lisher

Sean Crowley

Jay Gucky

Mike Scott

Judy Stage

David Macaulay
James Rice

Orville McElfresh
Michael McGuigan
Kathryn Kasprzak
Frank Stumpo
Rachel Keays
Elizabeth Dooley
Douglas Watson
Linda Banks

James Ballock

Glen Acres Mens Club
Vicky amdal
Douglas Watson
Kristina Kersting
Stephanie Borgmann
Terry Hrevus
Douglas Watson
Jennifer Lynch
Sheryl Large

Karina Crouch

Angela Schneider

Samuel Brasses
Tony Dohrman
Donna Schroeder
Douglas Watson
Lauren Emmons
Tammy Shirley
Michelle Costa
Maria Ryan
Rebecca Rothe
Sue East

Douglas Watson
Jodi Spitzberg
Stephanie Swearingin
Michael Oddo
Stacy West
Raymond Wollaston
Matthew Cauthen
Douglas Watson

Alyssa Sanchez

Sponsors:

ADG

World Wide Technology
Michael Scott-American
Family Insurance

SOBI

Liam's Lighthouse

Mid Valley Collison Shop



DONORS
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Memorial Donations
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Honoring and remembering all of

our HLH Warriors.
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Contact Us

@HLHHeroesFoundation

O cHinhr

a info@hlh-heroes.org

@ www.hlh-heroes.org

We want to take a minute to THANK our committee members and volunteers for making
this year so successfull

Committee Members:
Courtney Mares, Liz Despins, Gina Scott, Charisma Rodriguez, Kirsten Martinez

Volunteers:
Michelle Costa, Jen Brunkhorst and

On behalf of our Board, Committee Members, and individuals and families that we serve,
thank you from the bottom of our hearts for helping to make our year a success!

HLH Heroes Foundation
5051 Peyton Place Court

St. Louis, MO 63128 I I
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