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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.

Our Mission
& Vision

Our Mission:

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

Our Vision:
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Our Team

We have a small but mighty Our dream of creating a place
team that works hard everyday of hope and support for the
to pay it forward to the HLH
Community. This is a passion
project for everyone on the

HLH Community has come to
life and continues to evolve

team and this small and grow.

organization has accomplished

so much in the last few years in Thank you all for helping this
order to fill a much needed gap organization to thrive!

in the HLH Community.

Jessica Streit-Hrevus Courtney Grant Jake Hrevus Carrie Vice
President Vice President Treasurer Secretary

Molly Bley Dan Vice

Fundraising Growth & Development
Chair Coorindator




Message from
the President

Dear HLH Community,

As we look back on this past year, | am filled with immense
gratitude and pride for all that we have accomplished together. The
HLH Heroes Foundation was born from a shared purpose — to
bring hope, awareness, and connection to those affected by
Hemophagocytic Lymphohistiocytosis (HLH). This year reminded us
that even in a rare community, there is incredible strength in unity.
When families, advocates, and supporters come together,
something remarkable happens. We feel less alone, we feel
understood, our voices are amplifed, hope is restored, and our
passion for raising awareness about HLH ignites. A parent,
caregiver, or warrior sharing their story, the community supporting
a warrior's family, or a volunteer lending their time — contributes to
a chorus that cannot be ignored.

Our progress this year reflects that collective power. From
expanding outreach and patient support to deepening
partnerships and raising awareness nationwide, these milestones
belong to all of us. Every connection made, every life touched, and
every step forward underscores the impact of working hand in
hand.

As we move into the coming year, let us continue to build on this
spirit of togetherness. Let us amplify each other’s voices and ensure
that no one facing HLH ever feels alone. Together, we are not only
raising awareness — we are creating a legacy of strength,
compassion, and hope.

Thank you for being part of this extraordinary community. Thank
you for believing in our mission and for standing with the HLH
Heroes Foundation as we fight for every life, every fam|ly, and every
future touched by HLH. R =

With heartfelt gratitude,

e fttpome WL LT

Jessica Streit-Hrevus, MSW, LCSW
President
HLH Heroes Foundation
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Supporting Warriors

Scaling our Impact: A Year of Growth and Support

HLH Heroes Foundation is committed to providing emotional, educational, and financial support
to individuals and families impacted by an HLH diagnosis. This year, our efforts focused on
expanding our reach to more and more families while building a stronger system for connecting
HLH families with valuable resources and other HLH families within our community.
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Thanks to the generosity of our donors, our
direct financial aid has nearly quadrupled in
jUSt tWO years 2023 2024 2025
We have seen consistent, linear growth in our

sibling support initiative.

. . The Challenge: After a diagnosis of primary HLH, the Montanez
Fam“y Spotllght family faced a "double burden": the medical necessity of a bone What's Next?

marrow transplant, and the logistical nightmare of relocating hours
away from home for treatment. Recently, declining chimerism levels In 2026, HLH Heroes
required a second move to a more specialized facility even farther Foundation hopes to

away. continue its outreach within
Our Support the HLH community in order

Mentorship: We connected the parents with foundation members to reach more families. We
who have survived the BMT process, providing answers that doctors also plan to recruit

sometimes can't give. volunteers to help us launch

Financial Safety Net: We helped to alleviate the financial burden our Car’ng Compan/ons
associated with ongoing medical treatment by providing financial Program - a system of
assistance that the family could use for housing and other necessities. support that works to create

an even stronger community

The Outcome: While the medical journey is ongoing and complex, A
the Montanez family has the freedom to pursue the best possible for newly diagnosed
care for their daughter, regardless of geography, backed by a families.
community that understands their fight.




SOCIAL MEDIA ANALYSIS REPORT

Period: January 1-December 31, 2025

2.8K 665

93.8% | 613,062

Followers in US | Views during the
year

Followers New followers

TOP
PERFORMING
CONTENT

HLH HEROES FOUNDATION
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INSIGHTS AND
RECOMMENDATIONS

HISTIOCYTOSIS - 55 oy tons awetoness
month were our top content of

2025

e This insight helps drive us to
spread awareness about this rare
disease and continue to be there
to let families and individuals
know they are not alone on this
journey with HLH.
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Events

As we reflect on 2025, we are filled with gratitude for our incredible community of supporters,
families, volunteers, and partners. Because of you, HLH Heroes Foundation continued its mission to
raise awareness, support families, and fund efforts related to HLH. Every step taken, every
question answered, and every dollar raised made a meaningful difference this year.

Virtual 5K - May 2025

Our Virtual 5K brought supporters together
from near and far, united by a shared
purpose. Participants walked, ran, and

rolled in honor of HLH warriors everywhere.

Beyond the miles logged, this event raised
critical funds and increased awareness
about HLH, while reminding families
affected by rare disease that they are not
alone. We were able to raise over $45,000!

Trivia Night - November 2025

Our Trivia Night was a huge success and a
highlight of the year! Friends and families
gathered for an evening of fun, friendly
competition, and community spirit. Thanks
to the enthusiasm of our attendees and the
generosity of our sponsors, this event
helped fuel our programs while
strengthening the bonds that make our
foundation so special. We were able to
raise over $22,000!




One Year
Review

STATEMENT OF ACTIVITES

SUPPORT AND REVENUES

Contributions and Grants $34,338
" Fundraising Events $63,408
Total Support and Revenues $97,746

EXPENSES

Programs $37,173
- Events $10,316
| Outreach $4,841
. Administrative $14,695
Total Expenses $67,025

Contributions

and Grants
35.1%

Fundraising Events
64.9%

Programs and Services
Events 55.5%

15.4%

Outreach
7.2%

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.
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Work
with Us

This foundation was created for the HLH

Community. If you would like to be part ﬁ @H LHHE

of the foundation, you are always

Contact Us

@HLHHeroesFoundation

welcome to join. Please reach out to

info@hlh-heroes.org or click here to l info@hl h-heroes,or‘g

complete a volunteer form.

@ www.hlh-heroes.org

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

Committee Members:

Caitlin Erb, Amy Salinas, Liz Despins,

Cathy Rawlins, Kirsten Martinez, Donna
Baines, Charlene Hurst, Heidi Blair, Kim Ryan

Volunteers:

Charisma Rodriguez, Erika Hernandez, Carrie
:Chmtltt'hK?cFe McCrary, Christine UL Yerees Seundetien

ereitscha

On behalf of our Board, Committee S05T Pe.yton Place Court
Members, and individuals and families St. Louis, MO 63128

that we serve, thank you from the bottom
of our hearts for helping to make our year
a success!

& HLH HEROES
/Q FOUNDATION
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