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WELCOME TO THE I6TH BOBBY JONES CSF
DINNER DANCE FOR A CURE

Sweet Sixteen Celebration

Dear Family and Friends,

Welcome to the 16th Bobby Jones Chiari & Syringomyelia Foundation Dinner Dance
for a Cure, presented by the Miller and Hutnik families! Tonight is extra special as
we celebrate our Sweet Sixteen!

Sixteen years of coming together.

Sixteen years of friendship.

Sixteen years of fundraising,

Sixteen years of hope.

And sixteen years of working toward the answers so many people desperately need.

A heartfelt thank you goes out to our incredibly generous sponsors: the Miller &
Hutnik families, Dr. Krystal Tomei/University Hospitals Neurological Institute at
UH Rainbow Babies & Children’s Hospital, A. Ripepi & Sons Funeral Home, Inc.,
the Giammaria family, ENPAC, Cindy & Tim Reed, Grow America, the Shipley and
Friends Group, John & Lynette Wojtila and family, Friends of Bwent’s, the Magyari
family, the Cantor family, the Midlik family, the Bohon family/#BOHONSTRONG,
and The S.U.C.C.ES.S. Approachs‘w at Integrations Treatment Center.

Tonight, we're here to celebrate the sweet moments, enjoy great food, dance, laugh,
bid on some fabulous auction items, and most importantly, make a difference. Every
raftle ticket, every bid, and every donation helps Bobby Jones CSF fund educational
programs, support early diagnosis and treatment, and advance research for Chiari
malformation, syringomyelia, and related disorders.

Sixteen years is certainly something to celebrate, but our work continues. Together,
we can keep raising hope and helping unlock answers for the millions of people

affected by these disorders.

So let’s make this Sweet Sixteen one to remember. Eat, dance, laugh, bid, celebrate
and raise a glass to 16 years of making a difference!

Thank you for being part of our Sweet Sixteen and for helping make this journey so
meaningful.
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Dorothy J. Pop e\ Cathy Poznik;i
CEO/Executive Director Dinner Dance for a Cure Chair



AUCTION AND RAFFLE REGISTRATION

NETWORK
Hilton Meetings or Hilton Honors

PASSWORD OR PROMOTIONAL CODE

twinsburgwiﬁ

Go to 26ddc.givesmart.com
Click on “Sign In or Register”
Click “Register Now” if you aren’t already registered

Follow the instructions to register

eO‘N YOU CAN < oom,u'e >
\
Bid on silent auction items
BID N Q@
donate to the “Fund-A-Need”
ﬁ Purchase raffle basket and

premium raftle tickets too!




DINNER DANCE FOR A CURE PROGRAM

WELCOME & BOBBY JONES CSF UPDATE

Jim Poznik

HONORING
Dr. Krystal Tomei and the
medical professionals and staff ac

The University Hospitals Neurological Institute
at UH Rainbow Babies & Children’s Hospital

HIGH SCHOOL HONOREES
Evan Daugherty, Brandt Petiya,
Cameron Krichbaum, Allie Krichbaum,

Anna Popovic, Grace Loeser

A PATIENT’S STORY
Mackenna Fierce

Bobby Jones CSF Shining Star

A MOM’S STORY
Cathy Poznik

FUND-A-NEED
Steve Ripepi



THANK YOU TO OUR 2026 SPONSORS!

EVENT SPONSOR

MILLER & AUTNIK

FAMILIES

Krystal Tomei, MD, MPH

g

University Hospitals
Neurological Institute

g‘ R"g A. RIPEPI & SONS
< £ FUNERAL HOME, INC.

SILVER SPONSORS

@ENPAC

Reed

Rainbow Babies
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& Children's Hospital
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FAMILY
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THANK YOU TO OUR
AUCTION & RAFFFLE DONORS!

Mary Ann Abramovich
Akron Zoo
Alesci's
Logan Allen - Guardians
Artist at Heart - Denyse Lipka
Batuqui
Blue Canyon
Blush Boutique
Cindy Bojalad
Burntwood Tavern
Cards Against Humanity
Christmas Connection
Clean Express Auto Wash
Cleveland Botonical Garden
Cleveland Browns
Cleveland Cavaliers
Cleveland Charge
Cleveland Home + Remodeling Expo
Cleveland Monsters
Cleveland Zoo
D'Angelo's
Megan Daugherty

Joan Davis
Dawn Harrison-Drasner
Tim Driscoll
El Chile Bravo
Erawan
Angela Fiorucci
Fat Head's Brewery
Fireside Book Shop
Fun 'n’ Stuft
Laura Giammaria
Giant Eagle - Twinsburg
Sally Glass
Darah Gomes
Great Big Home + Garden Show
Great Lakes Science Center
Andrea Grosz
Hand and Foot Remastered
Handels - Twinsburg
Christine & Jim Hartman
Havana's Choice Cigars & Lounge
Heinen's

Hilarities



THANK YOU TO OUR
AUCTION & RAFFFLE DONORS!

Holden Forests & Gardens Gloria Pirman
Nicole Hutnik Mireille Pirman
Island Safe Raising Cane's - Macedonia
Megan Jones Restoration 44 Coftee Co
Cheryl Magyari Colleen Rubin
Market District - Solon Jen Shebeck
Vicky McHenry Kay Shoults
Maria Minick Lisa Snow
Mitchells Ice Cream Darilyn Simon
Chris Morton Six Flags Entertainment Group
Music Box Supper Club Step 2
NCR Venture - Studio Wish
(17 River Grille & Lindey's Lake House) Chrisy Sucliff
Lisa Nudelman Hillary Taylor, Attorney LLC
Brad Nellis Uncle Spike's Pizzeria
Lynn Nemec Waterway Car Wash
Palm Beach Beauty & Tan Wild Republic
Parassons Lynette Wojtila
Pastabilities Sara Wood
Petitti's Vicky Woods
Liese Piazza Dorene Zajec

Pickwick & Frolic Restaurant and Club -
Home to Hilarities 4th Street Theater
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TO OUR INCREDIBLE VOLUNTEERS...

How do you say THANK YOU for sixteen years of showing up?

For the countless hours, decorating, planning, transporting
baskets, running the event, selling tickets, taking photos,
gathering donations, setting up, cleaning up and simply doing
whatever needed to be done.

But most of all, THANK YOU for being there.

Year after year, you gave your time, your energy and your
hearts to this event and to a mission that means so much to so

many.

We laughed together, stressed together, celebrated together and

somehow, every year, we made it happen.
As we celebrate our Sweet Sixteen and final Dinner Dance in

Twinsburg, please know how incredibly grateful I am for each

and every one of you.
A simple “THANK YOU” will never feel like enough!

From the bottom of my heart, THANK YOU for sixteen
unforgettable years. I truly could not have done it without you.

With all my love and gratitude,

Cathy
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THANK YOU TO OUR 2026 VOLUNTEERS!

Mary Ann Abramovich

Cindy Boj alad
Kelly Coy
Michael Coy
Evan Daugherty
Joan Davis
Tom Davis
Donna DelLisio
Angela Fiorucci
The Fisher Family
Laura Giammaria
Cole Gorske
Andrea Grosz
Mark Gutowski
Lori Harrison
Karyn Kreps-Frisina
Allie Krichbaum

You're
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Cameron Krichbaum

Joyce Krichbaum
Mark Krichbaum
Grace Loeser
Liz Marshall
Malachi Marshall
Gina Midlik
Brandt Petiya
Liese Piazza
Anna Popovic
Greg Randall
Tim Reed
Jen Shebeck
Steve Shebeck
Darilyn Simon
Chrisy Sucliff
Sara Wood




"Slrength ignt aliwayg a voar. Somelines i{'s he quicl decigion (s keep going
when verything; ingide you panls > give up.”

We want to express our deepest heartfelt gratitude to Bobby Jones CSF
for your tireless dedication, compassion, and unwavering commitment to
the Chiari, syringomyelia, and comorbidities community.

For so many patients and families, navigating these complex neurological
conditions can be an incredibly difficult and isolating journey. Bobby Jones
CSF has been a steadfast source of hope, education, advocacy, and
support - working tirelessly to ensure that those affected are not
forgotten, misunderstood, or left to navigate this journey alone.

Through funding critical research, advancing education, supporting
patients and their families, providing opportunities for connection through
support groups and educational events, and advocating for greater
awareness and improved access to appropriate care, Bobby Jones CSF
continues to make an immeasurable difference in the lives of countless
people.

Your work helps bring greater understanding to conditions that have too
often been overlooked or misunderstood. You give patients a voice,
families a place to turn, researchers the resources to pursue answers,
and our entire community, hope for a better future. The impact of what
you do reaches far beyond statistics and research; it touches real lives,

strengthens families, and reminds those struggling that they are seen,
heard, and not alone.

Thank you, Bobby Jones CSF, for standing beside this community with
such unwavering dedication and compassion. Thank you for fighting for
answers, for better care, for greater awareness, and most importantly,

for the people whose lives are forever changed by these conditions.

We are truly blessed to have Bobby Jones CSF in our lives and profoundly
grateful for all you continue to do for our community. Your work matters
more than words can adequately express, and the hope you bring to so
many will continue to make a difference for generations to come.
-

With heartfelt gratitude,

_ Neteand. Thavid Hufnk Fanily
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Cuctand. Judie |V|iller
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ENPAC was founded with a single product focused on a
simple principle: protecting the environment from hazardous
chemicals by providing customers with high quality,
affordable containment solutions.
enpac.com
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<2~ America

Partners in community
development

Grow America is proud to sponsor the
16th Annual Dinner Dance for the Cure

Grow America is honored to support the 16th
Annual Dinner Dance for the Cure. As a mission-
driven lender, we're committed to building
stronger, healthier commmunities—together.

We celebrate the ongoing work of the Bobby Jones
CSF and stand with their mission to find a cure and
advocate for those affected by Chiari malformation,
Syringomyelia, and related disorders.

Learn more

growarmerica.org



‘ w’ A. RIPEPI & SONS
\ Y FUNERAL HOME, INC.

18149 BAGLEY ROAD, MIDDLEBURG HEIGHTS, OH 44130
440-260-8800
EASTSIDE FACILITIES AVAILABLE

Proud to support the
Bobby Jones
Chiari & Syringomyelia
Foundation

on the 2026 Dinner Dance

fora Cure...
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https://maps.google.com/?q=18149%20Bagley%20Road,,Middleburg%20Heights,OH+44130
tel:440-260-8800

We are so proud to support our dear friends, the Poznik family
and the Bobby Jones Chiari & Syringomyelia Foundation.

Through the years, we have watched the Poznik family turn
some of life’s hardest moments into a determination to help other
families find better answers.

It has been an honor to stand beside you, support the Dinner
Dance for a Cure, and be part of this journey. Just like a good
pyramid, the strongest things are built on a solid foundation.
We're grateful for the friendship, memories, and years of
standing together.

Here’s to 16 incredible years and continuing to make a

difference together.

With love,
The Wojtila Family
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%3 Good luck and congratulations CZZ‘)
Y for 16 amazing years 3
to the Bobby Jones CSF
Board of Directors
and dedicated staff.

Best wishes for continued success

We have been honored to support the
Poznik family and Bobby Jones CSF,
and our love and support
will continue on.

Love,
Mary Ann
Jimmy, Sarah, Everett, August, Stephen,
& Kristen, Stephen, >,
?Z Jackson & Cameron Sy
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S.U.C.C.E.S.S.

approach

Congratulations Bobby Jones CSFona
SUCCESSful 16 years of hosting an AMAZING
Dinner Dance for the Cure!

Your advocacy and dedication has helped so
many in need. You are loved and appreciated!

What is The S.U.C.C.E.S.S. Approach?

The S.U.C.C.E.S.S. Approach®™ (TSA) is a highly effective
autism intervention model based on the neurodevelopmental
and transdisciplinary principles of OT practice in the
context of Special Education, Speech Language Pathology
and Psychology. The model was coined in 1998 right here in
Northeast Ohio by occupational therapist, Dr. Lynette
Scotese-Wojtila of Integrations Treatment Center.

Parent and Professional training available.
Visit us at: www.thesuccessapproach.org



http://www.thesuccessapproach.org/

Prsud and, hononed, b support
Bololsyy, Jones CSF
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Hillcrest Mayfield Eye Associates
_______ Randal E. March, MD

-------- Board Certified

.......

-\ Mayfield Heights, OH 44124
\) 440-442-4330
_ www.hillcrestmayfieldeye.com



We are so grateful for the love, friendship, and cherished memories that
have grown over all these years with the Poznik family. Our boys, Brent and
AJ, became fast friends riding the school bus together in kindergarten, and
as their friendship grew over the years, so did the bond between our families.

It has been an honor and a privilege to stand alongside the Poznik family
and support Bobby Jones CSF throughout all these years. We are truly
grateful to be part of such a meaningful effort.

Our heartfelt thanks go to Cathy, the Bobby Jones CSF team, and all of the
medical professionals who have worked so tirelessly to raise awareness,
advance research, and pursue a cure for these disorders. We deeply
appreciate all that you have done and the hope you continue to bring to so
many families.

With sincere gratitude, we look forward to continuing our support and
standing beside you in the years ahead.

T G Ty



coo| cats

A Pamily of cool cats—though we all certainly think we're the coolest
one! We may never agree on who actually takes the title, but the cousins
are 100% united in supporting Bobby Jones CSF! o"',

Cheers to a wonderful event! Love, Kristin, Jenni, and Katie 08,

"A cousin is a little bit of childhood that can never be lost." — Marion C. Garretty



congratulations to Bobby Jones CSF

on your 1611 Dinner Dance for a Cure!
/\Q

Everything. Right where you need it?

Your friends at:

7] Hilton
N Garden Inne

Cleveland/Twinsburg
Hilton I-[Hunﬂrn 8971 Wilcox Drive ¢ Twinsburg, OH
Pt e Phone: 330-405-4488
©Hilton Hospitalty, Inc. www.clevelandtwinsburg.hgi.com

Personalizing the guest experience with our passion to serve.

SIXTEEN years of hustle, SIXTEEN years of sweat, & . Q ”
You've given this mission your all, you bet! "9 Wi
An absolute queen of the fundraising fight, | | \(. 6§ X
You've worked for the cause from morning till night. Q’ \ " '

SIXTEEN years at the Twinsburg Dinner Dance, T _
SIXTEEN years of making a difference whenever given Th( cham:c (
For Bobby Jones CSF, the mission is clear, <
Supporting research and prograws that educate year achr ycar

tere’s to Cathy, and all that you've done, |
For wore than SIXTEEN years of Ward work
and still having some fun!

Love,
Bardls, ttarneys, Knapps and Shipleys ot




Good luck and best wishes on the
Sweet Sixteen Dinner Dance for a Curel!

With love from Bwrent’s friends...

NiRo Shreve Tim Ginley
Megan Shreve Sara Murtaugh
Taylor Reedstrom Christine Koustis
Lindsey Reedstrom Brian Kammer
Barb Ginley KirR Breithaupt & Rachel Lyons

So bittersweet to end the annual Twinsburg Dinner Dance

but our support of Bobby Jones CSF will never end!
-

Cheers to the sixteen years of incredible memories and
efforts to finding a cure! Let's make this last year the best
fundraiser yet!

Love, the Midlik Family




...to the Miller and Hutnik families for
your many years of support!

With love from,
Cathy, Dorothy, Andrea, Kaitlyn, Mary,
and the Boards of Bobby Jones CSF

The Shebeck's are honored to be part of
this year's Dinner Dance for a Cure and
grateful for the many years of special

family!

Always hoping, always praying and
never giving up on the search for a cure.
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&to the brave individuals living with CM/SM

TURN YOUR
STORY
THE CANTOR
E mu CHERISHED
KEEPSAKE

diamondmemoirs.com I : i"’*'i.' .
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...To Dr. Krystal Tomei and the
wedical professionals and staff at

The University tospitals Neurological Institute
at Ut Rainbow Babies & Children’s tospital.

With love from,
Cathy, Dorothy, Andrea, Kaitlyn, Mary,
and the Boards of Bobby Jones CSF
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16 Svgsgt Years Later... We're Still Mkin s a Me
Having a Blast § Laughing All the Way!
Love, Cindy

—
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“Weare proud tbfsﬁp/porﬂtﬂthe' -
Bobby Jones Chiari &
Syringomyelia Foundation

216-642-9900
www.promoteyou.com
5405 Valley Belt Road, Suite B, Independence, Ohio 44131




BOBBY JONES CSF BY THE NUMBERS

ELP

Research PEN

EOPLE’S
YES

Our work affects millions of patients and family members in the United States and

in countries around the world.

In 2025, we held 29 virtual and in-person support group meetings, 3 physician/
researcher meetings, and 21 virtual and in-person “Ask the Expert” lectures to
disseminate information and support and educate patients, physicians, and

scientists.

Our lectures occurred at Stanford University, Medical University of South Carolina,
Children’s Hospital of Philadelphia, Primary Children’s Hospital — Salt Lake City,
University of Utah, and Actify Physical Therapy.

We've funded $7.6 million in educational programs and research. Our virtual

educational lectures have received over 6 million views.

The Together We Thrive Summit, hosted by Bobby Jones CSF and the Norris Lab at
MUSC, brought together more than 110 patients, families, researchers, clinicians,
and advocates in Washington, DC. Seventeen presentations covered groundbreaking
research, innovative approaches, and practical stracegies for living and thriving with
Ehlers-Danlos Syndrome (EDS) and its complex comorbidities. Approximately 50
attendees had meetings or engaged n advocacy with their Senators, Representatives,

and congressional staff.

In 2025, we held 10 uniteganswers events and solo walks and 5 national and
international fundraising events. These events help us bring patients and families
together and to support our mutual interest in changing the way we treat individuals

diagnosed with Chiari malformation, syringomyelia, and related disorders.



BOBBY JONES CSF RESEARCH PROJECTS

FIRST NEUROBIOLOGICAL TREATMENT FOR SYRINGOMYELIA
Bobby Jones CSF is partnering with Hemostemix to pursue a groundbreaking
neurobiological treatment for syringomyelia. An upcoming Phase 1 study will investigate
the safety and potential effectiveness of a treatment using a patient’s own blood-derived
cells, with the goal of improving pain, quality of life, function, and performance.

CRANIOVERTEBRAL JUNCTION DISORDER ALLIANCE
A new international alliance is bringing together nonprofit organizations, advocacy
groups, patient associations, clinicians, researchers, and patients to advance care for
craniovertebral junction disorders. By sharing knowledge, collecting global data, and
developing common priorities, the alliance aims to improve diagnosis, access to care,
research collaboration, and long-term outcomes worldwide.

CHIARI SURGICAL SUCCESS SCALE
The Chiari Surgical Success Scale (CSSS) is a multi-institutional research initiative
designed to help predict whether a patient is likely to respond favorably to Chiari
decompression surgery. By evaluating clinical, symptom, and radiological factors, the
CSSS aims to give physicians and patients an evidence-based tool to better understand
potential outcomes and make more informed decisions about surgical care.



BOBBY JONES CSF RESEARCH PROJECTS

TRANSITION OF CARE
The Transition of Care Committee (TOCC) is working to address one of the most
persistent challenges facing patients with complex neurological conditions: the
transition from pediatric to adult care. Through research, education, provider
training, and the development of scalable care models, the TOCC is building a
framework for more seamless, coordinated, lifelong care.

CHIARI NEUROBIOMECHANICS RESEARCH LABORATORY
The Chiari Neurobiomechanics Research Laboratory at Northeastern University, in
collaboration with Bobby Jones CSF, is using advanced biomedical engineering to
deepen our understanding of Chiari malformation. By studying dynamic CSF flow,
tissue motion, biomechanics, and other clinical measures, the laboratory is working
toward more meaningful biomarkers, personalized insights, and improved
approaches to diagnosis and care.

INTERNATIONAL CSF HDYRODYNAMICS SYMPOSIUM
The International CSF Hydrodynamics Symposium brings together scientists,
engineers, mathematicians, and clinicians from around the world to explore the
complex dynamics of cerebrospinal fluid. Through interdisciplinary research and
collaboration, the symposium secks to better understand the mechanics underlying
conditions such as Chiari, syringomyelia, and hydrocephalus—and translate those
discoveries into better diagnostic tools and treatments.



Inaugural
Charity Ball
Hollywood for Hope

KENNESAVV, GA!
Saturday, October 23, 2027
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FOR BEING HERE AND
FOR YOUR SUPPORT!

Chiarl & Syringomyelia
Foundation

BOBBYJONESCSF.ORG
INFOA)BOBBYJONESCSF.ORG
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