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To advance knowledge through research and to educate the medical,
allied sciences, and lay community about Chiari malformation,
syringomyelia and related disorders.

The Bobby Jones Chiari & Syringomyelia Foundation, Inc. is a national
501(c)(3) organization committed to disseminating accurate and current
information about treatments for and best practices surrounding the
management of Chiari malformation (CM), syringomyelia (SM) and
related disorders. Many recognized world-class physicians, scientists
and professionals agreed to collaborate and form a superior Scientific
Education & Advisory Board (SEA Board).

The trusted and dedicated members of our Board of Directors and
Board of Trustees include community and business leaders, educators,
legal experts, families, and patients, who have been advocates in the
CM & SM community for years. They have the skills and passion to
create, fund, and direct programs and research that will change the lives
of the over one million families affected by CM, SM, and related
disorders.



Paul J. Farrell = Chairman and Founding Member
James Rains * Vice-Chairman

Pamela Fenner * Secretary

Dr. Catherine Loughin = Treasurer

Cameron Kim Dawson = Director

Robert T. Jones, IV, PsyD * Jones Family Member
Lory Watson * Founding Member

Marina White = Director

Board of Trustees

Adam Korn * Chairman
Michael Mikula = Vice-Chairman
Cody Laird

Katherine Reid Laird

Lady Trish Malloch-Brown
Robert Walker Westbrook

Emeritus

Simon J. Archibald, PhD

Philip B. Down

Edwin B. Jordan

Douglas E. Kindlon

Richard E. Kuntz, MD

Sean Lilienfeld, MD

J. Thomas Megerian, MD, PhD
Robert E. Rumphrey

Dorothy Poppe * Executive Director
Kaitlyn Esposito = Research and Programs
Andrea Grosz * Marketing & Development
Cathy Poznik * Chapter Coordinator
Mary Poppe * Programs and Events



Scientific, Education & Advisory Board

Cormac O. Maher, MD - Chair - University of Michigan Health System
Gerald Grant, MD - Vice-Chair - Stanford University Medical Center
Allison Ashley-Koch, PhD - Duke University Medical Center

Ulrich Batzdorf, MD - David Geffen School of Medicine at UCLA
Paolo A. Bolognese, MD - Chiari Neurosurgical Center at NSPC
Douglas L. Brockmeyer, MD - University of Utah

Richard G. Ellenbogen, MD - University of Washington

Holly S. Gilmer, MD - Michigan Head & Spine Institute

Jeffrey Greenfield, MD, PhD - Weill Cornell Brain & Spine Center
John D. Heiss, MD - National Institutes of Health

Fraser C. Henderson, MD + Doctors Community Hospital

Petra M. Klinge, MD, PhD - Brown University

Myles Koby, MD + Doctors Community Hospital

Roger W. Kula, MD - Chiari Neurosurgical Center at NSPC

David Limbrick, MD, PhD - St. Louis Children’s Hospital

Dominic J. Marino, DVM, DACVS - Long Island Veterinary Specialists
Bryn Martin, PhD - University of Idaho

John Oré, MD - The Colorado Chiari Institute

Sunil Patel, MD - Medical University of South Carolina

Harold Rekate, MD - Hofstra Northwell School of Medicine, Ret.
Brandon G. Rocque, MD - Children’s of Alabama

Mark M. Souweidane, MD - Weill Cornell Medical College

Jennifer Strahle, MD - Washington University School of Medicine

senior Advisory Board

Edward C. Benzel, MD - Cleveland Clinic, Ret.

Clair Francomano, MD - Greater Baltimore Medical Center
David Frim, MD - University of Chicago Medical Center
Timothy M. George, MD - Dell Children’s Medical Center of Central Texas
Barth A. Green, MD + The Miami Project to Cure Paralysis
Victor Haughton, MD - University of Wisconsin

Bermans Iskandar, MD - University of Wisconsin Hospitals
Mark Luciano, MD - Johns Hopkins University

Arnold Menezes, MD - University of lowa College of Medicine
Misao Nishikawa, MD + Osaka City General Hospital

Peter Rowe, MD + Johns Hopkins Children’s Center

Marcus Stoodley, MD * Macquarie University Hospital

Shane Tubbs, MD - University of Alabama at Birmingham



2019 Calendar of Events

Greater Metropolitan Washington Area
Educational Lecture
January 16, 2019 - Lanham, MD

New York, New York Educational Lecture
January 31,2019 — New York, NY

Charleston, South Carolina Educational Lecture
February 07, 2019 - Charleston, SC

Sweetheart Dance
February 09, 2019 - Johns Island, SC

Boardwalk Casino Night
March 02, 2019 - Staten Island, NY

2nd Annual Mayo Clinic Advances & Innovations

in Complex Neuroscience Patient Care: Brain & Spine

March 06 - 07, 2019 - Sedona, AZ

8th Annual Bobby Jones Classic
March 31, 2019 - April 01, 2019 - Atlanta, GA

CSF CDE/International Patient Registry Meeting
April 12, 2019 - San Diego, CA

Charleston, South Carolina Support Group Meeting

April 13,2019 - Daniel Island, SC

CSF Think Tank Meeting
April 13, 2019 - San Diego, CA

Chicago, lllinois Educational Lecture
April 27, 2019 - Park Ridge, IL

Charleston, South Carolina Educational Lecture
May 23, 2019 - Charleston, SC

Chesapeake, Virginia Educational Lecture
May 29, 2019 - Chesapeake, VA

Sacramento, California Educational Lecture
June 04, 2019 - Sacramento, CA

NYC4CSF
June 04, 2019 - New York, NY

4th Annual CSF Disorders Symposium

From Canvas to Clinic June 15, 2019 - Providence, Rl

Cincinnati, Ohio Educational Lecture
June 18, 2019 - Cincinnati, OH

Charleston, South Carolina Support Group Meeting
June 29, 2019 - Daniel Island, SC

5th International CSF Hydrodynamics Symposium
July 01- 02,2019 - Oslo, Norway

St. Louis, Missouri Educational Workshop — Harmony in
Health: The Composition of a Balanced Care Team
August 10, 2019 - St. Louis, MO

Charleston, South Carolina Educational Lecture
August 15, 2019 - Charleston, SC

Johns Hopkins - Baltimore, Maryland
Educational Lecture
August 28, 2019 - Baltimore, MD

Diagnosis & Management of Syndromes of the
Craniocervical Junction & Roundtable Discussion
September 13, 2019 - London, England

The Chiari Consensus Project
September 26 - 27, 2019 - Bethesda, MD

Sioux Falls, South Dakota Educational Lecture
September 26, 2019 - Sioux Falls, SC

Cincinnati, Ohio Educational Lecture
October 07, 2019 - Cincinnati, OH

2019 Fall Research Meeting
October 18, 2019 - San Francisco, CA

2019 Research Colloquium
October 19, 2019 - San Francisco, CA

9th Annual Dinner Dance for a Cure
October 26, 2019 - Twinsburg, OH

2019 International Night of Light Gala
November 02, 2019 - New York, NY

Seattle, Washington Chiari Malformations
Roundtable Discussion
November 06, 2019 - Seattle, WA

Charleston, South Carolina
Educational Lecture and WEBEX
November 20, 2019 - Charleston, SC

Chicago, lllinois Educational Lecture
November 23, 2019 - Park Ridge, IL
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Research Grants

We have funded six individual research projects that have been published and a practical
project that yielded a prototype adaptive golf car that allows children with paralysis and
physical disabilities to engage in sports. This prototype was patented and is being
manufactured by SoloRider, as part of Bobby Jones CSF’s ongoing adaptive golf initiative
to improve patients’ quality-of-life. Excitingly, in early 2019, we published the Chiari |
malformation Common Data Elements (CDEs) in the journal Neurosurgery. In addition, the
seeds for future projects were planted in September for an exciting new research
initiative.

Common Data Elements

Previously, Bobby Jones CSF had developed, accepted public comment and published CDEs
for Chiari | malformation. As research and understanding of Chiari, syringomyelia and
related disorders continues to evolve, we continue to recommend CDEs for future
inclusion in the CDEs. Members of our medical board also sit on the revisions committee to
continue pushing for improvements in research. Beyond 2019, we hope to develop
additional CDEs for more related disorders such as tethered cord syndrome, among others.

International Patient Registry

We began building an international patient registry a few years ago. Broadly speaking, the
goal is to provide an as-of-yet unprecedented dataset for Chiari, syringomyelia and related
disorder populations, accessible to respected researchers around the globe. This will build
the evidence base that is so desperately needed to more definitively link and/or distinguish
Chiari to and from other conditions and better understand the natural history. Bobby Jones
CSF has set an initial goal of recruiting 1,000 registry participants into this dataset. Big
updates and research projects are being planned in 2020 and beyond. Get involved

at bobbyjonescsf.org/keytoacure.

Research Colloguia and Symposia

By the end of 2019, Bobby Jones CSF had sponsored and hosted 35 national and
international medical and scientific research conferences. Scientific meetings for 2019
included the CSF Hydrodynamics Symposium to understand basic science and fluid
dynamics of these disorders (Oslo, Norway - Jul 1-2, 2019) and the 2019 Research
Colloquium which focused on novel research in the field (San Francisco, CA, USA - Oct 19,
2019). In addition, Bobby Jones CSF participated in the Diagnosis & Management of
Syndromes of the Craniocervical Junction & Roundtable Discussion in London, England, in
September.

Proceedings from previous Research Colloquia have been transcribed and made available
for purchase. The 2019 Colloquium Proceedings will be available in mid- to late-2020.


https://pubmed.ncbi.nlm.nih.gov/30690581/
http://bobbyjonescsf.org/keytoacure

Education, Awareness & Advocacy

Educational Lecture Series

Bobby Jones CSF continues to offer free, educational lectures for patients, their families,
and caregivers. These lectures are recorded and are made freely available online on our
website in order to bring any pertinent information to millions of others around the globe
who are searching for help. These videos have been accessed by almost 2.2 million people
around the world. To date, we have hosted 526 individual lectures at patient- and provider-
focused meetings.

NeuroConnect Alliance

The mission of the Neuro Connect Alliance is to connect non-profit organizations,
specialists, advocates, and patients touched by these separate, but related disorders to
share knowledge and forge partnerships that will advance collaborative research, unite
advocacy efforts and improve health outcomes and increase overall quality-of-life through
joint advocacy efforts.

Bobby Jones CSF stormed Capitol Hill at the beginning of May, to make a difference for
people living with Chiari malformation, syringomyelia, dysautonomia, Ehlers-Danlos
syndrome, and many other related disorders. Since we began our quest, Congress has
passed important legislation like the 21st Century Cures Act which promises to fund more
innovative medical research, especially for debilitating neurological disorders which are
often overlooked for governmental funding.

unite@night Walks

unite@night is a one-mile casual evening walk, in various locations in the USA, during May -
November that bring together people who are suffering with the devastating effects of
Chiari malformation, syringomyelia, Ehlers-Danlos syndrome, and related disorders.

unite@night helps fund important educational programs and research projects. In 2019,
we had approximately 1,000 people participate at 43 different walk sites and we raised
almost $132,000. To see the list of walk sites, visit bobbyjonescsf.org/unitenight/walk-sites.




CHIARI & SYRINGOMYELIA FOUNDATION
STATEMENT OF FINANCIAL POSITION
As of December 31, 2019 with comparative totals as of December 31, 2018

ASSETS

Current assets
Cash and cash equivalents 186,011 354,291

Prepaid expenses 3,900 25,937
Total Current assets 189,911 380,227

Investments portfolio 343,590 249,763

Property plant & equipment, net
Computer equipment (Less Accum. Dep. $8.811) 2,785 2,785
Total Property plant & equipment, net 2,785 2,785

Intangible Asset
Trademark patent legal fees 1,212 1,212
1,212 1,212

TOTAL ASSETS 537,498 633,987

LIABILITIES AND NET ASSETS

Current liabilities
Acounts payable -
Credit card payable 28,109
Prepaid event sponsorship 19,500
Total current liabilities 47,609

Net assets
Unrestricted net assets 489,889 626,327
Total net assets 489,889 626,327

TOTAL LIABILITIES AND NET ASSETS 537,498 633,987




2019 Summary of Activities

Support and Revenue

Contributions, Gifts and Grants $ 195,484
Program Service Revenue 42,460
Membership Dues 0
Net Income from Special Events 556,368
Investment Income 52,528
Total Support and Revenue $ 846,840
Program $ 695,066
Administration 165,286
Fundraising 122,926
Total Expenses $ 983,278

Net Income -136,438




Diamond ($100,000 and ahove)

Goldman Sachs Gives

Bobhy Jones Society ($25,000 - $99,999)

Michael and Denise Mikula
Dipippa Nussbaum Advertising, Inc.
Candida Lancaster
Formweld Fitting
The Farrell Law Firm, P.C.

Platinum ($10,000 - $24,999)

Jonesheirs, Inc.
Goldman Sachs & Co.
Postlight, Inc.

Mt. Sinai South Nassau
Doctors Community Hospital
Mark Lancaster and Nancy Woodruff
Paul and Judith Miller
Neurological Surgery, P.C.
InRhythm
Ungork
Binkley Management Group LLC
Alston & Bird, LLP
Dorothy Poppe
Catherine A. Loughin, DVM

Platinum ($5,000 - $9,999)

Long Island Veterinary Specialists
The Ehlers-Danlos Society
Robert P. Brady Agency
Lonnie Todd
Morrison Management Specialists, Inc.
The Metropolitan Neurosurgery Group, LLC
M. V. Mayo Charitable Foundation
Mark and Lori Holibaugh
Wendy A. Greenseich
William H. Black, Il
Brad Hunstable
Robert and Lory Watson
Cody and Anne Laird
Joseph and Brenda Fitzpatrick
Lipsay Charitable Foundation
Pico Quantitative Trading Holdings LLC
OpenFin Inc.

NYSE Market, Inc.

Lab49
Axioma, Inc.

KPMG, LLP




Silver ($1,000-$4,999)

Rob Black
Paul and Patricia Farrell
John and Michelle Cavo
Richmond County Savings Foundation
Santana Holdings, LLC
Janet Patterson
Josh and Megan Steinberger
James and Cathy Poznik
Dysautonomia Support Network
Dr. Krystal Tomei
Kurt Thomson
Dr. and Mrs. Timothy Farrell
Medtronic, Inc.
Stephen and Roberta Converse
Michael McBride
Dr. Myles Koby
Dr. and Mrs. Donlin Long
Dr. Malini Naryanan and Dr. Ramaswamy lyer
Annemarie Grammens
NextGen Restoration, Inc.
America's Farmers Grow Communities
Jason Ross
Contrino Travel
Combined Federal Campaign
Edward Ahn
Goldman Sachs & Co. Matching Gift Program
Puyallup School District
Dr. Michael Muhonen
Jane Iwanowski
William Irvin
Kristin Means
John and Karen Mackall
Dr. and Mrs. Ulrich Batzdorf
Dr. Robert Rosenbaum and Ms. Robin Kline
Casale Jewelers
Dr. Alissa Zingman and Mr. Adam Kelly
Peter and Kathleen Sairafian

The Maryland Institute for Pelvic Neuroscience, LLC

Council on Foreign Relations
The Medical Center of Aurora
NASDAQ, Inc.

Matt Cellura

Dr. James Johnston
Dr. Alex Powers
Benevity Fund
Lawrence Cleary
Robert and Shelia Bator
Jay Mullins
Michael Sonnenreich
Dan and Judith Dolan
InterContinental Hotels Group
John Esposito
Kenneth and Jeanne Radigan
John and Margaret Farrell
Sidney Matthew
Timothy Reed
Edward Adam Dolan
Dr. Rob Parrish
James and Darilyn Simon
Paul and Cathy Farrell
Kimberly Sexton, NP
Dr. and Mrs. John Heiss
AmazonSmile
Colette Wintersteen
Lindsay Bohon
Raymond Lam
Dr. Fraser Burling
Dr. John Bruno
Jon and Rose Batzdorff
Dr. Anne Maitland
Richard Guzior
Alessandro Temperino
Ed Leonhardt
Michael Wentworth
Michael Kaufman
John and Joan Cleary
Steve Chamberlain
Dr. Raymond Damadian
Janice Zockoll
NDC Housing & Economic Development Corp.
Philadelphia Insurance Companies
Porter Wright
All Island Kiwanis Foundation, Inc.




Bronze ($500-$999)

Steve and Pam Fenner
Empire State Bank
Richard Johnson and Mark Weissman
Carolyn Reed
Anthony Zaatar
Jeff Johnson
James and Mirnada Rains
Jeff and Patty Kosty
Brian and Anne Naylor
Darren Burkhard
Paul Irvine
Philip Guarnieri
Louella Johnson
Damien and Tina Vanderwilt
Kim Priban
A. Ripepi & Sons Funeral Home
Christopher Rust
Julie Rauch
Kevin and Joanne Farrell
Ellisa Bender
Mary Monahan
Dr. and Mrs. Sunil Patel
Soft Serve Acres, LLC
Jaclyn Tacoronte
Valerie Hoffman
Anthony Abreu
Stephen and Jeannette Ripepi
Sue Nellis
Home Savings Charitable Foundation
John Wojtila
Julie Irvin
Steve and Jennifer Shebeck
PJ and Jennifer Farrell
Aryn Romer
Nicole Maris
Aetna Foundation, Inc
AgCountry Farm Credit Services
Rachel Fisher

Matt and Susan Bard
Kimberly Sexton, FNP
Tommy Brunton
Stephanie Bohon
llana Zybin
Eugene Naylor Jr.
Darry Stansbury
Linda Hoffmann
Mark Oppenheimer
Kentrell Brothers
David and Nicole Hutnik
Douglas and Amy Owens
Ashley Beckwith
Dr. Holly Gilmer
Dr. David Limbrick
Robert Walker Westbrook
William and Diane Malone
Robert and Nelly Raleigh
Eli Cohen
Matt Toohey
Christine Marzich
Doug and Mimi Jones Hedwig
L.K.Comstock & Co., Inc.
Gerald Williams
Giuseppe Milicia
Craig Libson
Scott Walker
Dr. and Mrs. Linton Hopkins
Lois Reid
Lara Miller
Kimberly Tadrus
Nicholas Paytas
Lyssy & Eckel, Inc.
Longshore Boats
Progressive Insurance Foundation
Ohio Medical Alliance LLC
SNB Enterprises LLC




The Boards and Staff of the Bobby Jones Chiari & Syringomyelia
Foundation wish to say thank you to the individuals and
organizations who generously donated to our organization during
the 2019 fiscal year. What Bobby Jones CSF accomplishes with
these gifts is immense and we are grateful for your generosity.

We are achieving great things, and it’s thanks to all of you.

(Bobby Jomos
Chiari & Syringomyelia
Foundation




