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Unlock the Cure 

Dear Friend, 

As a strong supporter of our organization, we are pleased to send you the Tuberous 
Sclerosis Alliance's 2010.5 Annual Report.  No, this is not a typo.  We have changed 
our annual year to a calendar year in order to provide the TS Alliance with more 
flexibility in allocating our resources to achieve our annual goals based on actual 
versus anticipated revenue.  This report covers the six months from July 1, 2010 
through December 31, 2010.  Moving forward, we will be reporting our progress for 
the 12 months ending December 31, 2011. 

The change in our fiscal year will enable us to better focus on our mission – finding 
a cure for tuberous sclerosis complex (TSC) while improving the lives of those 
affected.  Since our last report, we have made significant progress.   

Through the tireless efforts of our researchers and staff, the FDA has approved the 
first drug for TSC indication.  In the world of orphan diseases, this is “big news” and 
recognizes our progress serving the health and well being of our constituents.  
We’re very optimistic this will be a preview of additional breakthroughs to come in 
research, science and treatments. 

We believe this annual report will give you an update on the amazing progress 
being made on behalf of the thousands and thousands of individuals, adults and 
families touched by TSC in the United States.  We continue to work diligently with 
our wide range of partners, including 2,000-plus committed volunteers, a cadre of 
dedicated researchers, compassionate physicians and other healthcare providers, 
and individuals and supporters like you who continue to make much-needed 
financial contributions. 

Thank you for your steadfast belief in our cause.  With a cure.  Where our story 
must end. 

Regards, 

 

David Parkes   Kari Luther Rosbeck 
Chair, Board of Directors  President & CEO 
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Research Program  

The TS Alliance Research Program stimulates and supports basic, translational and 
clinical research on the various manifestations of tuberous sclerosis complex (TSC) 
to further the development of clinical therapies, and ultimately a cure for TSC.  The 
TS Alliance spent a total of $719,054 in research for the TSC Natural History 
Database and the research grant awards.    

One major milestone in TSC treatment was reached in October 2010 when the U.S. 
Food and Drug Administration approved the first drug for an indication for TSC, 
which is used to treat individuals with subependymal giant cell astrocytomas 
(SEGAs) associated with TSC.  Before this drug was approved, the only treatment 
option for SEGAs was surgery to remove them. Other clinical trials are currently 
ongoing to test the drug’s efficacy to treat other TSC symptoms. 

Developed in 2004 and implemented in 2006, the TSC Natural History Database 
identifies specific correlations between TSC gene mutations and the impact of the 
disease on a person’s health over their lifetime.  As of December 31, 2010, 15 US-
based TSC clinics were entering data with 1,047 people with TSC enrolled in the 
project.  Of those, 516 are male; 531 are female.  Six hundred sixty four (63%) are 
less than 18 years old with the youngest 8 months old; the remaining 383 (37%) 
research participants are 18 or over with the oldest 77 years old.  Medical 
information is entered in at least 13 areas affected by TSC (e.g. brain, eyes, heart, 
kidneys, skin).  Epilepsy is entered as a condition affecting 83% of the research 
participants enrolled.  39% of those with epilepsy have a history of infantile 
spasms.  Other conditions include: angiofibroma (52%), rhabdomyoma (37%), 
angiomyolipoma (41%) and subependymal giant cell tumor (22%).  The TS Alliance 
provides funding to participating clinics to perform data entry, monitors the 
integrity of the database and utilizes the data to inform clinical trials and studies.  

The first published article using information from the TSC Natural History Database 
Project appeared in Mol Psychiatry, advance online publication, November 16, 
2010.  The article – entitled “Gestational immune activation and Tsc2 
haploinsufficiency cooperate to disrupt fetal survival and may perturb social 
behavior in adult mice” – reports findings from research using the Tsc2 mouse 
model, which suggests a possible explanation for the high incidence of autism 
spectrum disorders in TSC.     

In the latter part of 2010, the organization grew its grant mechanisms, awarding 
$663,012 for 19 projects through continued and new funding.  The TS Alliance also 
launched its new Drug Screening Program with two awards to Beth Israel 
Deaconess Medical Center and Drexel University.  This new program will screen and 
test compounds in order to expand the potential new therapies for TSC.  Grants of 
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$19,414 were awarded from net assets through the TS Alliance Rothberg Courage 
Award in continued support of the TSC Neurocognitive Clinical Trials taking place in 
Boston and Cincinnati.   

Support Services 

The TS Alliance develops programs and services that provide individuals with TSC 
direct access to the information, resources, and specialists experienced in the 
diagnosis, treatment and management of TSC.  Through the network of 32 
volunteer branches of the organization, called Community Alliances, local 
educational and support group meetings are held throughout the country.  

The TS Alliance hosted 18 town hall meetings held at Community Alliance locations 
from April to December 2010.  These meetings facilitated stronger connections with 
peers, researchers, and clinicians in the community and educated the TSC 
community about clinical trials.   

The TS Alliance also continued its series of free educational teleconferences aimed 
at reaching constituents across the country with clinical care specialists and 
scientists from the convenience of their homes.  In addition, the Department of 
Advocacy and Education supports families and individuals from all over the United 
States by providing support and information including direct support two days per 
month at TSC Clinics in Miami, Cincinnati, Columbus and Atlanta during one on one 
meetings.  

The Director of Advocacy and Education attends Individual Education Program (IEP) 
meetings in person, through SKYPE, and conference calls and also maintains an 
ongoing blog to encourage frequent and interactive conversation with constituents 
as they encounter challenges on a daily basis.  The Director of Advocacy and 
Education also facilitates the Adult Task Force, which holds monthly topic calls in 
identified issues of importance to better support adults living with TSC.  The TS 
Alliance also offers online interactive sibling chat groups held three times a month 
based on several age groups.  

Finally, the TS Alliance created a new online social network in partnership with 
Inspire.  This social network was developed to better fit the needs of our TSC 
population and included 553 members from 25 countries as of December 31, 2010.   

Public Education 

The TS Alliance works to heighten awareness of TSC throughout the general public 
to broaden the scope of support and understanding beyond TSC individuals and 
their families.  In Fall 2010, the TS Alliance used online banner outreach on 
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epilepsy.com to increase awareness of the disorder and to drive visitors to our 
website for more information.   

The TS Alliance website also instituted a new online form to capture visitor 
information, thus increasing the number of known constituents with TSC.  The 
website provides extensive education via 950,000 to 1.1 million hits monthly from 
an average of 18,000 unique visitors.  

The Fall 2010 issue of our national magazine, Perspective, was sent to 11,800 
constituents.  Perspective includes articles on research updates, constituent stories, 
educational initiatives, and community grassroots activities. The organization also 
updated its Introduction to TSC pamphlet to reflect the latest advances in 
treatments for various conditions caused by TSC. 

The TS Alliance offers a prolific social media outreach program utilizing Facebook, 
YouTube, and Twitter, and its online discussion groups provide critical information 
to the newly diagnosed and others.  

Government Relations 

The TS Alliance government relations program focuses on educating members of 
Congress about TSC to further TSC research, awareness and clinical care.  The U.S. 
Congress appropriated $6 million to TSC research through the Department of 
Defense Congressionally Directed Medical Research Program in 2010.  The TSC 
Research Program (TSCRP) administered from the appropriation is a competitive 
peer review grant program.  According to the U.S. Army Medical Research and 
Material Command, CDMRP, Tuberous Sclerosis Complex Research Program Report, 
“Today, the TSCRP is one of the leading sources of extramural TSC research 
funding in the United States. The TSCRP fills important gaps in TSC research not 
addressed by other funding agencies.”   

A hallmark achievement is the research supported by the TSCRP that examined the 
role that TSC genes play in cell growth and proliferation – specifically in controlling 
the mammalian Target of Rapamycin (mTOR) signaling pathway in cells, which is 
important in normal cell growth and has been shown to be disrupted in many types 
of cancer.  This research has rapidly led to the development of animal models of 
TSC and clinical trials, resulting in the first drug specifically to treat TSC being 
approved by the FDA in October 2010.  None of this progress would have been 
possible without the critical support provided through the TSCRP. 

Professional Education 

The TS Alliance offers professional education to expand programs targeting health 
providers who provide care for individuals with TSC, medical students, genetic 
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counselors and educators to minimize the consequences of ignorance and 
misinformation.  

The TS Alliance participated and presented at several professional meetings 
including: the Gordon Conference on Mechanisms of Epilepsy; National Institute of 
Neurological Disorders and Strokes focus meetings on their new epilepsy Center 
Without Walls initiatives and Genetics of Epilepsy; Trans-National Institutes of 
Health Working Group Meeting for TSC; National Institute of Child Health and 
Human Development meeting on Epigenetics in Developmental Disabilities; and 
American Thoracic Society Leadership  Summit.  In addition, the TS Alliance held an 
educational reception at the American Epilepsy Society meeting as well as helped 
coordinate a Special Interest Group focusing on genetics of TSC and staffed an 
exhibit.   

A new online portal was developed for healthcare professionals called “VeoMed” to 
encourage information exchange. There are currently 69 professionals using this 
portal, which also serves as a resource for professionals not familiar with TSC 
seeking guidance from peers.  A monthly online newsletter called TSC Alert is sent 
to nearly 1,000 medical professionals and scientists.   

Further, the Director of Advocacy and Education collaborated with national 
educational networks, such as the National Association of Middle Schools where she 
presented at their national conference, in outreach to 300 educators in the area of 
TSC and services needed for appropriate educational requirements. Providing 
children with appropriate education is the key to individuals having a good quality 
of life.  A new publication, called The Teachers Guide to TSC, was produced 
specifically to help and meet that goal.   

Fund Development 

The TS Alliance has some of the most dedicated volunteers raising awareness and 
funds for us every season.  Throughout the summer, fall and beginning of winter 
2010, grassroots events were held all across the country.  From powerhouse golf 
tournaments to a fun-filled demolition derby to a successful letter-writing 
campaign, a lot of hard work and fundraising were completed on behalf of the TS 
Alliance.  Every dollar matters and can make a difference, so these efforts continue 
to help our organization as we work together to provide much-needed services and 
programs and drive progress toward finding better treatments and ultimately a 
cure.  Special events of all shapes and sizes, including our walkathons, account for 
50 percent of our overall revenue.  This would not be possible without one of our 
most vital and significant resources—our volunteers! 
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Events Raising More Than 
$10,000 
 
Step Forward to Cure TSC® 
Walkathons 
Florida (Miami) – Vanessa Vazquez 
Heartland – Cindy and Ryan Blackard 
Metro D.C. – Nathalie Simoneau 
Middle Tennessee – Amy and James 

Hobbs 
New England – Tom and Sharon 

Gwinn 
New York (Syracuse) – Stephanie 

Claxton Langstaff 
New York (Long Island) – Denise and 

Rob Spear 
Northern California – Suki Maharaj 
Ohio (Cleveland) – Michelle Blood  
South Carolina – Jeff and Christi Davis 
Wisconsin – Pam Sztukowski 
 
 
Tournaments for TSC Champions 
Blazin' Buffalo Wild Wings Golf 

Tournament - Todd Kronebusch, 
Michael O’Connor, Nikki Butler and 
Rachelle Bellmore 

National Golf Links of America - John 
Nicholson, MD 

Wentworth Charities Golf Classic – 
Tom and Sharon Gwinn 

 
 
Other Major Events 
Comedy for a Cure® Boston – Jeffrey 

Hargreaves 
Crashin’ for the Cause - Joe and Abby 

Kopf 
Stamp Out TSC – Cristina Fitzgerald 
 
 

Annual Fund Major Donors 
 

President’s Circle  
($100,000-$499,999) 
The Cowlin Family Fund 
Wentworth Charities Organization 
 
Sponsor ($20,000-$49,999) 
Buffalo Wild Wings  
East Fond du Lac County Chapter of 

Thrivent Financial  
Marc, Marla, and Emmory Shapses 

ERS Charitable Foundation 
Ferguson Cohen, LLP  
John and Carol Nicholson 
Novartis Pharmaceuticals Corporation  
William and Kristina Watts 
West Fond Du Lac Co Chapter of 

Thrivent Financial 
 
Protector ($10,000-$19,999) 
America's Charities  
Brian and Sandra O'Brien, Brian E. 

O'Brien Oil & Gas 
Cartier  
Charles and Mildred Schnurmacher 

Foundation, Inc.  
James and Amy Hobbs 
James Family Foundation  
James and Andrea Maginn 
Maurice Amado Foundation 
Julianne Moore and Bart Freundlich 
Questcor Pharmaceuticals, Inc.  
Gavin Scotti 
UCB Pharma, Inc. 
Karen White 
 
Defender ($5,000-$9,999) 
Clarcor Foundation  
Cleveland Clinic  
Michael and Janie Frost 
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Kenvo Foundation  
Frederic and Nina Marton 
Theodore and Peggy Mastroianni 
Robert and Margaret Middleton 
Moody's Foundation Matching Gift 

Program  
Mule Family Foundation  
Charles and Rosanne Myers 
Arnold and Katherine Snider 
The Gertrude and Philip Hoffman 

Philanthropic Fund of the United 
Jewish Federation of Greater 
Pittsburgh  

Wolf Popper LLP  
 
Advocate ($1,000-$4,999) 
A. Sturm & Sons Foundation Inc  
Aaron's Inc  
Earl and Sheila Schlagger Abramson 
Bank of America United Way 

Campaign  
Adrian Banner 
Barton Barton & Plotkin LLP  
Anne Beatty 
Benton County WA Chapter of Thrivent 

Financial  
Best Buy Co, Inc  
Ken and Amy Beyer 
Melvin and Roseanne Boldt 
Anthony and Ellen Bolland 
William and Erika Bondy 
Boulevard Brewing Company  
Bristol Myers Squibb Foundation 

Matching Gift Program  
Andrew and Elizabeth Buchsbaum 
Pablo Burbridge 
C and A Properties  
Maureen Cannon 
Caring for the Community  
Centenium Advisors LLC  
William and Sue Clark 
Chris and Colleen Colletti 

Thad Collum 
Linda Connors 
Discavage Family Foundation, Inc  
Dottie Dorris 
Guy Edwards 
Kenneth and Linda Escobar 
Steven Feinberg 
Glenn Gandelman 
Gap Foundation  
Gap Giving  
Carol Garneau 
Gerald Oppenheimer Family 

Foundation  
Gesa Credit Union  
Gladiator Fund  
Global Impact  
Robert Graham 
Charles and Suzanne Graham 
William and Sarah Gray 
Donn Gray 
Joan and Stanley Worton Philanthropic 

Fund Greater Miami Jewish 
Federation  

Michael and Miriam Green 
Robert and Kathryn Groves, III 
Keith and Andrea Hall 
J.B and Jan Hamilton 
Jeffrey and Lisa Hargreaves 
Lori Hartge 
Herbst Foundation  
Hermes Sports & Events  
Jeffrey and Karen Hoersch 
Shaun and Tracey Hutchinson 
IBM Employee Services Center  
Adam and Linda Jackson 
JD Rush Corporation  
Junior Woman's Club of Lexington  
Peter Katopes 
Keiser Family Foundation  
Mark and Dawn Koers 
George and Patricia Kraus 
Lise Lagace 



	
   9	
  

Roger and Vickie Lansman 
Lawrence Livermore National 

Laboratories  
Janet Lembke 
William and Jean Leonard 
Carl and Susan Loewenson 
Pasqualina Lyons 
Arien and Kristin Malec 
William and Audrey Malesky 
Marsh Global Consumer  
Carl and Marlene Marten 
McMurry Charities  
Robert and Mary Melcher 
Michael Meredith 
Miami Children’s Hospital  
Michael Baker Corporation Foundation  
Michael and Misty Munday 
E. Kirk and Holly Neely 
Nice Employee Matching Gift Program  
Richard and Sharon Nicely 
Nokia-Siemens Network  
Norgren Family Fund  
Matt and Amanda Olear 
Thomas and Laurel Olear 
Orange County United Way, David and 

Cathy Krinsky  
Harvey and Elizabeth Oury 
Partners Healthcare System  
David and Muriel Pattis 
Andrew and Maureen Piotrowski 
Joseph and Carole Pitard 
Matthew and Rebecca Anhang Price 
Prudential Foundation Matching Gifts  
Push America  
Peter Rapaport 
Heather Raymon 
Revere Advisors  
Carol Richter 
Lucian Rivela 
Ruthie Rollins 
Nancy Rosenbach 

Rosetta W. Harris Charitable Lead 
Trust A  

Carol Rouse 
Domenic and Betty Lou Ruscio 
Dennis and Linda Schmidt 
Thomas and Elysa Seymour 
Robert Silver 
Ron and Montie Smith 
Joseph and Kathy Smith 
Rocco and Carmela Spinoso 
Stasi Brothers Asphalt Corporation  
Gerald and Judith Steffens 
Ed and Sandra Swanson 
Stephen and Winifred Tart 
The Bayless Family Foundation  
The Counter Custom Built Burgers  
The Fiftieth Anniversary Foundation  
ToddCo Inc, The Goddard School  
United Way of Pierce County  
Dominic Valente 
Walmart Foundation  
William Ward 
Waukegan Tire  
Bernard and Cheryl Wendt 
Tommy White 
Paul and Leslie Wolfenbarger 
John and Laurel Wrynn 
WTC Foundation 
 
Champion ($500-$999)  
Dale and Carolyn Allen 
Loretta Alley 
Paul and Carol Altieri 
Steven Ambus 
Peter and Deborah Aronson 
Mary and Michael Aycox 
Banded Brothers  
Jonathan and Debra Berger 
Kevin Bittel 
Daniel and Kirscha Burgess 

Bloomstein 
Bridgeport Dental, LLC  
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Jim Brunner Paul Carroll
Scott and Edie Catlin 
Allan and Annette Chandler 
George and Susan Christensen 
Gordon Clagett 
Clorox Company Foundation  
Clothes Off Our Back Foundation  
Tim and Paula DeHaven 
Cornelius and Linda Denharder 
Tim and Kathi Dills 
Docu-Rom Inc  
Rich and Reiko Donato 
Kurtis and Deborah Dunckel 
Edison International  
Todd and Teresa Embury 
David Erie 
ExxonMobil Foundation  
Gary and Kimberly Feffer 
Arthur and Carol Fisher 
Patricia Freeman 
Fred and Mary Garrison 
Alfred and Johanna Garzino 
William and Francine Gates 
Genesco  
Neil and Maria Gibbons 
Robert and Shirley Goble 
Brad Graham 
Grainger Matching Gifts Program  
Stephen and Margaret Griscti 
Simon Groner 
Michael and Kathleen Gutto 
Carter and Susan Harris 
Charles and Sarah Hatfield 
Robert Hathaway 
Heather Joy Memorial Fund  
Douglas and Margaret Hinkle 
Thomas and Kelly Hurst 
Independence Excavating Inc.  
Insulation Products Corp  
Ann Johnson 
Polly Judson 
Kirkland and Ellis Foundation  

Jennifer Klein 
Kohl's  
Russell and Merry Kraft 
Laclede Gas Company  
Living International Inc.  
Kathleen Long 
Michael Maher 
Malloy Foundation  
Abe and Celia Mastbaum 
John and Jill McBride 
Missy McKiernan 
Greg Meier 
Wanda Mercer-Powell 
Merck Partnership for Giving  
MHA Management Services 

Corporation  
Thelma Mihaly 
Malia Milec  
Millie's Styling Center  
Modular Devices, Inc.  
Stephen Mroz 
Mt. Olivet Memorial Park, LTD  
John Murphy 
Dawn Murrin 
Jon and Patricia Myers 
Myers Company, Inc.  
Paul Nacarato 
New Covenant Christian Church  
Old Brookville Police Benevolent 

Association  
Daniel Wilhelm and Courtney O'Malley 
Pinnacle Bancorp Inc.  
Joseph Posluszny 
Joszef and Anna Postma 
Fay Powell 
Renaissance Charitable Foundation 

Inc.  
Chris and Leslie Russell 
Daniel Russo 
Douglas Saeltzer 
Renu Samra 
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Mildred Sanders 
David and Amy Schenkein 
Robert and Mary Ellen Scott 
Mathew and Renee Seiling 
Seitlin and Company  
Shelby City Board of Education  
Johnny and Vianne Smith 
Smithtown Teachers' Organization  
Jeffrey Spragens 
Richard and Dee Dee Stephens 
Carl and Rosemary Sterk 
TD Williamson, Inc  
The Hartford  
Edward Tobin 
James and Heather Trimm 
Michelle Trombetta 
Robert and Janet Studley Trout 
James and Cynthia Tuite 
United Way Inc.  
United Way of Central Maryland  
United Way of The National Capital 

Area  
United Way of Tri-State  
Otto and Angela Wilson 
Thomas and Eleanor Woods 
Mark Zeitchich 
 
Major Gifts in Kind 

 
Buffalo Wild Wings 
Eye Candy Creative 
Louis and Patsy Graham 
James and Amy Hobbs 
Miami-Dade County Park & Recreation 

Department  
Charles and Rosanne Myers 
Sazerac 
Scoreboard 
Studio Fourty5 LLC 
Kris and Amy Thurman 
Ms. Shelly Walker 
 

Endowment Fund 

Advancement Society ($25,000-
$99,999) 
Ken and Shonnie Johnson 
Philip and Marion Winsor 
 
Century Society ($10,000-
$24,999) 
The Matthew J. Fox Fund 
 
Investment Society 
($500-$4,999) 
Robert and Kathryn Groves, III 
Magdalena Lutsky 
David Armijo 
Joseph Posluszny 
 
The Eternal Flame Society 
Anonymous 
Michael and Millicent Augustine 
Jeffery and Gloria* Benham 
Matt Bolger 
Treasa Bolger 
Scott and Jan Burton 
Marguerite Cleveland 
John and Katherine Conrad 
Will and Kay Cooper 
Richard and Reiko Donato 
Cindy Fowler 
David and Laura Grimes 
Robert and Kathryn Groves, III 
Shannon Hackley 
Jeffrey and Lisa Hargreaves 
Clara Harwell 
James and Amy Hobbs 
Ken and Shonnie Johnson 
Arnold and Carol Kamm 
Steve and Laura Kozisek 
David and Cathy Krinsky 
Mark Leal 
Phyllis Leist 
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Craig T. Lewis* 
Doug and Linda Loftus 
James Lynch 
Donna McGaha 
David and Jan Mintz 
Maria Shanon Munoz-Chargoy 
David and Penney Parkes 
Jeffrey and Bonnie Rickert 
Pat and Jennifer Rolfes 
Kari Luther Rosbeck 
Dave and Nancy Scott 
Robert and Mary Ellen Scott 
Fred and Ilse Smith 
John and Janine Steenman 
Kathy Trapp 
Alma A. Tutrone* 
Jim and Nancy Weir 
Philip and Marion Winsor 
Barbara K. Witten and William R. 
Bradley 
Frieda K. Zimmerman* 

*Deceased 

Endowment Named Funds 

For gifts of $25,000 or more (with a 
pledge payable over five years), a 
donor has the opportunity to name a 
fund in honor of someone. We are 
deeply grateful for the following 
named funds: 

Megan Augustine Fund 
John A. Conrad Jr. Memorial Fund 
Carrie Cooper Memorial Fund 
Lauren E. Krinsky Fund 
The Lawler Fund 
Cade Scott Fund 
 
The TS Alliance strives to correctly 
recognize all donors. We apologize in 
advance for any errors, omissions or 
misspellings in this annual report. 
Please call the Development 
Department at 800.225.6872 with any 
corrections. 
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Board of Directors 

David Parkes, Chair 
Fairfield, CT 
 
Henry Shapiro, Vice Chair 
Santa Monica, CA 
 
Matt Bolger, Secretary 
Lansing, MI  
 
Rita DiDomenico, Treasurer 
Staten Island, NY 
 
Celia Mastbaum, Immediate Past 
Chair 
Marlboro, NJ 
 
Julie Blum  
Potomac, MD 
 
Mark Carroll  
Saratoga, CA 
 
Will Cooper, Sr. 
Newport Beach, CA 
 
Peter Crino, MD, PhD 
Philadelphia, PA 
 
Reiko Donato  
Roswell, GA 
 
William Ford 
Chevy Chase, MD 
 
Janie Frost, RN 
Woodbury, MN 
 
Jennifer Glassman 
Los Angeles, CA 
 
Steven Goldstein 
Westport, CT 
 
Keith Hall 
East Lyme, CT 
 

Ron Heffron 
Irvine, CA 
 
Elizabeth Henske, MD 
Boston, MA 
 
Linda Jackson  
Miami Beach, FL 
 
Cathy Krinsky 
Laguna Beach, CA 
 
Alan Marshall 
Scottsdale, AZ 
 
Ted Mastroianni 
Washington, DC 
 
Kathy Mayrsohn 
Key Biscayne, FL 
 
John Nicholson, MD, MBA 
Greenwich, CT 
 
Courtney O'Malley 
New York, NY 
 
David Schenkein, MD  
Boston, MA 
 
Judith Shoulak  
Corcoran, MN 
 
Elizabeth Thiele, MD, PhD 
Newton, MA 
 
Endowment Fund  
Board of Directors 

Mark Carroll, Chair 
Saratoga, CA 
 
MaryJane Mudd, Secretary 
Houston, TX 
 
Michael Augustine, Treasurer 
San Gabriel, CA   
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William Ford 
Chevy Chase, MD 
 
Robert W. Groves III 
Brighton, MI 
 
Michael Rosen Thurston 
San Francisco, CA 

 
Staff 

Kari Luther Rosbeck 
President & CEO 

Gail Alexander 
Senior Manager of Operations 

Linda Gorsuch 
Senior Director of Development 

Tyler Hoffman 
Development Coordinator 

Dena Hook 
Director of Advocacy & Education 

Jaye Isham 
Senior Director of Marketing & 
Communications 

Megan McNutt 
Accounts Receivable Associate 

Jo Anne Nakagawa 
Director of Clinical Projects 

Mary Jane Perraut 
Controller 

Steven L. Roberds, PhD 
Chief Scientific Officer 

Katie Smith 
Senior Associate of Science & 
Government Affairs 

Dee Triemer 
Senior Manager of Community 
Outreach 

Community Alliance 
Leadership 

TS Alliance of Arizona 
Debora Moritz, Chair 

TS Alliance of Atlanta/North 
Georgia 
Wendi Scheck, Chair  

TS Alliance of the Carolinas 
Jeff and Christi Davis, Co-Chairs 
Karen Sims, Co-Vice Chair of the South 
Amy Quintana, Co-Vice Chair of the 
North 

TS Alliance of Connecticut 
Jennifer Waldron, Chair 

TS Alliance of the Dallas/Ft. Worth 
Area 
Mandy Striegel, Chair 

TS Alliance of the Delaware/ 
Lehigh Valley 
Liz Saadoun, Chair 

TS Alliance of Florida 
Joy Graydon, Chair 
Vanessa Y. Vazquez, Vice Chair 

TS Alliance of the Delta Region 
Samantha Glass, Chair 
Julie Comeaux, Vice Chair 

TS Alliance of Greater Alabama 
Carole Pitard, Chair 

TS Alliance of Greater Chicago 
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TS Alliance of Greater Kansas City 
Amy Dublinske, Chair 
Lisa Hart, Vice Chair 

TS Alliance of Hawaii 
Tricia Gerum, Chair 

TS Alliance of the Heartland 
Cindy and Ryan Blackard, Co-Chairs 

TS Alliance of Houston 
Lucy Martinez, Chair 

TS Alliance of Indiana 
Susan Campbell, Chair 

TS Alliance of Intermountain West 
Stephanie and Ian Bobbermin,  
Co-Chairs 

TS Alliance of Metro DC 
Rob and Lisa Moss, Co-Chairs 

TS Alliance of Michigan 
Treasa Bolger, Chair 

TS Alliance of Middle Tennessee 
Amy and James Hobbs, Co-Chairs 
Elizabeth Hallauer, Vice Chair 

TS Alliance of Nevada 
Kathleen Kingston, Chair 

TS Alliance of New England 
Marlo Schepper Grolnic, Co-Chair  
Khaled Barazi, Co-Chairs 
Karin Sullivan, Vice Co-Chair 
Jeffrey Hargreaves, Vice Co-Chair 

TS Alliance of the New York & New 
Jersey 
Peggy and Tommy Lindsey, Co-Chairs 
Cindy Hammerquist, Vice Chair 

TS Alliance of Northern California 
Diane Burgis, Chair 

TS Alliance of Ohio 
Carl and Lola Centeno, Co-Chairs 
Jim and Nancy Weir, Co-Vice Chairs 

TS Alliance of the Pacific 
Northwest 
Lisa Bennett, Vice Chair 

TS Alliance of the Rocky  
Mountain Region 
Dana Holinka, Chair  

TS Alliance of Southern California 
April Cooper, Co-Chair 
Julia K. Cohen, Co-Chair 

TS Alliance of St. Louis 

TS Alliance of the Upper Midwest 
Missy Anderson, Chair 

TS Alliance of Virginia 
Kathy Henkel, Co-Chair 
Kristy Wetmore, Co-Chair 
Adrianne Cohen, Vice Chair 

TS Alliance of Western 
Pennsylvania 
Mike Seman, Chair 

TS Alliance of Wisconsin 
Kristin Champagne, Chair 

Corporate Advisory Board 

Julianne Moore, Honorary Chair 
 
Rich Denness 
President & CEO 
Epilepsy Foundation 
 
Orrin Devinsky, MD 
Director 
NYU Epilepsy Center 
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Gail Gershon 
Director, Employee Engagement  
Gap Foundation, Gap Inc.  
 
Neil Hawkins  
 
Ken Kocher 
President 
Hat World, Inc.  
 
Jim Maginn 
President/CEO 
Watt Companies  
 
MaryJane Mudd 
Principal 
Full Tilt Communications  
 
Sean C. Nolan 
 
John Thorpe Richards, Jr. 
Trout Cacheris, PLLC 
 
James S. Richter 
Partner 
Winston & Strawn LLP  
 
Marc Shapses 
Executive Managing Director 
Studley, Inc. 
 
International Scientific  
Advisory Board 

Elizabeth Petri Henske, MD, Chair 
Brigham and Women's Hospital  
Harvard Medical School  
Boston, MA  
Specialty: Oncology 
 
Peter Crino, MD, PhD 
Department of Neurology 
University of Pennsylvania 
Philadelphia, PA 
 
 
 

Paolo Curatolo, MD 
Pediatric Neurosciences 
Tor Vergata University of Rome 
Rome, Italy 
 
Petrus de Vries, MD, PhD 
Department of Psychology 
Cambridge University 
Cambridge, UK 
 
Howard Goodkin, MD, PhD 
Department of Neurology 
University of Virginia 
Charlottesville, VA 
 
Gregory Holmes, MD 
Section Chief of Neurology  
Dartmouth-Hitchcock Medical Center  
Lebanon, NH   
 
Frances Jensen, MD 
Associate Professor of Neurology  
Children’s Hospital & Harvard Medical 
School  
Boston, MA   
 
Sergiusz Jozwiak, MD, PhD 
Chair, Department of Neurology 
Children’s Memorial Health Institute 
Warsaw, Poland 
 
Chris Kingswood, MD 
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Consolidated Statements of Financial Position:  
December 31, 2010 
National Tuberous Sclerosis Association, Inc. (dba TS Alliance) and Affiliate (TS Alliance Endowment Fund) 

 
The TS Alliance annually engages a certified public accounting firm to conduct an independent audit of its operations. The current 
year’s auditors completed its audit (July 1-December 31, 2011) and submitted an unqualified opinion to the TS Alliance Board of 
Directors. The complete audited financial statements are on file at the TS Alliance. To obtain a copy, call 800.225.6872 or visit 
www.tsalliance.org. The summary was prepared from the audited consolidated statements of the TS Alliance and the TS Alliance 
Endowment Fund. The relationship of the organization requires consolidation per accounting principles generally accepted in the 
United States of America.  



	
   23	
  

Consolidated Statements of Activities: December 31, 2010 
National Tuberous Sclerosis Association, Inc. (dba TS Alliance) and Affiliate (TS Alliance Endowment Fund) 

 


