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2022 saw the TSC Alliance® reach new 
peaks in our organization’s history.  

The organization and those we serve grew even 
more hopeful following the trials and challenges of 
the pandemic, experienced the tuberous sclerosis 
complex (TSC) community’s ongoing relentless 
dedication to our cause and finished the year in a 
strong financial position by reaching a record-
breaking $10 million in revenue for the first time. 

All these accomplishments resulted from our entire 
community and other supporters and partners 
working together on a common goal to ensure every 
person with TSC can realize their fullest potential, no 
matter how complex the journey is to get there. 

Isaac Newton famously said, “If I have seen further, it 
is by standing on the shoulders of giants.” And this 
same sentiment applies to the TSC community as 
well. The progress the TSC Alliance continues to 
make is only possible because of the giant steps 
we take together. Our challenge now is to reach 
new heights until we achieve our goal of providing 
everyone affected by TSC with the tools they need 
to live their fullest lives.

In the following pages, you learn much more about 
the TSC Alliance’s vast 2022 research, clinical and 
community programs accomplishments; fundraising 
victories; major donors; and our audited financials.

About tuberous sclerosis complex
Tuberous sclerosis complex (TSC) is a rare genetic 
disease that affects people at all stages of life. Every 
individual’s experience with TSC is different—many 
live independently while others require complex care. 
We know at least two babies are born each day in 
the United States with the disease. In fact, nearly 
one million people worldwide are estimated to be 
living with TSC, with approximately 50,000 in the 
United States.

TSC causes tumors to grow in different organs and 
can impair their function, primarily the brain, heart, 
kidneys, skin and lungs. Changes in the brain caused 
by TSC have the biggest impact on quality of life, 
from seizures and developmental delays to intellec-
tual disabilities, behavioral challenges and autism. 
In addition, TSC is the leading genetic cause of 
epilepsy, including infantile spasms. A strong 
correlation also exists between TSC and autism—
an estimated 40-50% of individuals with TSC have 
autism spectrum disorder.

The more we understand about TSC, the more we 
understand about other diseases. TSC is a linchpin 
disease, meaning its genetic pathway also plays a 
role in other diseases and disorders. Advancements 
in TSC research have enhanced treatments for 
autism, epilepsy, and cancer—diseases that affect 
nearly 26 million people in the United States alone. 

About the TSC Alliance
The TSC Alliance is an internationally recognized 
nonprofit that does everything it takes to improve the 
lives of people with tuberous sclerosis complex. 

We are a source of hope and connection for all affected 
by TSC. We drive research, increase care quality, 
improve access and advocate with and for people 
affected by the disease. Through our collaboration 
and partnerships, we’ve advanced FDA-approved 
treatments and created support systems around the 
world so no one has to navigate TSC alone.

The TSC community is our strongest ally. The 
collaboration of individuals and families, along with 
the partnership of other organizations, fuels our work 
to ensure people navigating TSC have support—and 
hope—every step of the way.
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Research
Simply stated: successful TSC research improves 
lives. Our Science & Medical Department funds 
investigators, ensures TSC researchers have the 
data and connections they need to make progress, 
fuels collaborative research and streamlines the 
clinical trial process to bring more treatments to 
market. 

Since 1984, the TSC Alliance has invested more than 
$34 million into TSC research projects through grants 
and contracts: $20.1 million in research grants and 
postdoctoral fellowships, $4.8 million into the Natural 
History Database and Biosample Repository, $7.9 
million into the Preclinical Consortium and $1.3 million 
into the Clinical Research Consortium. 

The TSC Natural History Database (NHD) 
captures clinical data to document the impact 
of the disease on a person’s health over 
his/her lifetime. The database serves as a 
resource of information that helps TSC 
researchers better understand the progres-
sion of the disease, design hypothesis-driven 
questions to hasten the discovery of new 

treatments and identify persons with TSC who are 
eligible to participate in research studies. As of 
December 2022, 2,546 people with TSC were 
enrolled in the project from among 21 TSC Clinic sites 
and the TSC Alliance throughout the United States 
and in Canada. The TSC Alliance provides funding to 
participating clinics to perform data entry, monitors 
the integrity of the database and makes data available 
to investigators to answer specific research questions 
and identify potential participants for clinical trials and 
studies.

Initiated in 2014, the TSC Biosample 
Repository collects high-quality biosam-
ples—such as blood, DNA, and tissues—to 
help researchers understand why TSC is so 
different from person to person. Samples in 

the repository are linked to detailed clinical data in the 
NHD and are available to qualified researchers world-
wide. As of December 31, 2022, the TSC Biosample 
Repository has acquired 2,327 biosamples: 834 blood 
samples from individuals with TSC enrolled in the NHD, 
395 buccal samples from individuals with TSC enrolled 
in the NHD, 174 tissue samples from individuals with 
TSC enrolled in the NHD, 525 blood samples from 
the TSC Clinical Research Consortium collaborative 
projects, 389 DNA samples from the TSC Autism 
Center of Excellence Network Autism Biomarker study 
and 10 control samples.

Since the inception of our mobile phlebotomy initia-
tive so people can donate samples regardless of 
where they live, the TSC Alliance has acquired an 
additional 364 blood samples to bolster the Biosample 
Repository. To encourage and enable more research-
ers to utilize biosamples, the TSC Alliance awarded 
four seed grants in 2022 totaling $59,324 to labs 
that submitted meritorious and innovative ideas for 
research on TSC biosamples.

The TSC Alliance’s whole-genome sequencing 
(WGS) initiative using DNA from blood samples in 
the Biosample Repository sequenced an additional 
48 samples in 2022, totaling 68 samples since 
inception. This initiative supports clinical validation 
of variants found via WGS in either the TSC1 or TSC2 
gene, and genetic results are offered back to partici-
pants along with a genetic counseling session free of 
charge to the family to help them better understand 
their unique TSC diagnosis and provide valuable 
information for future decision making such as 
family planning.

In December 2021, the TSC Alliance added 
the TSC Self-Report Portal to the Natural 
History Database. This portal permits the 
collection of patient-reported outcomes 
on how TSC affects individuals and 
families to complement medical data in 
the NHD and helps the TSC Alliance and 

TSC researchers better understand the perspective 
of those affected by TSC to develop tools to measure 
improvement in areas most important to the commu-
nity. Eventually, these measurements can be used to 
identify endpoints for clinical trials and evidence-
based guidelines for treatment.

One of the most impactful aspects of TSC on the 
quality of life for people living with TSC is TSC-
associated neuropsychiatric disorders (TAND). 
Therefore, the TSC Alliance’s first use of the portal 
is through collaboration with the TANDem project 
(Empowering Families through Technology: a mobile-
health project to reduce the TAND identification and 
treatment gap) by allowing the community to com-
plete the self-quantified TAND checklist (TAND-SQ). 
At the end of 2022, 69 individuals were enrolled 
through the Self-Report Portal.

The TSC Alliance’s TSC Preclinical 
Consortium helps advance more drug 
candidates into clinical testing by 
providing the infrastructure to foster 
collaboration between academia and 
pharmaceutical industry researchers 
and for access to resources designed 

to help facilitate drug development in TSC. Collabo-
rating with the TSC community, the consortium has 
identified and implemented robust and reproducible 
cell and animal models for TSC manifestations 
including tumors, epilepsy, and TAND. In 2022, 
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two new industry members joined the Preclinical 
Consortium with a total of 10 active industry 
members at the end of the year. The consortium 
tested seven unique compounds in 2022, raising the 
total tested to 63 since 2016.

In 2022, the TSC Alliance also entered 
into a partnership with The LAM 
Foundation to add lymphangioleiomy-
omatosis (LAM) mouse models to the 
Preclinical Consortium. The TSC 

Alliance has licenses to use specific TSC mouse 
models for experiments carried out by the Preclinical 
Consortium, and all mouse license agreements 
include the rights for the TSC Alliance to perform 
experiments under contract for commercial entities. 
Experiments are executed at partnering contract 
research institutions to ensure consistency in testing, 
data acquisition and interpretation. 

In 2012, the TSC Alliance provided seed 
funding to help initiate the TSC Clinical 
Research Consortium in partnership 
with investigators running clinical studies 
to ensure clinical research in TSC is as 
efficient and effective as possible. Since 
then, TSC Clinical Research Consortium 

investigators have been awarded more than $40 
million by the National Institutes of Health (NIH) and 
Food and Drug Administration through competitive 
grant processes. 

The TSC Alliance also provides supplemental finan-
cial support to accelerate or expand NIH-funded 
studies. The PREVeNT trial—Preventing epilepsy 
using vigabatrin in infants with TSC—is the first 
preventative trial in the United States for any form 
of epilepsy and has completed enrollment of 86 
participants with final results expected in early 
2023. This trial will determine whether treatment 
with vigabatrin prior to the onset of clinical seizures 
in TSC is beneficial to children’s developmental and 
neurologic outcomes. 

Immediately after the PREVeNT trial enrollment 
completed, a similar clinical trial began enrolling 
newborns with TSC before the onset of seizures 
to test the effects of sirolimus on preventing or 
delaying seizure onset. The Stopping TSC Onset 
and Progression 2 (STOP-2) trial enrolled five infants 
at Cincinnati Children’s Hospital Medical Center as 
an initial safety study. The second stage of the trial 
is now called Sirolimus TSC Epilepsy Prevention 
Study (TSC-STEPS) and the TSC Alliance has 
contributed $200,000 to enable the trial to be 
expanded to additional sites across the country. 

Community support and 
resources
The TSC Alliance’s Community Programs team exists 
to uplift everyone living with TSC by developing 
programs and services that provide individuals with 
TSC direct access to information, resources and 
support in every way we can.  

Community Programs connects and educates individu-
als, families, friends, co-workers and others to support 
people with TSC at every step of their journeys. In 
2022 the TSC Alliance facilitated 5,164 peer-to-peer 
supports from Adult Regional Coordinators (12 volun-
teers in 8 regions nationwide), Clinic Ambassadors 
(14 volunteers in 15 TSC Clinics and TSC Centers of 
Excellence nationwide), Dependent Adult Transition 
Resource Coordinators (28 volunteers in 23 states 
and Puerto Rico), Education Parent Mentors (28 
volunteers in 19 states) and Community Alliance 
Leaders (41 volunteers in 36 regions across the United 
States) with active Future Leaders (eight volunteers). 

The Community Programs team supports a network 
of 36 volunteer branches of the organization, called 
Community Alliances, that provide support and 
community education in all 50 states. Community 
Programs also joined together with the Science & 
Medical Department to offer five research educational 
webinars with 268 live attendees and 915 recording 
views by the end of 2022.

The TSC Alliance’s TSC Navigator— 
our easy-to-use, interactive online 
tool to help guide individuals and 
families through the complexities of 
TSC across the lifespan—had 3,071 
users in 2022. Fifty-five individuals 

or families were also supported for medication access 
issues via our TSC Navigator program during 2022, 
consistent with the goal of proactively helping people 
avoid medication access issues.

The reality of living with a rare disease 
means high-quality care can be very 
difficult to access. Through the 
Bcureful Travel Fund administered 
by the National Organization for Rare 
Disorders (NORD), we were able to 
ensure TSC individuals were able to receive care at 
TSC Clinics and TSC Centers of Excellence across the 
United States, as well as participate in clinical trials. In 
2022, the Bcureful Travel Fund supported 106 families 
with $129,795.80—78 of them were assisted with 
travel to a TSC Clinic or TSC Center of Excellence and 
28 were assisted with travel to a clinical trial. This help 
is imperative to families seeking the best medical care 
for their loved ones with TSC.



The TSC Alliance’s 2022 World TSC Conference, 
co-hosted by TSC International, was another resound-
ing success for the world-wide TSC community with 
nearly 850 participants from across the globe gather-
ing in Dallas, TX from July 28-31. More than 140 also 
participated virtually via livestreaming.

In-person attendees from 23 countries and 44 states 
enjoyed a wide variety of educational sessions, 
social gatherings, a robust exhibit hall, day camps 
for children and dependent adults, plenty of time for 
on-site relaxation activities and bonding opportunities. 
As always, the inspiring sessions and activities gave 
hope to all participants who were able to learn about 
the latest TSC diagnostic, treatment and management 
and a better understanding of the impact on the 
progress of TSC research. 

Everyone left Dallas with a profound appreciation of 
new tools, coping skills and relationships to take back 
to TSC communities across the globe and feeling 
empowered by the knowledge and information shared. 
But most of all, the feeling of unconditional love and 
support felt throughout the event was a true inspiration. 

Our sincere gratitude goes to the event’s Title Sponsor 
Jazz Pharmaceuticals and Presenting Sponsor Nobel-
pharma as well as the other 54 sponsors who made 
the conference possible.
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Awareness and education
Everyone should know about tuberous sclerosis 
complex, so our Communication Department 
diligently works to increase awareness among the 
general public, effectively reach the undiagnosed 
and newly diagnosed and provide a wide range of 
educational tools and materials for our community. 

To inform our constituents and other supporters 
throughout 2022, the TSC Alliance produced two 
issues of its national magazine, Perspective, which is 
mailed to approximately 18,000 constituents as well 
as posted on the website. Ten TSC Now podcast 
episodes attracted 2,248 total listens. Six issues of 
the electronic TSC Matters newsletter were distrib-
uted to 17,173 recipients. The TSC Alliance website 
increases understanding and provides extensive 
education through an average of more than 23,000 
unique visitors each month. 

The TSC Alliance also relies heavily on social media 
to educate constituents and promote new resources 
and events. Our private Facebook TSC Discussion 
Group boasts more than 10,500 members from 
around the world, while our Twitter account had 
2,650 followers and Instagram had 3,070 followers 
by year’s end.

To bolster public awareness, the TSC Alliance partic-
ipated in the Tenth Annual TSC Global Awareness 
Day on May 15 as well as TSC Awareness Month 
throughout May. The TSC Alliance also heavily 
promoted the second annual Seizure Action Plan 
Awareness Week (February 8-14) and Infantile 
Spasms Awareness Week (December 1 to 7). These 
awareness campaigns along with the organization’s 
various news releases culminated in more than 2.7 
billion cumulative impressions. 

2022 World TSC Conference
JULY 28–31, 2022  •  DALLAS, TEXAS

hopefulrelentlessstrong
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Professional education
Too many people go undiagnosed or misdiagnosed 
for years because of a lack of TSC awareness, which 
is why our Professional Education efforts strive to 
reach researchers, primary and specialty healthcare 
providers, medical students and genetic counselors 
in several ways, including publishing peer-reviewed 
articles and attending professional meetings and 
conferences. 

In December, Therapeutic Advances in Rare Disease 
published “Racial differences in the dermatological 
manifestations of tuberous sclerosis complex and the 
potential effects on diagnosis and care.” The TSC 
Alliance’s Director of Medical Affairs Ashley Pounders, 
MSN, FNP-C, and Director of Research Gabrielle 
Rushing, PhD collaborated with Tanjala Gipson, MD 
(Le Bonheur Children’s Hospital) to write the article to 
highlight differences in skin manifestations between 
races in individuals with TSC and the potential effects 
of these differences on diagnosis and care. 

The TSC Alliance participated in or presented at 28 
professional meetings in 2022 including TANDem 
Consortium Meeting, Nobelpharma Town Hall, 
Mallinckrodt Ad Board, National Association of 
Pediatric Nurse Practitioners, American College of 
Medical Genetics, TAND Mini-Symposium (TANDem), 
Muscular Dystrophy Coordinating Committee Spring 
2022 Meeting, American Thoracic Society 2022 
International Conference, Rare Diseases International: 
75th World Health Assembly, Interagency Collaborative 
to Advance Research in Epilepsy (ICARE) Annual 
Meeting, National Institute of Neurological Disorders 
and Stroke Nonprofit Forum, 2022 World TSC Confer-
ence, LAMposium, Global Genes Rare Summit, Health 
Research Alliance Fall 2022 Member Meeting, Rare 
Diseases Clinical Research Network Fall Meeting, 
Minnesota Pharmacy Conference, American Society 
of Human Genetics, Global Genes Atlanta, Infantile 
Spasms Action Network Membership Meeting, 
EveryLife Newborn Screening Bootcamp, Tuberous 
Sclerosis Complex Research Program, American 
Epilepsy Society, American Thoracic Public Advisory 
Roundtable Planning Meeting, Advanced Research 
Projects Agency for Health Rare Disease Planning 
Meeting, TANDem South Africa, American Thoracic 
Public Advisory Roundtable Lung Week and Partners 
Against Mortality in Epilepsy.

Government advocacy
To ensure both federal and state appropriations for 
TSC research and clinical care, our Government 
Relations program—powered by the TSC community 
—collaborates with government partners to drive 
TSC research forward and improve clinical care and 
treatment options for individuals with TSC. 

Held virtually in early March 2022, the annual TSC 
Alliance March on Capitol Hill once again advocated 
for federal funding for the Tuberous Sclerosis Complex 
Research Program (TSCRP) at the Department of 
Defense’s Congressionally Directed Medical Research 
Program. More than 204 people from 42 states partici-
pated in virtual appointments to champion $8 million 
in funding for the TSCRP. The House TSCRP Dear 
Colleague Letter sponsored by Representatives Mullin 
(R-OK) and Raskin (D-MD) closed with 205 signers. 
The Senate letter sponsored by Senators Cramer 
(R-ND) and Heinrich (D-NM) closed with 35 signers. 
Since 2002, $113 million has been cumulatively 
appropriated for the TSCRP.

On the state level, the TSC Alliance advocated for 
state funding for TSC Centers in Missouri and Mary-
land, resulting in  $1.1 million in state appropriations. 
Additionally, the Alabama TSC community held its first 
advocacy proclamation day with their Governor.

Global outreach
The TSC Alliance is proud to be recognized as a 
global leader for our efforts to address unmet needs 
in the international TSC community.

Our Global Outreach program shares the TSC Alliance’s 
experience and assists in the startup and support of 
TSC-related organizations in other countries. A Global 
Alliance is a structured group of empowered and caring 
volunteers who work closely with the TSC Alliance to 
facilitate local connections for individuals and families 
affected by TSC and raise revenue and awareness 
while supporting the mission of the organization. 

The TSC Alliance has six global partnerships, including 
TSC Alliance of Israel, TS Canada ST, TSC Alliance of 
Mexico, TSC Alliance Foundation (in Thailand), Hungari-
an Foundation for Tuberous Sclerosis and TSC Alliance 
of India. The TSC Alliance recognizes 13 TSC Clinics in 
Global Alliance countries. 

In addition, the TSC Alliance’s Director, Government & 
Global Affairs plays a key role in co-chairing Tuberous 
Sclerosis Complex International (TSCi), a world-wide 
consortium of existing tuberous sclerosis complex 
associations and organizations.



2022 Annual Report  |  page 6

Fund development
Each year, the mission of the TSC Alliance is furthered by 
thousands of committed community members and other 
generous supporters from all over the globe.   

Together, our Development and Community Programs teams 
work tirelessly to harness the strength of our community to 
raise funds for research and for a wide range of support 
services and resources for families and individuals with TSC, 
health care professionals, educators and others. Even the 
smallest personal donation can have an incredible impact, 
and when combined with our special events and community 
fundraisers, those drops of rain can form a powerful 
monsoon of progress.

20th Anniversary Comedy for a Cure®

In April 2022 the TSC Alliance hosted its flagship fundraising 
event, Comedy for a Cure, at the Avalon Hollywood. With our 
headline sponsor Jazz Pharmaceuticals, this event shattered 
previous records by raising $587,800!

The Dinsdale Family received the Courage in Leadership 
Award for their dedicated support over their years on behalf 
of their son Alex. We also honored Jo Anne Nakagawa with 
the TSC Champion Award for her decades of dedication 
to the cause, serving both individuals at UCLA and her 
impactful career at the TSC Alliance.

The event was headlined by the spellbinding Caroline Rhea, 
and featured comedian Brian Kiley, along with our hilarious 
emcees Wendy Liebman and Jim O’Heir. The evening also 
featured the musical talents of American Idol season 19 alum 
and last year’s Courage in Leadership recipient Althea Grace.

This special anniversary event was sponsored by Jazz 
Pharmaceuticals, Andrea Maginn Memorial Trust, CVS 
Health, Tim and Kathi Dills, Horizon Therapeutics, Marinus 
Pharmaceuticals, Nobelpharma, Szilagyi Family, UCB Inc., 
WNC & Cooper Family, BridgeBio, Upsher-Smith Laboratories 
LLC, Keith A. Hall Family, Hobart and Shapiro Family, and 
Ted and Peggy Mastroianni. 
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20th Anniversary Step Forward to Cure® TSC 

The TSC Alliance held our 20th Anniversary Step 
Forward to Cure TSC Global Hybrid Walk-Run-Ride over 
the weekend of May 14-15. Step Forward to Cure TSC 
has cumulatively raised more than $18.4 million over 
the last two decades. 2022 also featured a return to 
in-person events in Philadelphia, Dallas and Los Angeles.

The event’s success was in large part due to our 
national planning committee, including Shalonda 
Alexander, Andrea Beebe, Mary Jo Cardona, Danielle 
Clark, Lori DiStefano, Preston Fitzgerald, Cindy Fowler, 
Jonathan Goldstein, Shannon Grandia, Frances Harper, 
Lesley Holmes, Jill Hyman, Karen Johnston, Jessica 
Krefting, Jenny Kuehn, Mary Ann Lamb, Heather Lens, 
Jack Lyons, Jessie Myers, Noor Panjwani, Lauren Perry, 
Mary Roberds, Lauren Shillinger, Alanna Spotts, Jackie 
Tallman and Carol Ann White.

Top Fundraisers
	 1.	 Seraphina’s Sweeties: $137,000
	 2.	 Team Jay: $32,000
	 3.	 Bodie’s Buddies: $26,000

National Sponsors
Marinus Pharmaceuticals, Jazz Pharmaceuticals, 
Nobelpharma, Ovid Therapeutics, UCB Inc., Upsher-
Smith Laboratories LLC, MassMutual SpecialCare and 
BridgeBio.

Participating TSC Clinics and Centers of Excellence
Atrium Health (NC), Beaumont Health, Boston Children’s 
Hospital, Boston Children’s Hospital Physicians, 
Children’s Hospital Los Angeles, Children’s National 
Medical Center, Children’s Hospital of Orange County, 
Cincinnati Children’s Hospital, Cook Children’s Hospital, 
Dell Children’s Hospital, Duke University, Carol and 
James Herscot Center for TSC at Massachusetts 
General Hospital, LeBonheur Children’s, Lurie Children’s 
Hospital, Minnesota Epilepsy Group, Nemours/duPont 
Children’s, Penn State Children’s Hospital, Seattle 
Children’s Hospital, Texas Children’s Hospital, Texas 
Scottish Rite Hospital for Children, UCLA, University of 
Alabama Birmingham, University of Iowa, University of 
Maryland Medical Center, University of Texas Health 
Science Center Houston, University of Virginia, Vander-
bilt University and Washington University St. Louis.

Team TSC

The TSC Alliance’s Team TSC is proud to be an Official 
Charity partner with the annual TCS New York City 
Marathon to fund the mission of the TSC Alliance, raising 
$29,209 in 2022. Congratulations and a sincere thank you 
to the 2022 Team TSC runners: Chip Burkhalter, Dr. Peter 
Crino, Jenny Kuehn, Bridget Lucas and Bridget Faria. 

Other events raising more than $10,000

	 •	Antique Sale in Memory of Thorpe Richards: $14,488
	 •	Bcureful Holiday eCard Campaign: $12,292 
	 •	Facebook Donations/Birthday Fundraisers: $51,948
	 •	Luminate the Night: $12,373
	 •	Pours 4 Parker Raffle: $17,980

The President’s Council

The TSC Alliance founded the President’s Council in 
2016 to assemble a team to fund and fuel research 
efforts. Members work with the President & CEO and the 
Board of Directors and contribute a minimum gift of 
$100,000. President’s Council members include: 
	 •	Ramesh and Kalpana Bhatia Family Foundation
		  through the creation of Anya’s Accelerator
	 •	David Coit
	 •	Kay and Will Cooper, through the creation of the 
		  Kay and Will Cooper TSC Mental Health Fund
	 •	Cowlin Family
	 •	Timothy and Kathi Dills
	 •	Christopher and Joy Dinsdale
	 •	Engles Family Foundation on behalf of Engles 
		  Collaborative Research Fund
	 •	Foglia Family Charitable Gift Fund, through the 
		  Bcureful Travel Fund
	 •	Dr. Michael and Janie Frost
	 •	Julian and Janice Gangolli
	 •	Michael and Abby Gregory Foundation at the 
		  Dallas Foundation
	 •	Brittany and John Gottschall
	 •	Jim and the late Andrea Maginn, through the creation
		  of the Abigail and Amelia Clinical Accelerator
	 •	Diane McSwain
	 •	Drs. Jonathan and Bonnie Rothberg & Family, Rothberg 
		  Charitable Foundation of Children’s Diseases
	 •	William Watts
	 •	Lorne Waxlax, through the creation of the Waxlax 
		  Biosample Collection Initiative 
	 •	Wong Family Foundation, through the creation of the 
		  Wong Family Foundation Research Award
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Chair’s Circle
($100,000 and Above)
Anonymous
BridgeBio Pharma, Inc. 
Chris and Joy Dinsdale, Chris and Joy 
  Dinsdale Family Fund of the Community 
  Foundation and Chris and Joy Dinsdale 
  Family Foundation
David M. Coit 
Chris and Joy Dinsdale Family Foundation
Foglia Family Foundation
Michael and Janie Frost
Gerry and Bill Cowlin Foundation
Janice and Julian Gangolli Family Fund
Jazz Pharmaceuticals
Michael and Abby Gregory Foundation 
  at The Dallas Foundation
Nobelpharma
Ovid Therapeutics
Ramesh and Kalpana Bhatia Family 
  Foundation
TSC Alliance Endowment Fund
UCB, Inc.
William Watts
Lorne Waxlax
Wong Family Foundation

Benefactor
($50,000 - $99,999)
Kay and Will Cooper, Sr.
Facebook Community Donations
Brittany and John Gottschall
Jim Maginn
Marinus Pharmaceuticals, Inc.
Diane McSwain
OPL Charities
Drs. Bonnie and Jonathan Rothberg 
  & Family
Upsher-Smith Laboratories, LLC

Sponsor
($20,000 - $49,999)
Michael Andrews
Rebecca Anhang Price and 
  Matthew Price
Child Neurology Foundation
Dravet Syndrome Foundation
Haag Family Foundation
Ingram, Yuzek, Gainen, Carroll, 
  Bertolotti, LLP
JSD Holdings, Inc.
Largent Family Private Foundation Trust
The LAM Foundation
MassMutual SpecialCare
Neurelis, Inc.
Carla and Allan Price
Lacinda and Douglas Scott
Tuberous Sclerosis Canada Sclerose 
  Tubereuse

Protector
($10,000 - $19,999)
Amazon Smile Foundation
Anna And John J. Sie Foundation
Bank of Colorado
Jill and Michael Bluhm
Jason and Alison Brainard
Brownstein Hyatt Farber Schreck
CVS Health
David Farrar
Shmuel Feder
Warren and Laurie Florkiewicz
Carol and James Herscot
Horizon Therapeutics
Sherry and Bill Hyland
James Huntington Foundation
Debra and William Joseph
Cathy and David Krinsky
Mary Ann Lamb
Doug and Linda Loftus
Louis Berkowitz Family Foundation
Mallinckrodt Pharmaceuticals, Inc.
Lynn Marchese
Irene Marton
Peggy and Theodore Mastroianni
McEndaffer Cattle Co.
Nancy and David Michaels
Jo Anne Nakagawa
O’ Friel Family Foundation
The Pediatric Epilepsy Research 
  Foundation
Proforma Solutions for Business
Psychogenics, Inc.
Irene Rothberg
Leslie and Chris Russell
Joshua and Cheryl Samuels
Heidi and Jerrill Sprinkle
Roger Staubach
Synergy Enterprises, Inc.
Karen White and Julie Geissman
Winifred M. Gordon Foundation
Frederic Marton and Nina Zubkoff

Defender 
($5,000 - $9,999)
Steve and Lynn Aguiar
America’s Charities
Anonymous
Jeffrey Avansino
Richard Barnett
Thomas and Elizabeth Beattie
Susan and Dale Bennett
Anita Bhatia
Bow River Capital
Larry Broderick
Linda Buchman
The Burkhalter Family
Mark and Kelly Carroll
Chemistry Rx, LLC
Cliff and Deborah White Family 
  Foundation
Cornelius and Linda DenHarder

Prachee Devadas
Dewey Beer Company, LLC
Kathi and Tim Dills
Gloria Dinsdale
ERS Charitable Foundation
EveryLife Foundation
Helena and William Foulkes
Geico Philanthropic Foundation
Nick Giardina
Judi Gidner
Robert and Kathryn Groves
Lori and James Hartge
Brenda Henry
Dorsey Hightower
Hightower Dermatology
Hungarian Foundation for Tuberous 
  Sclerosis
Sandra and Ed Hyde-Swanson
Irwindale Speedway & Event Center
John and Julie Schmidt Family Foundation
Jonathan A. and Judith T. Marshall Fund
Carly and Andrew Kaye
Daniel Kuehn
Kuehn Family Foundation
Edward Lee
Joia Lee
LivaNova
Lundbeck Pharmaceuticals, Inc.
J. Landis and Sharon Martin
Carol and Herbert Marton
Stuart and Carina Marton
Dan and Becky May
Joel McSwain
Todd Mcwha
Michael P Wilson, Inc.
Robert and Staciellen Mischel
Jon and Patricia Myers
Ned and Barbara Neely
Nobel International
Robert O’Brien
Carlos Ochoa
Parexel
Mark Reich
RFR Realty, LLC
Blair and Kristin Richardson
Robert W Baird & Co. Incorporated
Jane Rogers
Christopher and Kari Rosbeck
Mike Schwartz
Dax Shepard
Benjamin Smith
Arlene and Ralph Sonday
The Sperling Family Charitable Foundation
St. James Elementary School
Sweet Home High School
Lisa and Robert Szilagyi
TacomaBeast
Tricia and Patrick Youssi Fund
Robert Trout and Janet Studley

Annual Fund: major donors and contract revenue
Fiscal Year 2022: January 1 to December 31
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TSC Alliance of India
TSC Alliance of Israel
TSC Alliance of Mexico
John Waterbury
Pamela and Paul Waxlax
WNC & Associates
Wurwand Foundation
Deborah and Joseph Yohn

Advocate
($1,000 - $4,999)
Earl Abramson and Sheila Schlaggar
Howell Adams
Adobe Systems Incorporated
Am Pm Concrete Cutting, Inc.
Paul and Patricia Anderson
Anonymous
Apex Title & Closing Services, LLC
Apple Computer, Inc.
Arborscapes, LLC
Ascension Ministry Service
Stephen and Eileen Ashwal
Michael and Milly Augustine
Naida Bamford
Dorothy Barber
Gary Barnes
John Barrazotto
Edmund and Mary Bartlett
Derek Bauer
Geoffrey Bauer
Seal Beach
Andrea and Ryan Beebe
Benevolent Fund
Michelle Benham
Eric Beresford
Phyllis and Josef Bismanovsky
Julie Blum and Greg Linsin
Boston Scientific Foundation
Alexis Bott
Walter and Mary Bradley
Brammer Family Giving Fund
Breslow Family Foundation
Bright Funds Foundation
Joe and Donna Bryant
Elizabeth and Andrew Buchsbaum
Mike Bugto
Pablo and Corina Burbridge
Ashton Butcher
Randy Cannon
Christopher Capone
Daniel and Ingrid Carroll
Emily Carroll
J. Dodge and Dee Carter
Meg Carter
James and Diane Caserta
CRD Associates
Michael Cavenee
Ray Chan
Kim Chang
Cindy and Dan Chernow
Chevron Humankind Matching Gift 
  Program
Sara Chieffo and David Skillman

Vincent Chieffo
Mardel Chinburg
Chris Latvala Campaign
Mary and Richard Christmas
Daniel Chung
Cincinnati Children’s Hospital Medical 
  Center
Brendon Clark
George Clemens
Wendy Cochran
Connie and Richard Cockerham
Timothy and Catherine Coffey
Edward  and Jacqueline Cohen
Saundra and Harvey Cohen
Kimberly and Mark Colby
Margie and Craig Colby
Maureen Collins
Susan and George Conlon
April and Alfred Cooper
Jennifer and Wilfred Cooper, Jr.
Kari Corey
Geraldine Cowlin
Margaret and Jared Cox
Michelle and Jason Cox
Frank Criniti
Dori and Ed Crofts
Kathryn Cullari
The Daniel and Adrienne Wasserman
  Charitable Fund
David and Nancy B. Walsh Family 
  Foundation LTD
Mary Rose Davis
Robert Davison
Juan De La Paz
Laurie and Stephen Dennis
DeWoody Family Charitable Fund
Dipetro Realty, LLC
DiRx, Inc.
Barbara Eggert
Penny and Dennis Ehrler
Donna and Robert English
Jay Erb
Amy Evenson
Kathryn and Chris Fahney
Jill and Scott Feinstein
Hillary and Joseph Feshbach
Sally and Ben Ficklen
Maureen Filmer
Taylor Foxwell
Rob Fried
Carole Gambrell
Nick and Sharon Gentry
Claudia Gerner
Gertrude and Philip Hoffman Philanthropic 
  Fund of the Jewish Federation of Greater 
  Pittsburgh
Tricia and Eric Gerum
Getsomm, LLC
Eugene Gilder
Bunny and Harold Ginsburg
Give Lively Foundation
Tom Goding
Google Matching Gifts Program

Nancy and Robert Graham
Miriam Green
Dorothea and Martin Grolnic
Michael Grosack
Michael Grossman
Tyler Guettler
Andrea Hall
Jennifer Hall
Nancy and Raymond Hall
Terri Hall
Hamilton Southeastern Jr. High School
Mindy Hanks
Lynn and Dennis Heieie
Mark Borman and Karen Hermelin
Melanie and Daniel Hileman
Arlene and A. Barry Hirschfeld
Jenelle Hitchcock
Christy Hobart and Henry Shapiro
Lesley and Jay Hoffarth
Lesley and Alex Holmes
Honnen Equipment Co.
Alan Hoops
John Horns
Amy and Scott Horwitz
Aaron Howes
Rod Hsu
Ann Huber
Lisa and Tim Huddleston 
Julie and Douglas Hutchison
Laurie Hutton
Sean Hyepock
Kimberly Hyers
Jill and Jonathan Hyman
Mark Hyman and Sheryl Neuman
Rachael Jackson
Martha and Gary Jacobson
Jag Adjusting, Inc
Elizabeth and John Jaranowski
John Garlinger Hazlett Fund of the 
  Licking County Foundation
Johnson & Johnson
Diane and Scott Johnston
KABM Hall Family Fund
Carol and Arnold Kamm
Andi and Albert Kang
Neeta Kapadia
Kendra Scott, LLC
E. Greg Kent
Kent Family Gift Fund
Alan Kines
Klace & Company
Loren Korthuis
Grace and Stewart Krakover
Jon Kralik
Jeff Krol
Darcy Krueger
Frances Kuehn
Thomas Kuehn
Richard Kwiatkoski
Merili Laks
Charles Lamb
Chelsea and James Lamb, Jr.
James Lamb, Sr.
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Lauren and Max Lambert
Lynne and Jeff Lapin
Bev LaSota
Michele and Calvin Lau
Chinny and Johnny Law
Patroski Lawson
LeBonheur Children’s Hospital
Kristi Lengyel
Caroline and Rodney Lenz
William Grabb and Jean Leonard
Matt Leone
Steven Leturno
Keith Levine
Henry Lynn Hook Fund of the Licking 
  County Foundation
Linda G. Porter Charitable Fund of 
Waccamaw Community Foundation
Jim Llovera
Tamora Loftus
Long Branch Covenant Church
Douglas Loock
Shawn Loostrom
Brandi and Jason Lowe
Laura Lubbers
Bridget Lucas
Thomas Lynch and Ann Lynch
Frances and Jack Lyons
Cathy Maassen
Brian Maccarthy
Elizabeth MacDonald
MacPherson Fund, Inc.
Jamie and Lex Madden
William and Audrey Malesky
David Greenstein and Hillary Mandel
Nikki and Michael Mandile
Joya and Lawrence Marks
Laura Marks and Jeremy Buchman
Kevin and Carrie Martin
Celia and Abe Mastbaum
Jill and John McBride
Delfina McKoy
Mary Ann and Robert Melcher
Pedro Melendez
Esther Messing
Ronni and Jordan Metzger
Donna and Harry Meyer
Mike Leprino Family Foundation
Ray Mikulich and Karen Karlsrud
Sandra Miletich
Douglas Miller
Charles Mills
Edward Moncada
Richard Monfort
Ann and John Mork
Lisa and Robert Moss, Seizure Tracker, LLC
Julie Murakami
Network For Good
Tri Nguyen
Jennifer and Robert Nicholson
Cyrus Nikou
Norgren Family Fund
Jess and Michael Noviski
James and Mary Oliver

Kerri O’Neill
Kimberly Osborn
Sally Oxley
Lauren and Richard Packard
Sharon Palm
Shamsuddin and Ali Panjwani
Marsha and Billy Paskell
Muriel Pattis
Perfecting Peds
Kristen Perlmutter
John Phelps
Marcia Philipps
Pinnacle Bancorp, Inc.
Maureen and Andrew Piotrowski
Steven Potolsky
Praxis
Jena Quinn
Rajsekar Rajaraman
Kathy and David Rauch
Resolute Investments, Inc.
Caroline Rhea
Jordan and John Richards, Jr. 
Mary and Steve Roberds
Rocco J, Emma Living Trust
Debbie and John Roeser, III
Jonathan Rogers
Peggy and John Ruckauf
Brian Ruttenberg
Raman and Oonagh Sankar
SAP Software Solutions
Ian Saunders
Kynan Scarr
The Schafer Foundation
Kasey Schalich
Paula Schauble
Schwab Charitable Fund
Mary Ellen and Robert Scott
Seattle Children’s Hospital
James Seith
Seven Livestock Company, LLC
Seyfarth Shaw Charitable Foundation
Elysa and Thomas Seymour
Susan and Jeremy Shamos
The Shawn Gaffney Memorial Fund, Inc.
Shell Oil Company Foundation Matching 
  Gifts
Merrill Shields
Judy and James Shoulak
Ann Skillman
Bradley Smith
Douglas Smith
Kathleen and Joseph Smith, III
Mary and Don Smith
Vianne and Johnny Smith
Soboba Foundation, Inc.
Dawn Soefje
Alexa Souder
Lance Spiegel
Elizabeth and Mark St. Lezin
Kate Staples
Diana Sullivan
Kimberly and Dirk Suringa
Dave Swan

Pam Sztukowski and Chris Holubowicz
Texas Children’s Hospital
Michael Bill Avner Memorial Fund of The 
  Pittsburgh Foundation
Kelly and Sean Thomann
Paul Thomas
Timmerman Feeding Company, LLC
Margaret and Bradley Tolkin
Total Care Rx, Inc.
Kathleen and Thomas Tylman
Ceren Unal
United Way of Southern Maine
Theresa and Harvey Varnet
Christine Viola-Weiss
Melanie Vogel
Nancy and Alan Vogel
Betty Vollmar
Tara Wagner
Walgreens
Amber Walker
Wally World Ventures
Joe Walsh
Neila Walsh
Victor Wang
William and Corinne Ward
Jane Weathers
Lori Westerman
Western & Southern Financial Fund
Lois and Mike Wilke
Rob Willis
Rachel and Joshua Wojnilower
Michael Wong and Cecilia Hsien-Tsing Yu
Kirby and Jennie Woodard
Debra Wright
Sarah and Kevin Wright
Cecelia Yorke
Li Zhang

Champion
($500 - $999)
4 Paws for Ability
ABM Janitorial Services
Lee Ann and Jim Addison
Shalonda Alexander
Michelle Allegrezza
Allerheiligen Alleheiligen
Danielle and Jason Androli
Ann & Robert H. Lurie Children’s Hospital
Lilian and Saied Ansari
Cynthia Arcuri
Gowri and Arul Arulmoli
Phil Ayache
Alina Baciu
Patricia and John Badorf
Baird Foundation, Inc.
Kerry Baldwin
Bancare, Inc.
Donald Bastin
Kara Bates
Erin Baugh-Herrera
Bayonne Glass Co.
Beaumont Children’s Hospital
Eileen and Craig Beebe
Bob Bender
April and David Bennett
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Sherrie and Nick Berchin
Martina Bebin and Fred Bickley
Megan Big John and Michael Hicks
Kevin Bittel
Sharon and Maurice Blair
Daniel Bloomstein and Kirscha Burgess
Kevin Bodnar
Jamie and Brian Boesiger
Fred Bohlander
Maureen and Matt Bolger
Christine Glasow Boline and Stephen 
  Boline
Tyras Bookman
Charles Booth
Boston Children’s Health Physicians of 
  NY & CT
Boston Children’s Hospital
Lucy Bova
William Bowman
Monica and Bobby Boyd
Karen and Harry Broome, Jr.
Jerald Bryant
Trisha and Tom Burt
Margaret and Jim Burt
Karen Buscemi
Sara Callahan
Katie Camarro
Barbara and Frank Capone
Lisa Carlton and Kevin Waller
Edie and Scott Catlin
Erin Catto
Annette and Allan Chandler
Charity Gift Certificates
Justus Chernow 
Children’s Hospital of Los Angeles
Children’s Hospital of Orange County
Children’s National Medical Center
Chubb Charitable Foundation
Chubb
Dorothy and Ron Cibulskis
Brigitte and Rudolf Clasen
Clinic Without Walls Serving NYC, 
  Westchester, Hudson Valley & 
  Connecticut 
Patricia Cochran
Michael Cohen
Cynthia and Gregory Collins
Susan and Paul Collins
Columbian Charities of Missouri, Inc.
Julie and Jeff Conway
Cook Children’s Health Care System
Steven Crevar
Peter Crino
Kelly Cummins
Eileen and Paul Curry
David Dashiell
Holly Davie
debra of America
Tyler Deines
Meghan Delaney
Yssa DeWoody
Jerry Diaz
Marissa Downs
Gil Drexel
John Duffy
Thomas Ecker
Nancy and Terry Elling
Teresa and Todd Embury
Christopher Emerson

Stacey and Brent Erickson
Ronald and Katherine Espalin
Everence Financial
Expeditors International of Washington, Inc.
Rachel Fall
Racing Family
Wendy Favinger
Jeannine and David Fitzmaurice
Judy and Bruce Fitzmaurice
Emily and Peter Flaaen
Alice Fleetwood
Kristen Flesch
Melanie Fletcher
Ellen and Michael Flynn
Karem Ford Smith
James and Jane Foster
Katy and James Foster
Cindy and Steve Fowler
Leslie and Mike Fox
Paul and Susie Franke
Manga Fraser
Matthew French
Susan and Tom French
Dave Friedl
Sheree and Marcel Friedmann
Laura Furey
Joseph Gallagher
Nancy and Don Germano
Diane Gerner
Ronnie Gibbons
Nancy and Douglas Glass
Leonard Goodman
Reese Grafft
Shannon and Rob Grandia
Jennifer and Frederic Gross
Diane and Charles Gulas
Karen Gustafson
Kathy and Mike Gutto
Sara Hammerbacher
Lee and Susan Hammontree
Carter Hampton
Matt Hannan
Heather and Jonathan Harden
Dave Harms
Frances Harper
Anise Harper
Spencer Harrington
Kristen Harrison
Harrison Street Real Estate Capital
Hallie Hays
Ann and Ron Heffron
Andrew and Susan Heffron
Jerry Heidelk
Rick Heltzel
Theresa Hemp-Hall
Elizabeth Henske
Valentina Herrera
Lisa Hidaybaca
Shirley Hill
Janet Hill
Kathie and Butch Hitchcock
Carol Hobart
Jordan Holbert
Dana and Bruce Holinka
Courtney Holland
Carol and Ralph Honderd
Greg Hoover
Michelle and Justin Hoozee
Christopher Hopkins

Lorraine Houchin
Robert Hudson
Carolyn and Curtis Hull
Iris and Michael Hyman
Harold Hyman
Corinne Imperatore
Natalie and Andrew Jaeger
Charles Joanedis
Charles and Katherine Johanson
Colleen and Michael Johns
Shonnie Johnson
Jollyville Sertoma Club, Inc.
Susan and Matt Jorski
Darrell Joseph
Deborah and Jay Julow
Natalie and Ben Keane
Jennifer Keil
Christine Keller
Kennedy Krieger Institute TSC Clinic
Lisa Kessler
Karima Khawja
Sally and Craig Kieny
Pavel Klein
Ronald Klein
Robert Kohrmann
Luke Korthuis
Bonnie Korthuis
Blake Korthuis
Merry and Russell Kraft
Robin and Jeremy Krantz
Cynthia and Robert Kupper
Marcy and Marc Kurzman
Hee and Young Kwak
Heather and Christopher Lens 
Yadira La Luz
Judy Lagraff
Holly Laird
Will Lamb
Renee Leeb
Gary Leshgold
Adele and John Lewis
Mark Lezama
Robert Lindo
Michelle and Jason Litsky
Abby Locken Meyer
Richard Lucett
Judy Luther
Tiffany and James Lynch
Frances and Jack Lyons
Susan MacMillan
Shawn Madden
Barbara Malatesta
Judith and Edward Malecki
Amber Martin
Michael Mason
Gary Mathern
Angela McCarthy
Kevin McCray
Theresa and Charles McFadden
Toby McIlwain
Virginia McKiernan
Anne and Blaine McPeak
Karen Meade
Suzanne and Tom Meade
Medisys Health Communications, LLC
Anjali Mehta and Ruchik Desai
Greg Meier Enterprises
Shelly and Matthew Meitzler
Rocio Melendez
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Mid-Atlantic Epilepsy Sleep Center
Carolyn Miller
Roslyn and George Miller
Carol Miller
Minnesota Epilepsy Group, P.A.
Lili Misel
Lourdes Montagne
Barbara and Ted Montgomery
Jennifer Moody
Linda and Clark Moore
Megan and Michael Nelson
Jennifer Northrup
Sharon and Leon Oberlander
Giuseppe O’Brien
Omaha Community Foundation
Lily O’Rielly
Crystal and Shawn Osthoff
Anthony Pace
Georgiann Paine
Elizabeth and Vincent Palagiano
Zohra and Noor Panjwani
Mehendi and Anil Panjwani
Ann Parker
Laurie and David Pauker
PayPal Charitable Giving Fund
Sandra Perlmutter
David Peterman
LeAnn and Christopher Peterson
Carolyn and Raymond Peterson
Kim Phan
Lauren Phan
Jan and David Phillips
Yokeley Plumbing
Mary Jane and Harold Podgorski
Jen Pooley
Krista and Dan Poretz
Rosie Pottebaum
Kathryn Pratt
Janice Primus-Wickett
Daniel Reineke
William Reinhardt
Kim and Barry Retchloff
Kelly Rice
Beth and James Rice
Rachel Richards
David Ritter
Alice and John Robin, III
Maureen and Patrick Roche, III
Theresa Rosbeck
Diane Rose
David Rothberg and Nan Birdwhistell
Gail Rothrock
Deborah Rothweiler
Robbin Roush
Andrew Rowell
Shie Rozow
Paula Rubin
Gayle and Allen Ruplinger
Mildred Sanders
Jennifer Schillig
Colleen and Dale Schleich
Sonja and Michael Schwien
Julie and David Scroggins
Jennifer Segal Geetter
Mary and Paul Seward
Myra Shapiro and Michael Connolly
Mariah Sheikh
Jeffrey Sherman

Sheila Shillinger
J.R. Sichel
Brooks Simmons
Scott Sizemore
Jodi Smith
Joanne and Hans Spiecker
Namit Srivastava
Stanford Children’s Hospital
David Stark
Cynthia Sterling
Stacy Stevens
Linda Stewart
Warren Stewart
Stolte Enterprises, Inc.
Ashlynn Strode
Joan and Louis Sudholz
Carrie Sumner
Mark Supko
Jacob Szilagyi
TAND Consortium
Priyamvada Tatachar
Hal Tearse and Nicole Wright
Texas Scottish Rite Hospital
John Thomas
Ellen and Daniel Tobin
Katherine Tobin
Todd Family Charitable Foundation
Diana and Donald Tomoi
James and Heather Trimm
TSC Center of Maryland, University of 
  Maryland
Cynthia and James Tuite
Tuition Help, Inc.
Mary Sue and Keith Turner
UAB
UCLA
Ultragenyx
United Way of The Greater Capital 
  Region, Inc.
University of Iowa Stead Family 
  Children’s Hospital
Kate Van Poppel
Vannice Logging
Norma Vasquez
Ali Velshi
Veyl Ventures
Bachtuyet Maria Vinci
Barbara Wachter-Regello
Mona Wahlert
Barbara and Michael Webb
Catherine and Robert Webster
Howard Weiner
Julius Werner
Caroline Westerman
Carolann White
Kristin Whitman
Sheila and Carl Wiezalis
William & Beverley Mansfield 
  Charitable Fund
Dwight and Joan Williams
Hayes Williams
Susan Winfield
Terence Wingert
Gerald Witinok
Joel Wojnilower
Katelyn and Ben Yeamans
Judy and Marlin Yoder
Paige and Kevin Yost
Virginia and Christopher Yukins

Major Gifts in Kind
(Value of $500 or more, as identified 
on received  in-kind forms)
Bob’s Watches
Mariah Boyd
Shane Brady
Damon Casatico
Kristie Cline
David Coit
Mo Collins
April and Alfred Cooper
Kathi and Tim Dills
DMP Properties
Edina Kiss Jewelry
Kate Flannery
Friends of TSC Alliance
Tiffani and Louis Goff
Althea Grace
Grand Hyatt Kauai Resort Spa
Mark Halper
Frances Harper
John Henson
Lisa and Tim Huddleston
Holly Hunt
Jill and Jonathan Hyman
Kari and Justin Ihle
Kent and Yvonne Kahlen
Kaye Design Studios
Brian Kiley
Wendy Liebman
LifeCell - South Beach Skincare
Doug P Loftus, CFP, Wealth Dimensions
Lorin Backe Photography
Jim Maginn
Irfan Mamdani
Gus Mayer
Mobile Motion
Neiman Marcus
Ocean Properties Limited
Jim O’Heir
Noor and Zohra Panjwani
Permanent-Lines
Melissa Peterman
Gretchen Pickett
Nicole Radcliffe
Caroline Rhea
Mary and Steve Roberds
Kari and Christopher Rosbeck
Parrish Sadeghi
Patricia Schmutte
Sonja and Michael Schwien
Henry Shapiro and Christy Hobart
Craig Shoemaker
Alexy Skuby
Lisa and Robert Szilagyi
Trout Mouth Charters
W Hollywood
Paul Wang
Adrienne and Daniel Wasserman
Zain Capital

The TSC Alliance strives to correctly recognize 
all our donors. We apologize in advance for any 
errors, omissions or misspellings in this annual 
report. Please call our office at (800) 225-6872 
with any corrections.
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Endowment Fund
The TSC Alliance Endowment Fund is a 
separate fiduciary organization specifically 
chartered to receive gifts that will be 
invested to generate an income stream to 
help fulfill the mission of the TSC Alliance. 
The Endowment Fund ensures the TSC 
Alliance has an ongoing source of funding 
to better serve those touched by TSC 
through education, support services and 
research.

Founders Society
($100,000 and above)
Michael and Milly Augustine

Advancement Society
($25,000 - $99,999)
Shonnie Johnson and the late 
  Ken Johnson
The late Magdalena Lutsky
Philip and Marion Winsor

Century Society
($10,000 - $24,999)
Andrea Hall and the late Keith Hall
Peggy Seessel
Robert and Joan Appleby Foundation

Enrichment Society
($5,000 - $9,999)
James Norman
Paul and Pamela Waxlax

Investment Society
($500 - $4,999)
Randal Banks
Carol Michael
Network For Good
Suzanne Macdonald Family Fund

The Eternal Flame 
Society
When individuals and families inform the 
TSC Alliance of a designated planned gift 
through a will or estate plan to the TSC 
Alliance Endowment Fund or the TS 
Alliance they become part of the Eternal 
Flame Society. If you or a loved one has 
designated the TSC Alliance through a 
planned gift and are currently not listed 
on The Eternal Flame Society, please let 
us know so we can add you. 

We are pleased to honor the following 
distinguished members of the Eternal 
Flame Society:

Harry Alcorn*
Anonymous
David Armijo
Michael and Millicent Augustine
Barbara Bartlett*
Harold and Bernice* Belfer
Jeffery and Gloria* Benham
Matt Bolger
Treasa Bolger-Dunlap
Alice Brossart
Anthony Brunno*
Scott and Jan Burton
Marguerite Cleveland
John and Katherine Conrad
Kay and Will Cooper
Richard and Reiko Donato
Rocco J. Emma
Cindy Fowler
Richard and Rosemarie Gammache*
Jeffrey Ross Goldstein
David and Laura Grimes
Robert W. and Kathryn A. Groves
Shannon Hackley
Keith Hall*
Jeffrey and Lisa Hargreaves
Clara Harwell
Anne Heilman*
James and Amy Hobbs
Jaye Isham
Ken* and Shonnie Johnson
Arnold and Carol Kamm
Steve and Laura Kozisek
David and Cathy Krinsky
Mark Leal
Phyllis Leist
Glenn Leiter*
Craig T. Lewis*

Doug and Linda Loftus
Magdalena Lutskey*
James Lynch
Glennwood Dale Maier*
Robert McBride*
Donna McGaha
David and Jan Mintz
William Morris*
Maria Sharon Munoz-Chargoy
Ottilitt Nadel*
Jean Panther*
David and Penney Parkes
Jeffrey and Bonnie Rickert
Emma Rocco*
Pat and Jennifer Rolfes
Kari Luther Rosbeck
Dave and Nancy Scott
Robert and Mary Ellen Scott
Joan Smardan*
Fred and Ilse Smith
John and Janine Steenman
Mark Stromberger*
Rob Thurston
Kathy Trapp
Alma A. Tutrone*
Jim and Nancy Weir
Philip and Marion Winsor
Barbara Witten and William Bradley
Frieda Zimmerman*

*Deceased

Endowment Named 
Funds
On 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
Augustine Family Fund
John A. Conrad Jr. Memorial Fund
Carrie Cooper Memorial Fund
Matthew J. Fox Fund
Ken Johnson Memorial Fund
Lauren E. Krinsky Fund
The Lawler Fund
Cade Scott Fund
Jeb Ward Legacy Fund

Please remember the TSC Alliance Endowment 
Fund when planning for the future by designat-
ing a gift to the organization.
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Leadership
Operating Board of Directors
Peter Crino, MD, PhD, Chair 
Moorestown, NJ  
William Joseph, Vice Chair 
State College, PA  
Paul Waxlax, Treasurer 
Denver, CO  
Jessica Krefting, BNS, RN, Secretary 
Madison, AL  
Derek Bauer, MD 
Charlottesville, VA  
Julie Blum 
Potomac, MD  
Matt Bolger 
Lansing, MI  
Chip Burkhalter 
Alexandria, VA  
Lisa Carlton, PhD
Washington, DC 
Mark Carroll 
Saratoga, CA  
Sara Chieffo 
Washington, DC  
David Coit 
Cape Elizabeth, ME  
Margaret Cox 
Vestavia, AL  
Andrew Duffy, International Partner Member 
Toronto, ON  
Julian Gangolli
Santa Ynez, CA  
Tanjala Gipson, MD 
Cordova, TN  
Steven Goldstein, CPA, FFS 
Westport, CT  
Rob Grandia 
Riverside, CA  
Dana Holinka 
Northglenn, CO  
Darcy Krueger, MD, PhD 
Mason, OH  
Patroski Lawson, MSP
Washington, DC 
Kristi Lengyel
Los Angeles, CA 
Heather Lens 
Westville, OK  
Laura Marks
Queens, NY 
Diane McSwain 
Crystal Lake, IL  
Mustafa Sahin, MD, PhD 
Needham, MA  
Sean Shillinger 
Adamstown, MD  
Brittany Smith
Kenilworth, IL 
Vanessa Vazquez 
Miami, FL  
Tara Zimmerman 
Reno, NV 

Endowment Fund Board of Directors
Marion Adams, Chair 
Mobile, AL  
Michael Augustine, JD, Secretary 
San Gabriel, CA  
Hal Tearse, Treasurer 
Independence, MN  
Rita DiDominico 
Staten Island, NY 
Timothy Dills
Great Falls, VA 
Robert W. Groves, III 
Leander, TX 
Jim Maginn
Manhattan Beach, CA 
Brittany Smith 
Kenilworth, IL  
Paul Waxlax 
Denver, CO 

Corporate Advisory Board
Wilfred Cooper, Sr., Honorary Chair
Founder and Chairman Emeritus
WNC & Associates 
Julianne Moore, Honorary Chair 
E. Martina Bebin, MD, MPA
Co-Director
University of Alabama TSC Clinic 
Rita DiDomenico
Vice President
MUFG Bank 
Rusty Field
CEO and President
Evenstad Estates 
David Fitzmaurice
Director of Business Development
Sealed Air 
Gail Gershon 
Ken Kocher
Former President
LIDS Sports Group 
Laura S. Lubbers, PhD
Chief Scientific Officer
CURE Epilepsy 
Alan Marshall
Senior Director, Customer Engagement
Jazz Pharmaceuticals 
Ted Mastroianni 
David Michaels
Senior Vice President
Wells Fargo Bank, NA 
Darren Miles
Vice President, International Operations
Dairy Queen 
MaryJane Mudd 
John P. Nicholson, MD, MBA
Clapboard Ridge Consulting, LLC 
Sean C. Nolan
Chairman
Encoded Therapeutics, Inc. 
Rebecca Anhang Price, PhD 
Henry Shapiro
Chairman
MarketCast Group 

Judy Shoulak
Owner
Relatively Speaking 
John Thorpe Richards, Jr.
Bogorad and Richards, PLLC 
Marc Shapses
Executive Managing Director
Savills Studley

Staff
Kari Luther Rosbeck 
President & Chief Executive Officer  
Cynthia Arcuri, CPA 
Chief Financial Officer  
Steven Roberds, PhD 
Chief Scientific Officer  
Dean Aguiar, PhD 
Vice President, Translational Research  
Ryan Beebe 
Manager, Annual Giving & Partnerships  
Christen Bell 
Grant Writer Consultant  
Liz Cassidy, MPH
Research Project Manager 
April Cooper 
Vice President, Community Programs  
Landon Cox 
Development Coordinator  
Zoë Fuchs 
Manager, Translational Research  
Emebet G/Micheal 
Senior Accountant  
Jaye Isham 
Senior Vice President, Strategic Communications  
Carly Kaye 
Community Programs Manager  
Daniel Klein 
Director, Digital Platforms  
Maddison Larrimore
Social Media & Content Coordinator 
Justin Martucci 
Development Systems Manager  
Shelly Meitzler 
Director, Outreach & Support  
Lisa Moss 
Vice President, Donor Relations  
Ashley Pounders, MSN, FNP-C 
Director, Medical Affairs  
Gabrielle Rushing, PhD 
Director, Research  
Gail Saunders 
Director, Community Programs  
Katie Smith 
Director, Government & Global Affairs  
Rachel Wojnilower 
Chief of Staff 
Anne Wolfe 
Senior Manager, Strategic Projects 
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Community Alliances
TSC Alliance of Alabama
Margaret Cox, Chair 
TSC Alliance of Alaska
Rebecca Racenet, Chair 
TSC Alliance of Arizona
Terri Butler, Chair  
TSC Alliance of Connecticut
Jennifer Waldron, Chair 
TSC Alliance of Dallas/Fort Worth
Leslie Russell, Chair
Lauren Sims, Vice Chair  
TSC Alliance of Delaware/Lehigh Valley 
Liz Saadoun, Chair
Devon McCollum, Vice Chair  
TSC Alliance of the Delta Region  
TSC Alliance of Florida
Amy Hightower, Co-Chair
Vanessa Vazquez, Co-Chair 
TSC Alliance of Georgia
Wendi Scheck, Chair  
TSC Alliance of Greater Kansas
Amy Dublinske, Chair  
TSC Alliance of Hawaii
Trisha Kam, Chair 
TSC Alliance of the Heartland
Wendy Andersen, Chair  
TSC Alliance of Houston 
TSC Alliance of Illinois
Geri Greenberg, Chair 
TSC Alliance of Indiana
Cassie Souder, Chair  
TSC Alliance of Intermountain West
Kelli Sutherland, Chair  
TSC Alliance of Kentucky
Melissa Bartley, Chair  
TSC Alliance of Maryland
Lauren Shillinger, Chair
Kristy Nunley, Vice Chair 
TSC Alliance of Michigan
Mary Jo Cardona, Chair 
TSC Alliance of Nevada
Kathleen Kingston, Co-Chair
Tara Zimmerman, Co-Chair  
TSC Alliance of New England 
TSC Alliance of New York and New Jersey
Laura Marks, Co-Chair
Rhiannon Schade, Co- Chair  
TSC Alliance of Northern California
Lillian Ansari, Co-Chair
Jennifer Yeamans, Co-Chair 
TSC Alliance of North Carolina
Karen Johnston, Co-Chair 
Kristen Robinson Moore, Co-Chair  
TSC Alliance of Ohio
Tammy Thorne, Chair 
TSC Alliance of Oklahoma/Arkansas
Heather Lens, Chair 
TSC Alliance of the Rocky Mountains
Dana Holinka, Chair  
TSC Alliance of Southern California
Lesley Holmes, Co-Chair
Tara Palage, Co-Chair 
TSC Alliance of South Carolina
Amy Bredeson, Chair  

TSC Alliance of St. Louis and Southern Illinois 
Jackie Grenia, Chair  
TSC Alliance of Tennessee
Lauren Perry, Chair  
TSC Alliance of Upper Midwest
Alanna Spotts, Chair 
TSC Alliance of Washington DC/Virginia 
TSC Alliance of Western Pennsylvania
Kelsey Hudson, Chair  
TSC Alliance of Wisconsin
Kristin DeGueme, Chair 
Nicole Dreier, Vice Chair  
TSC Alliance of the Pacific Northwest
Gloria Triebenbach, Chair
 
Adult Regional Coordinators
Region 1: Washington, Oregon, Idaho, Montana, 
Wyoming, Alaska
Adult Regional Coordinators: Rob and Shannon 
Grandia
Auxiliary Adult Regional Coordinator: 
Daniel Price  
Region 2: California, Arizona, Nevada, 
New Mexico, Utah, Hawaii
Adult Regional Coordinators: Rob and Shannon 
Grandia 
Auxiliary Adult Regional Coordinator: 
Daniel Price  
Region 3: Colorado, Nebraska, South Dakota, 
North Dakota, Iowa, Minnesota, Wisconsin
Adult Regional Coordinator: Danielle Clark  
Auxiliary Adult Regional Coordinator: Melyssa 
McDonough   
Region 4: Texas, Oklahoma, Kansas, Missouri, 
Arkansas, Louisiana
Co-Adult Regional Coordinator: Emilie Hyde 
Co-Adult Regional Coordinator: Foster Hyde 
Region 5: Illinois, Michigan, Indiana, Ohio, 
Pennsylvania
Adult Regional Coordinator: Phil Tallman 
Region 6: Tennessee, Kentucky, Georgia, 
Alabama, Mississippi, Florida
Adult Regional Coordinator: Kate Crossett  
Region 7: Connecticut, Vermont, Maine, Rhode 
Island, New Hampshire, New York, New Jersey, 
Massachusetts
Adult Regional Coordinator: Iris Mustich, MPH 
Region 8: Delaware, Virginia, West Virginia, 
Maryland, North Carolina, South Carolina, 
Washington DC
Adult Regional Coordinator: Kathy Henkel 
All Regions: Adult Regional Coordinator/
Social Media: Danielle Clark

Professional Advisory Board
Darcy A. Krueger, MD, PhD, Chair
Cincinnati Children’s Hospital Medical Center
Cincinnati, OH
Specialty: General Neurology 
Adrenals, Bladder, Kidneys, Testes
David H. Ewalt, MD
Urology Clinic of North Texas
Dallas, TX
Specialty: Urological Surgery 
Central Nervous System/Epilepsy
Rajkumar Agarwal, MD
Dayton Children’s Hospital
Dayton, OH
Specialty: Pediatric Neurology, Epilepsy 
Saba Ahmad, MD
University of Illinois at Chicago
Chicago, IL
Specialty: Pediatric Neurology & Epilepsy 
Stephen Ashwal, MD
Loma Linda School of Medicine
Department of Pediatrics
Loma Linda, CA
Specialty: Pediatric Neurology 
Erika Axeen, MD
University of Virginia
Charlottesville, VA
Specialty: Pediatric Neurology & Epilepsy 
Derek Bauer, MD
University of Virginia
Charlottesville, VA
Specialty: Neurology & Epilepsy 
E. Martina Bebin, MD, MPA
University of Alabama at Birmingham
Department of Neurology
Birmingham, AL
Specialty: Pediatric Neurology & Epilepsy 
Poonam Bhatia, MD
Phoenix Children’s Hospital
Phoenix, AZ
Specialty: Pediatric Neurology 
Nicholas Blondin, MD
Yale New Haven Health
New Haven, CT
Specialty: Neurology, Neuro-oncology 
Deborah Briggs, MD
Seton Brain and Spine Institute
Dell Medical School
Neurology
Austin, TX
Specialty: Neurology & Epilepsy 
Harry T. Chugani, MD
NYU Langone Medical Center
New York, NY
Specialty: Pediatric Neurology & Epilepsy 
Rohini Coorg, MD
Texas Children’s Hospital/ Baylor College of 
Medicine
Pediatric Neurology
Houston, TX
Specialty: Pediatric Neurology & Epilepsy 
Peter Crino, MD, PhD
University of Maryland School of Medicine
Department of Neurology
Baltimore, MD
Specialty: Adult Neurology & Epilepsy 
Nagma Dalvi, MD
Children’s Hospital at Montefiore
Bronx, NY
Specialty: Pediatric Neurology, Neuro-oncology 
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Steven DeRoos, MD
Helen DeVos Children’s Hospital
Grand Rapids, MI
Specialty: Pediatric Neurology & Pediatrics 
Orrin Devinsky, MD
NYU Langone Comprehensive Epilepsy Center
New York, NY
Specialty: Neurology & Epilepsy 
Francis J. DiMario, Jr, MD
Connecticut Children’s Medical Center
Division of Pediatric Neurology
Farmington, CT
Specialty: Pediatric Neurology & Pediatrics 
Michael J. Doherty, MD, FAAN
Swedish Neuroscience Institute
Seattle, WA
Specialty: Neurology & Epilepsy 
Michael S. Duchowny, MD
Nicklaus Children’s Hospital
Department of Neurology
Miami, FL
Specialty: Pediatric Neurology, Neurophysiology 
& Epilepsy 
David W. Dunn, MD
Riley Hospital for Children
Indiana University School of Medicine
Department of Neurology
Indianapolis, IN
Specialty: Pediatric Neurology & Psychiatry 
Nancy J. Elling, RN, BSN, CPN
Children’s National Medical Center
Department of Neurology
Washington, DC
Specialty: Nursing (Neurology & Epilepsy) 
Kevin C. Ess, MD, PhD
Vanderbilt University
Department of Neurology
Nashville, TN
Specialty: Pediatric Neurology & Epilepsy 
Francis M. Filloux, MD
Primary Children’s Hospital
Salt Lake City, UT
Specialty: Pediatric Neurology, Pediatrics 
J. Robert Flamini, MD
PANDA Neurology
Atlanta, GA
Specialty: Pediatric Neurology 
David Neal Franz, MD
Children’s Hospital Medical Center
Department of Neurology
Cincinnati, OH
Specialty: Pediatric Neurology & Epilepsy 
Michael D. Frost, MD (Retired)
The Minnesota Epilepsy Group, P.A.
Roseville, MN
Specialty: Pediatric Neurology & Epilepsy 
Joao Garcia, MD
Neural Clinic
Merida, Yucatan, Mexico
Specialty: Pediatric Neurology 
Tal Gilboa, MD
Hadassah Medical Center
Jerusalem, Israel
Specialty: Pediatric Neurology and 
Developmental Pediatrics 

Michael Kohrman, MD
Akron Children’s Hospital
Department of Neurology
Akron, OH
Specialty: Pediatric Neurology, Epilepsy and 
Sleep Medicine 
Josiane LaJoie, MD
NYU Langone Medical Center
New York City, NY
Specialty: Pediatric Neurology/Epilepsy 
Scheherazade Le, MD
Stanford University and Clinics
Department of Neurology
Stanford, CA
Specialty: Neurology & Epilepsy 
Ki Hyeong Lee, MD
Florida Hospital for Children
Orlando, FL
Specialty: Pediatric Neurology & Epilepsy  
Aimee Luat, MD
Children’s Hospital Michigan
Pediatric Neurology
Detroit, MI
Specialty: Pediatric Neurology & Epilepsy 
Philippe Major, MD
CHU Sainte-Justine, University of Montreal
Montreal, Quebec Canada
Specialty: Pediatric Neurology 
William McClintock, MD
Children’s National Medical Center
Department of Neurology
Washington, DC
Specialty: Pediatric Neurology 
Patricia E. McGoldrick, PNP, MPA
Boston Children’s Health and Maria Fereri 
Children’s Hospital
Westchester, NY
Specialty: Pediatric Nurse Practitioner, 
Neurology & Developmental Disabilities 
Ana Melikishvili, MD
Nemours/duPont Hospital for Children
Wilmington, DE
Speciality: Pediatric Neurology/Epilepsy 
Anne Marie Michon, MSN, RN, CPNP-PC
Beaumont Children’s Hospital
Department of Pediatric Epilepsy
Royal Oak, MI
Specialty: Certified Pediatric Nurse Practitioner, 
Pediatric Epilepsy 
Lawrence Morton, MD
Virginia Commonwealth University Health 
System
Richmond, VA
Specialty: Pediatric Neurology & Epilepsy 
Srishti Nangia, MD
New York Presbyterian/Weill Cornell Medical 
Center
Division of Child Neurology
New York, NY
Specialty: Pediatric Neurology & Epilepsy 
Danielle A. Nolan, MD
Beaumont Health System Comprehensive TSC 
Clinic
Royal Oak, MI
Specialty: Pediatric Neurology & Epilepsy 
Iris Noyman, MD
Soroka Medical Center affiliated with Ben 
Gurion University of the Negev
Be’er Sheva, Israel
Specialty: Pediatric Neurology & Epilepsy 

Tanjala T. Gipson, MD
The Boling Center at the University of 
Tennessee Health Science Center and
LeBoheur Children’s Hospital
Memphis, TN
Specialty: Pediatrics, Pediatric Neurology, 
Neurodevelopmental disabilities 
Deborah Rukin Gold, MD
Rainbow Babies and Children’s Hospital at 
University Hospitals Cleveland Medical Center
Cleveland, OH
Specialty: Pediatric Neurology, Neuro-oncology 
Howard P. Goodkin, MD, PhD
University of Virginia
Departments of Neurology and Pediatrics
Charlottesville, VA
Specialty: Pediatric Neurology 
Ajay Gupta, MD
Cleveland Clinic
Department of Neurology
Cleveland, OH
Specialty: Pediatric Neurology & Epilepsy 
Ann Hyslop, MD
Nicklaus Children’s Hospital
Miami, FL
Specialty: Pediatric Neurology & Epilepsy 
Mohammed Ilyas, MD
Children’s Mercy Hospital
Kansas City, MO
Specialty: Pediatric Neurology & Epilepsy 
Monica P. Islam, MD
Nationwide Children’s Hospital
Ohio State University
Columbus, OH
Specialty: Pediatric Neurology 
Anna Jeong, MD
AbbVie, Inc.
North Chicago, IL
Specialty: Pediatric Neurology & Epilepsy 
Charuta Joshi, MBBS
Children’s Medical Center Dallas & University of 
Texas Southwestern
Dallas, TX
Specialty: Pediatric Neurology & Epilepsy 
Karen C. Keough, MD
Neurology Consultants of Austin
Austin, TX
Specialty: Pediatric Neurology & Epilepsy 
Samir Karia, MBBS
Norton Children’s Hospital
Louisville, KY
Specialty: Pediatric Neurology, Epilepsy 
Mark Keezer, MDCM, PhD
Centre Hospitalier de l’Université de Montréal
Montreal, Quebec Canada
Specialty: Neurology 
Mary Kay Koenig, MD
University of Texas Health Science Center
Houston, TX
Specialty: Pediatric Neurology 
Susan Koh, MD
University of Colorado
Division of Pediatric Neurology
Denver, CO
Specialty: Pediatric Neurology & Epilepsy 
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Vikram Prakash, MD
Arnold Palmer Hospital for Children
Orlando, FL
Specialty: Pediatric Neurology 
Scott Perry, MD
Cook Children’s Hospital
Department of Neurology
Ft. Worth, TX
Specialty: Pediatric Neurology 
Donald J. Phillips, MD, MPH
Children’s Hospital Orange County
Orange, CA
Specialty: Pediatric Epilepsy, Neurology, 
Clinical Neurophysiology 
Brenda E. Porter, MD, PhD
Stanford University School of Medicine
Division of Child Neurology
Stanford, CA
Specialty: Pediatric Neurology & Epilepsy 
Stephanie Randle, MD
Seattle Children’s Hospital
Seattle, WA
Specialty: Pediatric Neurology & Epilepsy 
James J. Riviello Jr., MD
Texas Children’s Hospital
Section of Neurology and Developmental 
Neuroscience
Houston, TX
Specialty: Pediatric Neurology & Epilepsy 
Steve Roach, MD
University of Texas at Austin
Dell Medical School
Austin, TX
Specialty: Pediatric Neurology 
Tena Rosser, MD
Children’s Hospital Los Angeles
Los Angeles, CA
Specialty: Pediatric Neurology 
Mustafa Sahin, MD, PhD
Boston Children’s Hospital
Department of Neurology
Boston, MA
Specialty: Pediatric Neurology 
Debopam Samanta, MD
Arkansas Children’s, University of Arkansas for 
Medical Sciences
Little Rock, AR
Specialty: Pediatric Neurology & Epilepsy 
Eric B. J. Ségal, MD
Northeast Regional Epilepsy Group 
Comprehensive TS Clinic
Hackensack, NJ
Specialty: Pediatric Neurology & Epilepsy 
Joo Hee Seo, MD, MSc
Florida Hospital for Children
Orlando, FL
Specialty: Pediatric Neurology & Epilepsy 
Donald Shields, MD (Retired)
University of California, Los Angeles
Division of Pediatric Neurology
Los Angeles, CA
Specialty: Pediatric Neurology & Epilepsy 
Mary T. Silvia, MD
Wake Forest Baptist Medical Center
Department of Neurology
Winston-Salem, NC
Specialty: Pediatric Neurology, Clinical 
Neurophysiology, Epilepsy 

Michael Wong, MD, PhD
Washington University School of Medicine
Department of Neurology
St. Louis, MO
Specialty: Pediatric Neurology & Epilepsy 
Joyce Y. Wu, MD
Ann & Robert H. Lurie Children’s Hospital
Chicago, IL
Specialty: Pediatric Neurology & Epilepsy 
Akira Yoshii, MD, PhD
University of Illinois at Chicago
Chicago, IL
Specialty: Pediatric Neurology 
Maria M. Zak, MN, NP
The Hospital for Sick Children
Toronto, Ontario Canada
Specialty: Pediatric Neurology
 
Diagnostic Imaging
Julie A. Matsumoto, MD, FACR
Department of Radiology and Medical Imaging
University of Virginia Health System
Charlottesville, VA
Specialty: Neuroradiology 
Endocrinology
Pei-Lung Chen, MD, PhD
National Taiwan University Hospital
Taipei City, Taiwan
Specialty: Endocrinology, Metabolism, Medical 
Genomics 
Stephen R. Hammes, MD, PhD
University of Rochester School of 
Medicine and Dentistry
Rochester, NY
Specialty: Endocrinology and Metabolism 
Eyes/Teeth
Mary Elizabeth Aronow, MD
Massachusetts Eye & Ear Infirmary
Harvard Medical School
Boston, MA
Specialty: Vitreoretinal Diseases, Intraocular 
Tumors, Ophthalmic Oncology 
Elizabeth Gosnell, DMD, MS
Division of Pediatric Dentistry and Orthodontics
Cincinnati Children’s Hospital Medical Center
Cincinnati, OH
Specialty: Pediatric Dentistry 
Miguel A. Materin, MD
Duke University Eye Center
Durham, NC
Specialty: Ophthalmic Oncology 
Genetics
Donald Basel, MD
Children’s Hospital of Wisconsin
Milwaukee, WI
Specialty: Genetics 
Melissa Crenshaw, MD
Johns Hopkins All Children’s Hospital
St. Petersburg, FL
Specialty: Pediatric Genetics 
Kira A. Dies, ScM, CGC
Boston Children’s Hospital
Boston, MA
Specialty: Genetic Counselor
Kansas City, MO
Specialty: Pediatric Genetics 
Ana Beatriz Hinojosa-Amaya, MD
Hospital Universitario “José Eleuterio González”
Universidad Autónoma de Nuevo León
Monterrey, Nuevo León Mexico
Specialty: Medical Genetics 

Marcio A. Sotero de Menezes, MD
Swedish Neuroscience Institute
Pediatric Neuroscience Center
Seattle, WA
Specialty: Pediatric Neurology & Epilepsy 
Steven P. Sparagana, MD
Texas Scottish Rite Hospital for Children
Department of Neurology
Dallas, TX
Specialty: Pediatric Neurology 
Roy E. Strowd, III, MD
Wake Forest School of Medicine
Winston-Salem, NC
Specialty: Neurology, Neuro-oncology 
Priyamvada Tatachar, MD
Lurie Children’s Hospital of Chicago
Chicago, IL
Specialty: Pediatric Neurology & Epilepsy 
Katherine Taub, MD
Children’s Hospital of Philadelphia (CHOP)
Philadelphia, PA
Specialty: Pediatric Neurology & Epilepsy 
Elizabeth A. Thiele, MD, PhD
Massachusetts General Hospital
Department of Neurology
Boston, MA
Specialty: Pediatric Neurology & Epilepsy  
James H. Tonsgard, MD
The University of Chicago Medicine
Comer Children’s Hospital
Chicago, IL
Specialty: Pediatric Neurology 
Lily Hoang Tran, MD
Nemours/duPont Hospital for Children
Wilmington, DE
Specialty: Pediatric Neurology & Epilepsy 
Michal Tzadok, MD
Safra Children’s Hospital
Sheba Medical Center
Tel Hashomer, Israel
Specialty: Pediatric Neurology 
Katherine Van Poppel, MD
Carolinas Pediatric Neurology Center-Concord
Concord, NC
Specialty: Pediatric Neurology & Epilepsy 
Klaus Georg Werner, MD, PhD
Duke Medical Center
Durham, NC
Specialty: Pediatric Neurology  
James W. Wheless, MD
LeBonheur Children’s Hospital
Pediatric Neurology
University of Tennessee
Memphis, TN
Specialty: Pediatric Neurology & Epilepsy 
Shelley Williams, MD
Children’s Hospital
Department of Neurology
Pittsburgh, PA
Specialty: Pediatric Neurology & Epilepsy 
David S. Wolf, MD, PhD
Children’s Healthcare of Atlanta/Emory 
University
Atlanta, GA
Specialty: Pediatric Neurology & 
Neuro-oncology 
Steven M. Wolf, MD
Boston Children’s Health and Maria Fereri 
Children’s Hospital
Westchester, NY
Specialty: Pediatric Neurology & Epilepsy 
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Marisol Ibarra-Ramírez, MD
Hospital Universitario “José Eleuterio González”
Universidad Autónoma de Nuevo León
Monterrey, Nuevo León Mexico
Specialty: Medical Genetics 
Jennifer E. Glass, MS, CGC, LGC
Cincinnati Children’s Hospital Medical Center
Cincinnati, OH
Specialty: General and TSC Genetics 
Raymond Kim, MD, PhD
University Health Network, The Fred A. Litwin 
Family Centre in Genetic Medicine
Toronto, Ontario Canada
Specialty: Medical Genetics 
Bruce Korf, MD, PhD
University of Alabama Birmingham
Birmingham, AL
Specialty: Genetics and Neurology 
David J. Kwiatkowski, MD, PhD
Genetics Lab, Hematology Division
Brigham and Women’s Hospital
Harvard Medical School
Boston, MA
Specialty: Genetic Research 
Marvin Miller, MD
Dayton Children’s Hospital
Dayton OH
Specialty: Genetics 
Vinodh Narayanan, MD
APNNA – Arizona Pediatric Neurology & 
Neurogenetics Associates
Phoenix, AZ
Specialty: Pediatric Neurology, Neurogenetics 
Katherine L. Nathanson, MD
University of Pennsylvania
Department of Medicine
Philadelphia, PA
Specialty: Clinical Genetics 
Hope Northrup, MD
The University of Texas Medical School 
at Houston
Department of Pediatrics, Division of 
Medical Genetics
Houston, TX
Specialty: Pediatrics & Genetics 
David Viskochil, MD, PhD
Primary Children’s Hospital
Salt Lake City, UT
Specialty: Genetics 
Heart
Robb Romp, MD
Division of Pediatric Cardiology
University of Alabama
Children’s Alabama
Birmingham, AL
Specialty: Pediatric Cardiology 
Kidneys
John Bissler, MD
St. Jude Pediatrics Research Hospital and
University of Tennessee Health Science Center
Division of Nephrology
Memphis, TN
Specialty: Pediatric Nephrology 
Richard Feldenberg, MD
Cardinal Glennon Children’s Hospital, Saint 
Louis University School of Medicine
St. Louis, MO
Specialty: Pediatric Nephrology                    

Joyce Teng, MD, PhD
Lucile Packard Children’s Hospital Stanford
Stanford, CA
Specialty: Dermatology 
Surgery (Epilepsy/SEGA)
Daniel Curry, MD
Texas Children’s Hospital / Baylor College of 
Medicine
Department of Neurosurgery
Houston, TX
Specialty: Pediatric Neurosurgery  
Aria Fallah, MD, MSc, FRCSC, FAAP, FAANS
David Geffen School of Medicine at UCLA
UCLA Fielding School of Public Health
UCLA Mattel Children’s Hospital
Los Angeles, CA
Specialty: Pediatric Neurosurgery & Clinical 
Epidemiology 
Howard Weiner, MD
Texas Children’s Hospital / Baylor College of 
Medicine
Department of Neurosurgery
Houston, TX
Specialty: Neurosurgery
TSC-Associated Neuropsychiatric 
Disorders (TAND)
Anna W. Byars, PhD
Cincinnati Children’s Hospital Medical Center
Cincinnati, OH
Specialty: Neuropsychology
David W. Dunn, MD
Riley Hospital for Children
Indiana University School of Medicine
Department of Neurology
Indianapolis, IN
Specialty: Pediatric Neurology & Psychiatry
Petrus J. de Vries, MBChB, MRCPsych, PhD
University of Cape Town
Department of Psychiatry and Mental Health
Child & Adolescent Psychiatry
Rondebosch, Cape Town
South Africa
Specialty: Developmental Neuropsychiatry
Tanjala T. Gipson, MD
The Boling Center at the University of 
Tennessee Health Science Center and 
LeBonheur Children’s Hospital
Memphis, TN
Specialty: Pediatrics, Pediatric Neurology, 
Neurodevelopmental Disabilities

Anuja Jindal, MD, MPH
Rady Children’s Hospital San Diego
UC San Diego School of Medicine
San Diego, CA
Specialty: Pediatric Neurology, 
Neurodevelopmental Disabilities
Shafali Spurling Jeste, MD
Children’s Hospital Los Angeles
Los Angeles, CA
Specialty: Developmental Neurology/Autism
Bryan H. King, MD, MBA
UCSF Weill Institute for Neurosciences
Department of Psychiatry
San Francisco, CA
Specialty: Child and Adolescent Psychiatry, 
Autism

Melissa Jane Gregory, MD
Children’s Hospital Michigan
Detroit, MI
Specialty: Pediatric Nephrology 
Elahna Paul, MD, PhD
Massachusetts General Hospital
Pediatric Nephrology Associates
Boston, MA
Specialty: Pediatric Nephrology 
Rahmin A. Rabenou, MD
Southern Arizona VA Healthcare System & 
University of Arizona School of Medicine
Tucson, AZ
Specialty: Nephrology, Renal Angiomyolipoma  
Joshua A. Samuels, MD, MPH
University of Texas Medical School at Houston
Department of Pediatrics
Houston, TX
Specialty: Pediatric Nephrology and Hypertension 
Oded Volovelsky, MD, PhD
Hadassah Medical Center
Jerusalem, Israel
Specialty: Pediatric Nephrology 
Laurel Willig, MD
Children’s Mercy Hospital
Kansas City, MO
Specialty: Pediatric Nephrology 
Lungs
Souheil El-Chemaly, MD, MPH
Brigham and Women’s Hospital
Boston, MA
Specialty: Pulmonary Disease, LAM 
Elizabeth P. Henske, MD
Brigham and Women’s Hospital
Harvard Medical School
Boston, MA
Specialty: Oncology/LAM 
Frank McCormack, MD
University of Cincinnati School of Medicine
Pulmonary Division
Cincinnati, OH
Specialty: Pulmonology 
Joel Moss, MD, PhD
National Heart, Lung, and Blood Institute,
National Institutes of Health
Bethesda, MD
Specialty: Pulmonology  
Kai-Feng Xu, MD
Peking Union Medical College Hospital
Division of Respiratory Medicine
Beijing, China
Specialty: Pulmonology 
Lisa R. Young, MD
Children’s Hospital of Philadelphia
Philadelphia, PA
Specialty: Pediatric Pulmonology 
Skin
Thomas N. Darling, MD, PhD
Rockville, MD
Specialty: Dermatology 
Joannes (Joop) Grevelink, MD, PhD
Boston Dermatology & Laser Center
Boston, MA
Specialty: Dermatology 
Dawn Siegel, MD
Stanford University School of Medicine
Stanford, CA
Specialty: Dermatology 
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Doris A. Trauner, MD
Rady Children’s Hospital San Diego
UC San Diego School of Medicine
Specialty: Pediatric Neurology, 
Neurodevelopmental Disabilities
Tumors/Oncology
Ana Aguilar-Bonilla, MD
Arnold Palmer Hospital
Orlando, FL
Specialty: Neuro-oncology
Nicholas Blondin, MD
Yale New Haven Health
New Haven, CT
Specialty: Neurology, Neuro-oncology
Nagma Dalvi, MD
Children’s Hospital at Montefiore
Bronx, NY
Specialty: Pediatric Neurology, Neuro-oncology
Cristina R. Ferrone, MD
Massachusetts General Hospital
Boston, MA
Specialty: Surgery-Oncology, Pancreatic 
Neuroendocrine Tumors
Deborah Rukin Gold, MD
Rainbow Babies and Children’s Hospital at 
University Hospitals Cleveland Medical Center
Cleveland, OH
Specialty: Pediatric Neurology, Neuro-oncology
Elizabeth P. Henske, MD
Brigham and Women’s Hospital
Harvard Medical School
Boston, MA
Specialty: Oncology/LAM
Chad Jacobsen, MD
Levine Children’s Hospital, Carolinas Health 
System
Charlotte, NC
Specialty: Pediatric Neuro-oncology
Fatema Malbari, MD
Texas Children’s Hospital
Houston, TX
Specialty: Pediatric Neuro-oncology
Sepideh Mokhtari, MD
H. Lee Moffitt Cancer Center
Tampa, FL
Specialty: Neuro-oncology
Surya P. Redman, MD
Texas Children’s Cancer & Hematology Centers
Houston, TX
Specialty: Hematology-Oncology
Stacie Stapleton, MD
Johns Hopkins All Children’s Hospital
St. Petersburg, FL
Specialty: Pediatric oncology, Neuro-
oncology
Roy E. Strowd, III, MD
Wake Forest School of Medicine
Winston-Salem, NC
Specialty: Neurology, Neuro-oncology
David S. Wolf, MD, PhD
Children’s Healthcare of Atlanta/Emory 
University
Atlanta, GA
Specialty: Pediatric Neurology & Neuro-oncology
Raymond Yeung, MD
University of Washington School of Medicine
Division of Surgery and Medical Genetics
Seattle, WA
Specialty: Surgery-oncology

Brendan Manning, PhD
Department of Genetics and Complex Disease
Harvard School of Public Health
Boston, MA
David Mowat, MBBS, MRCGP, DRACOG, FRACP
Senior Staff Specialist
Clinical Geneticist
Sydney Children’s Hospital
Sydney, Australia
Hope Northrup, MD
Professor of Pediatrics
Director, Division of Medical Genetics
University of Texas–Houston
Houston, TX
Julian Sampson, DM, DM, FRCP, FMedSci
Professor and Head of Department, Medical 
Genetics
Institute of Medical Genetics
Wales College of Medicine
Cardiff University
Cardiff, Wales, UK
Andrew Tee, PhD
Medical Genetics
Institute of Medical Genetics
Wales College of Medicine
Cardiff University
Cardiff, Wales, UK
Michael Wong, MD, PhD
Department of Neurology
Washington University School of Medicine
St. Louis, MO
Raymond Yeung, MD
Department of Surgery
University of Washington
Seattle, WA
Hongbing Zhang, MD, PhD
Institute of Basic Medical Sciences
Chinese Academy of Medical Sciences
Peking Union Medical College
Beijing, China

Other
Patricia A. Gibson, MSSW, DHL, ACSW
Wake Forest University School of Medicine
Baptist Medical Center
Department of Neurology
Comprehensive Epilepsy Information Service
Winston Salem, NC
Specialty: Social Work
Collin Hovinga, PharmD, MS, FCCP
Dell Children’s Medical Center
University of Texas Austin
Austin, TX
Specialty: Pharmacology, Epidemiology, Clinical 
Research
Monika Madan, MD
University Health Network, The Fred A. Litwin 
Family Centre in Genetic Medicine
Toronto, Ontario Canada
Specialty: Family Medicine
William G. Ward, MD
Novant Health Orthopedics & Sports Medicine
Winston-Salem, NC
Specialty: Orthopedic Surgery

International Scientific 
Advisory Board

Mustafa Sahin, MD, PhD, Chair
Department of Neurology
Children’s Hospital/Harvard
Boston, MA
John Blenis, PhD
Department of Pharmacology
Weill Cornell Medical College
New York, NY
Peter Crino, MD, PhD
Department of Neurology
University of Maryland School of Medicine
Baltimore, MD
Petrus J. de Vries, MBChB, MRCPsych, PhD
Sue Struengmann Professor of Child and 
Adolescent Psychiatry
University of Cape Town
Rondebosch, Cape Town, South Africa
Howard Goodkin, MD, PhD
Department of Neurology
University of Virginia
Charlottesville, VA
Luciana Amaral Haddad, MD, PhD
Departamento de Genética e Biologia Evolutiva
Universidade de São Paulo
São Paulo, Brazil
Elizabeth Petri Henske, MD
Brigham and Women’s Hospital
Harvard Medical School
Boston, MA
Gregory Holmes, MD
Chair, Department of Neurological Sciences
University of Vermont School of Medicine
Burlington, VT
Chris Kingswood, MD
Brighton & Sussex University Hospitals Trust
Renal Unit
Brighton, UK
David Kwiatkowski, MD, PhD
Professor of Medicine
Brigham & Women’s Hospital & Harvard Medical 
School
Boston, MA
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National Tuberous Sclerosis Association & Affiliate

Consolidated Statements of Financial Position

As of December 31,	 2022	 2021

Assets
		  Cash and cash equivalents 	 $	 2,440,085  	 $	  2,843,269     
		  Investments 			  5,577,848 		   6,691,013     
		  Accounts receivable			  181,490 		  99,173    
		  Promises to give 			  5,280,316 		  2,698,495    
		  Prepaid expenses and other assets			  279,571 		  620,148
		  Operating lease right of use asset, net			  718,708		  778,371
	    	Property and equipment			  463,272 		  437,169    
	
Total assets	 $	 14,941,290	 $	 14,167,638    
	

Liabilities and Net Assets
Liabilities
		  Accounts payable and accrued expenses	 $	 599,548 	 $	 186,010  
		  Accrued compensation			  298,339		  290,487
		  Deferred revenue			  285,264 		  676,798   
		  Operating lease liability, net 			  1,189,842		  1,285,691  
		  Gift annuity obligations 			  113,451		  119,665 
	
			   Total liabilities			  2,486,444		  2,558,651       
	
Net assets 
	 Without donor restrictions
		  Undesignated			  (158,002)		  (20,618)
		  Board-designated			  5,309,341		  6,601,224

			   Total without donor restrictions			  5,151,339 		  6,580,606    
	
	 With donor restrictions			  7,303,507 		  5,028,381     

			   Total net assets			  12,454,846 		  11,608,987    

Total liabilities and net assets	 $	 14,941,290	 $	 14,167,638   

The TSC Alliance annually engages a certified public accounting firm to conduct an independent 
audit of its operations. The auditors issued an unmodified opinion on the organization’s 2022 and 
2021 financial statements to the TSC Alliance Board of Directors. The complete audited financials are 
on file with the TSC Alliance or available on its website. To obtain a copy, please call (800) 225-6872 
or download at tscalliance.org. This summary was prepared from the audited consolidated 
statements of the TSC Alliance and the TSC Alliance Endowment Fund. The relationship of the 
organizations requires consolidation per generally accepted accounting principles in the United 
States. Supporting services reflected in the consolidated statement of activities include services for 
both the TSC Alliance and the TSC Alliance Endowment Fund. The Endowment Fund may experience 
gains or losses on its investments. In 2022 and 2021 there were net losses and gains, respectively, 
contributing to the total change in net assets on a consolidated basis for the year. On a stand-alone 
basis, excluding investment gains from the TSC Alliance Endowment Fund, the change in net assets of 
the TSC Alliance was a positive $2,057,220 and $1,328,199 for 2022 and 2021, respectively. 			 
						    

FUNDRAISING:
14%

COMMUNITY
OUTREACH &
ADVOCACY:

31%

ADMINISTRATIVE:
8%

RESEARCH:
47%

RESEARCH
FUND:
44%

SPECIAL
EVENTS:

14%

ENDOWMENT: 2%

SPONSORSHIPS: 7%

CONTRACTS: 19%

GRANTS: 3%

MAJOR
DONORS:

7%

CONTRIBUTIONS: 4%

TSC Alliance Revenue Sources 2022
Total Revenue:  $10,130,649

TSC Alliance Expenses 2022
Total  Expenses:  $8,073,683

NOTE: These are the stand-alone revenues
of the TSC Alliance. 

NOTE: These are the stand-alone expenses
of the TSC Alliance.
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NOTE: These are the stand-alone revenues
of the TSC Alliance. 

National Tuberous Sclerosis Association & Affiliate

Consolidated Statement of Activities

	 Without Donor	 With Donor	 2022	 2021
	 Restrictions	 Restrictions	 Total	 Total

Revenue and Support
	 Special Events 	 $	    1,446,809	 $	  112,339	 $	 1,559,148 	 $ 	 1,189,820   
	 Cost of direct benefits to donors 		   (125,478)		  -		   (125,478) 		  (46,439)
		  Special events, net		   1,321,331		   112,339 		  1,433,670 		  1,143,381 
	 Contributions		   750,333		   4,753,965		     5,504,298 		  4,495,240
	 Contributed nonfinancial assets		  33,843				    33,843		  68,776
	 Contracts	  	  1,906,672    				    1,906,672 		  2,120,485 
	 Conferences		    813,645 				    813,645 		  113,777
	 Interest and dividends 		   140,009		  24,559  		  164,568 		  127,560 
   	Memorials and honoraria		   105,306  	  	  12,160		  117,466 		  136,239  
	 Federated funding		   52,175   			    	 52,175 		  54,696 
	 Other income		  15,492				    15,492		  -
						        5,138,806		    4,903,023		   10,041,829		  8,260,154
	
Net assets released from restrictions		   2,473,109		   (2,473,109)		  -		  -

		  Total revenue and support		   7,611,915		   2,429,914		   10,041,829  		  8,260,154

Expenses
	 Program services
		  Research		   3,794,438   		  -	  	   3,794,438  		  3,939,924
		  Family services		         1,701,754   		  -	  	    1,701,754  		  726,768
		  Public health education		           520,210  		  -	  	   520,210		  524,284  
		  Government relations		           162,771   		  -	  	   162,771  		  154,139
		  Professional education		           105,471   		  -	  	   105,471 		  122,600
			   Total program services		        6,284,644   		   -	  	   6,284,644    		  5,467,715

	 Supporting services
		  Fundraising		  1,178,795 		  -	  	    1,178,795		  990,443
		  Management and general		   672,392		  -		  672,392		  549,013 
			   Total supporting services		   1,851,187 	  	 - 	  	  1,851,187		  1,539,456 

			   Total expenses		   8,135,831 		   - 	  	  8,135,831		  7,007,171 
				    Change in net assets from operations		  (523,916)	  	 2,429,914	  	  1,905,998 		  1,252,983   
				        Net investment income (loss)		          (905,351)		          (154,788)		       (1,060,139)		  893,443 

Change in net assets		       (1,429,267)		   2,275,126		  845,859		  2,146,426

	 Net assets, beginning of year		    6,580,606		   5,028,381	  	  11,608,987		  9,462,561

Net assets, end of year	  $	    5,151,339	  $	    7,303,507	 $	 12,454,846	 $	 11,608,987
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