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RESILIENCE IS BASED
ON COMPASSION FOR

OURSELVES AND OTHERS.
SHARON SALZBERG 

“



Throughout 2025, the TSC Alliance and tuberous 
sclerosis complex (TSC) community faced unpredict-
ability at every turn. Natural disasters, such as the 
California wildfires in January, the economic roller 
coaster and cuts to federally funded TSC research 
created unforeseen obstacles. As an organization, we 
had to find ways to stay nimble; monitor changes to 
public policy and appropriations; maximize fundraising 
opportunities and be creative; and aggressively pursue 
advances in drug development, all while ensuring we 
continued to be a lifeline for those living with TSC 
every day. And, through all of it, the staff, volunteers, 
and wider community demonstrated remarkable 
resilience in the face of ongoing challenges.  

Resiliency defines who we are—it’s woven into our 
organizational DNA. You find it in our founding mothers 
who refused to accept the status quo for their children 
and formed a community when they could not find 
one. You find it in the researchers who have dedicated 
their careers to unraveling the mysteries of this disease. 
You find it in the advocates who fought for the approval 
of treatments and who continue to push for funding 
for TSC research year after year. And you find it in the 
volunteers who work tirelessly to ensure no one faces 
this diagnosis alone. No matter the challenges we’ve 
faced, we keep showing up for one another. 

Throughout this report you will read the words of 
individuals and families impacted by TSC who have 
shown strength, adaptability, and determination—
despite the uncertainty that comes with a TSC 
diagnosis. Their resilience was forged not just by the 
positive impact research has already had on their 
lives, but from the unwavering hope that more 
breakthroughs are possible. We share their stories as 
part of our 50 Forward Fund campaign, our effort to 
raise $40 million to change the course of TSC for all. 
They serve as our north star, keeping us singularly 
focused on our mission to improve quality of life for 
everyone affected by tuberous sclerosis complex by 
catalyzing new treatments, driving research toward 
a cure and expanding access to lifelong support. 
United by shared purpose and hope, the TSC Alliance 
and TSC community transformed obstacles into 
momentum, reinforcing that resilience is not just 
enduring hardship, but advancing together toward 
a better future. 

About 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. 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 intellectual 
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
As an internationally recognized nonprofit, we are a 
source of hope and connection for all affected by TSC. 
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. With the power of families and support 
of donors, volunteers, researchers, educators, industry 
partners and more, we can create a future where 
everyone with TSC live their fullest lives—no matter 
how complex their journeys are to get there. 
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Resiliency defines who we are—
it’s woven into our organizational DNA.



Research
The Science and Medical Department empowers 
researchers with the data and funding needed to 
drive breakthroughs in TSC. In partnership with 
the TSC community, researchers, and industry 
collaborators, we accelerate the development of 
new treatments by investing in shared resources 
and fostering collaboration across key stages of the 
drug discovery pipeline.

 

Since 1984, the TSC Alliance has invested more than 
$44 million into TSC research projects through grants 
and contracts: $21.6 million in research grants and 
postdoctoral fellowships, $6.2 million into the Natural 
History Database and Biosample Repository, $14.3 
million into the Preclinical Consortium, and $2.3 million 
into the Clinical Research Consortium and Clinical 
Research Network.  

In 2025, the TSC Alliance awarded grants to 
the following researchers, each of whom is 
an early career researcher as defined by the 
NIH.
   

	 •	Wong Family Foundation Research Award: 
		  Postdoctoral Fellow Taesun Yoo, PhD: “The role of 

astrocytes in TSC2-induced epilepsy using cortical 
organoids” (University of California, Berkeley)  

	 •	Research Grant: Aynara Wulsin, MD, PhD: 
		  “Somatic mosaicism and mTOR hyperactivation as 

mechanisms of epileptogenesis” (Cincinnati 
Children’s Hospital)  

	 •	Research Grant: Alexander Cohen, MD, PhD: 
“Predicting neurologic outcomes in TSC from tuber 
location and connectivity” (Boston Children’s 
Hospital) 

 

The TSC Natural History Database (NHD) 
captures clinical data to document the 
impact of the disease on a person’s health 
over their lifetime. The database serves 
as a resource of information that helps 
TSC researchers better understand the 

progression 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 2025, 
the Natural History Database had 2,932 participants 
enrolled in the project from among 24 TSC Clinic 
sites and through the TSC Alliance. 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. To date, 
there have been 22 studies published using NHD data. 

The TSC Alliance added the TSC Self-Report 
Portal to the TSC Natural History Database. 
This portal permits the collection of patient-
reported outcomes on how TSC affects 
individuals and families, which complements 
medical data in the Natural History Database. 
The purpose of this initiative is to help 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 TSC community. Eventually, these 
measurements can be used to identify endpoints 
for clinical trials and evidence-based guidelines for 
treatment. 

One of the most impactful aspects 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 complete the 
self-quantified TAND checklist (TAND-SQ). At the 
end of 2025, 114 individuals had completed the 
TAND-SQ through the self-report portal. 

The TSC Biosample Repository collects 
high-quality biosamples such as blood, 
DNA, and tissues linked to detailed 
clinical data in the TSC Natural History 
Database. This connection is critical for 

researchers to understand why TSC is so different 
from person to person. Samples are available to 
qualified researchers worldwide. Samples are housed 
at and distributed from the Van Andel Institute in 
Grand Rapids, MI, under control of the TSC Alliance. 
As of December 2025, the Biosample Repository has 
acquired 3,117 blood, buccal (cheek) swab, or tissue 
samples. Since inception, 4,036 portions of samples 
have been distributed to 57 distinct researchers for 
63 distinct projects.
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“Our hope for research 
is that we can continue 
to make life easier for 
those who are severely 
affected, for those who 
are minimally impacted 
like Bear, but at the end 
of the day, it’s driving 
towards a cure so that 
no child has to have 
this disease and so that 
when parents hear that 
diagnosis, they know 
that there’s hope.” 

CHIP BURKHALTER ON HIS HOPE 
FOR TSC RESEARCH FOR HIS 
SON BEAR AND ALL AFFECTED

Learn more about their story.



Since the inception of our mobile phlebotomy initiative, 
generously supported by Lorne Waxlax, we have 
acquired 635 blood samples via mobile phlebotomy. 
To encourage and enable more researchers to utilize 
biosamples, the TSC Alliance awarded three seed grants 
in 2025, totaling $57,952.64, to labs that submitted 
meritorious and innovative ideas for research on TSC 
biosamples. 

	 •	Kimberly Raab-Graham, PhD: “Utilizing patient data 
		  to facilitate discoveries in preclinical models of 
		  Tuberous Sclerosis Complex” (Wake Forest University)
	 •	Joseph Bateman, BSc, PhD: “Mis-regulation of RNA 
		  splicing as a major potential driver of pathology in 
		  SEGAs” (King’s College London)
	 •	Peter Scheiffele, PhD: “Molecular analysis of PBMC 
		  and brain samples from TSC patients” (University of 
		  Basel) 

The TSC Alliance’s whole genome sequencing (WGS) 
initiative using DNA from blood samples in our 
biosample repository has sequenced 290 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 help them better understand their unique 
TSC diagnosis and provide valuable information for 
future decision making such as family planning. This 
initiative has been generously supported by Dr. Michael 
and Janie Frost, Thomas and Stephanie McCann, Janice 
and Julian Gangolli Family Fund and William Watts. 

The TSC Preclinical Consortium helps 
advance more drug candidates into clinical 
testing by providing the infrastructure and 
resources to foster collaboration between 
academia and pharmaceutical industry 

researchers to facilitate drug development. Since 2016, 
donors such as Drs. Bonnie and Jonathan Rothberg & 
Family and the Gerry and Bill Cowlin Foundation have 
helped establish and grow the consortium diversity 
and capacity for drug testing. Collaborating with the 
TSC community, the consortium has identified and 
implemented robust and reproducible cell and animal 
models for TSC manifestations including tumors, 
epilepsy, TAND, and lymphangioleiomyomatosis (LAM). 
The Preclinical Consortium ended 2025 with 12 active 
industry partners, increasing the total number to 31 
industry partners since 2016. The consortium tested 17 
unique compounds in 2025, raising the total tested to 
108 since 2016. Many compounds will enter preclinical 
testing, though only some will advance to clinical 
testing due to lack of efficacy and safety.
   

In 2012, the TSC Alliance helped create 
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 (FDA) through 
competitive grant processes. The TSC Alliance also 
provides supplemental financial support to accelerate 
or expand NIH-funded studies. 

In 2025, the TSC Alliance launched the 
TSC Clinical Research Network (CRN) with 
the TSC Alliance serving as the central hub 
for patient-focused clinical research. The 
mission of the CRN is to lead and facilitate 

the development of new diagnostics, therapies, 
interventions, processes, and other research advances 
to improve the quality of life of individuals with TSC. 
The network consists of 75 TSC Alliance-recognized 
clinics throughout the US. The TSC Alliance also 
launched a new Clinical Trial Finder on our website to 
enable members of our community to identify clinical 
research opportunities which interest them.

In 2020, the TSC Alliance provided $200,000 supple-
mental funding for TSC-STEPS (Stopping TSC Onset 
and Progression 2B: Sirolimus TSC Epilepsy Prevention 
Study), which is ongoing. The TSC Alliance continues 
to educate the community about this pivotal trial. 
Fifty infants have been enrolled to date and 31 
biospecimens have been collected. The TSC Alliance 
is also providing supplemental funding and collecting 
blood samples for the Developmental Synaptopathies 
Consortium (DSC), an NIH-funded project that 
includes studies of TSC and the related rare disorders 
Phelan-McDermid Syndrome, PTEN Hamartoma 
Syndrome, and SYNGAP1-related disorders. 
Researchers in this study are trying to find earlier 
signs of autism spectrum disorder (ASD) and 
intellectual disability (ID) to enable effective 
treatments and interventions. The DSC was renewed 
in 2025 for a third and final 5-year funding period. 
The TSC Alliance funds a portion of clinical research 
coordinators’ salaries at five sites. In 2024, the TSC 
Alliance awarded an additional 12 months of funding, 
$163,737 in total, to support collection of additional 
data and biosamples from August 2024 through 
July 2025.  

In 2025, the TSC Alliance provided one-time bridge 
funding to Petrus J. de Vries, MBChB, FRCPsych, 
PhD, and Anna Jansen, MD, PhD, for their work on 
“Maintaining momentum to close the intervention 
gap for TAND” (University of Cape Town and Vrije 
Universiteit Brussel) to ensure continuity in their 
research after an Executive Order stopped all 
federal funding to South Africa. 
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Our collaboration with the TSC Preclinical Consortium 
was instrumental in identifying and advancing AV078. 
The Consortium’s rigorous and disease-relevant 
models allowed us to rapidly evaluate selectivity, CNS 
penetration, and efficacy, giving us the confidence 
to move AV078 into clinical development. 

ALLISON J. HULME, PH.D. PRESIDENT & CEO, AEOVIAN 
PHARMACEUTICALS

“



Thanks to a gift from the Ramesh and 
Kalpana Bhatia Family Foundation in 
2022, the TSC Alliance created Anya’s 
Accelerator to focus on furthering 
translational research on TAND. In 
January 2025, we launched the Anya’s 

Accelerator Patient-Reported Outcome Measure 
(PROM) Project, led in collaboration with Agnies van 
Eeghen, MD, PhD of UMC Amsterdam. The project will 
focus on the harmonization of core outcome measures 
used both in standard of care and clinical trials to 
standardize the assessment of symptoms under the 
TAND umbrella. 

The TSC Alliance hosted the 
2025 TSC International Research 
Conference: Engage, Accelerate, 
Transform, presented by Drs. Bonnie 
and Jonathan Rothberg & Family, 
which was held at the Bethesda 

North Marriott Hotel & Conference Center in North 
Bethesda, MD, June 26-28, 2025. The conference 
welcomed 255 attendees from 25 different countries 
and featured 29 main-session oral presentations, 
56 poster presentations, an Early Career Researcher 
Symposium, and 3 focused mini symposia. This 
conference brought together the research community 
at a very uncertain time and provided them refuge to 
focus on their work—to advance TSC breakthroughs. 

 

In 2025, members of the Reproductive and 
Perinatal Health (RPH) initiative began a 
systematic review of the literature and 
collection of real-world data through the 
natural history database and the develop-
ment of a series of short surveys to the 

TSC community to gather community perspectives 
on pregnancy and TSC. The RPH initiative is made 
possible thanks to generous support from the Samuels 
Family Foundation and the Samuels Family. 

Community support and resources
In partnership with volunteers across the country, 
the TSC Alliance’s Community Programs team is 
committed to ensuring that no one walks their 
TSC journey alone. By providing outreach, support 
services, improved access to medical care, and 
educational resources, they help those impacted 
by TSC overcome obstacles and thrive throughout 
their lives.       

In 2025, the TSC Alliance continued to advance its 
community support model through the Community 
Leadership Hub, a platform to connect, manage, 
and recognize its 149 active volunteers. Across 
14 Community Regions, these volunteers sustain a 
coordinated network that strengthens support for 
individuals and families affected by TSC.  
 

The TSC Alliance’s TSC Navigator is an 
easy-to-use, interactive online tool to 
help guide individuals and families 
through the complexities of TSC across 
the lifespan, proactively manage their 
care, and live their fullest lives. In 2024, 

as part of the TSC Alliance’s website redesign, TSC 
Navigator was expanded across more pages on the 
website. TSC Navigator content had 89,932 page 
views in 2025 from 55,274 users. Support Navigators 
assisted 317 families including 17 one-hour long 
support navigator calls. Three individuals or families 
were also supported for medication access issues via 
our TSC Navigator program during 2025, down from 
nine in 2024, consistent with the goal of proactively 
helping people avoid medication access issues.
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“

We are at a very 
challenging time right 
now in healthcare and 
science. This meeting 
happened at a very 
important time to 
remind all of us that 
there is incredible work 
being done, that there’s 
hope for progress, and 
that we have to keep 
at it. 
SHAFALI JESTE, MD, TSC 
INTERNATIONAL RESEARCH 
CONFERENCE CO-CHAIR

Research Conference Co-Chairs 
Shafali Jeste, MD (left) and Carmen 
Priolo, MD, PhD (right) with Kari 
Luther Rosbeck 

“Outside of my 
personal health issues, 
my husband and I 
decided not to have 
any children given 
the 50/50 chance of 
me passing it along...
and that has been a 
very difficult thing to 
deal with as an adult 
with TSC.”  

DANIELLE CLARK ON HOW HER 
TSC DIAGNOSIS CHANGED 
HER PLANS FOR THE FUTURE

Learn more about her story.



The Community Programs Team devoted more than 
2,036 training hours for our leaders, to ensure they 
were well equipped to support and empower the TSC 
community. As a result, those volunteers provided 
6,613 peer-to-peer support engagements and 
facilitated 102 school meetings, which involved TSC 
101 training and IEP consultations. In addition, six 
“Ask an Advocate” webinars attracted 490 registrants.  

The Community Programs team collaborated with key 
staff to host the 2025 Transition Webinar Series with 
268 attendees and recorded videos garnered 267 
views as of December 31, 2025. The TSC Alliance also 
hosted three educational TSC Regional Conferences 
in Waltham, MA; Iowa City, IA (with the opportunity to 
participate virtually); and Los Angeles, CA with a 
combined total of 210 in person attendees and 40 
virtual participants (Iowa).  
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Participants at the 
TSC Regional 
Conference in 
Iowa City

Awareness and education
Everyone should know about tuberous sclerosis 
complex, so our Communication Department works 
to raise public awareness of TSC to broaden the 
scope of support and understanding beyond TSC 
individuals and their families. The goal is to help reach 
individuals who are newly diagnosed or undiagnosed, 
and connect them with the resources they need.  

During 2025, the TSC Alliance produced two issues of 
its national magazine, Perspective, which is mailed to 
approximately 18,500 households as well as posted on 
the website. The TSC Alliance’s podcast series, called 
TSC Now, produced two episodes with 1,970 total 
listens. Six issues of the electronic TSC Matters 
newsletter were distributed to 16,227 recipients. 
The TSC Alliance’s website increases awareness and 
provides extensive education through a monthly 
average of 25,303 page views.  

The TSC Alliance also relies heavily on social media to 
educate constituents and promote new resources and 
events. Its private Facebook TSC Discussion Group 
boasts more than 11,737 members from around the 
world, while its Facebook page has 12,128 followers, 
LinkedIn has 2,797 followers, Instagram has 4,436 
followers, and its YouTube channel has 9,010 subscribers.  

To increase public awareness, the TSC Alliance 
participated in the 13th Annual TSC Global Awareness 
Day on May 15 as well as TSC Awareness Month 
throughout May. The TSC Alliance also heavily 
promoted Infantile Spasms Awareness Week 
(December 1 to 7). These awareness campaigns, 
along with the organization’s various news releases, 
digital ads, and social media outreach efforts, 
resulted in more than 800 million cumulative 
impressions. 

“She was diagnosed 
with TSC at 32 weeks 
pregnant in utero. 
They found the two 
rhabdomyomas in her 
heart and that’s what 
began our journey...
And a week later, I 
found out that I have 
TSC as well.”  

BAILEY GREEN ON HOW HER 
DAUGHTER KINSLEY’S DIAGNOSIS 
LED TO HER OWN

Learn more about their story.

“When Amaan was 
born, we were told 
he wouldn’t walk, 
he may not talk. 
And two years ago, 
he not only walked, 
he walked across 
the stage.”  

NOOR PANJWANI ON HIS 
SON, AMAAN, GRADUATING 
FROM HIGH SCHOOL

Learn more about their story.



Professional education
Lack of awareness about TSC too often leads to 
delayed or incorrect diagnoses. Through targeted 
professional education for researchers, healthcare 
providers, medical students, genetic counselors, and 
educators, we work to reduce the harmful effects of 
misinformation and improve outcomes for individuals 
with TSC. 

In December, the TSC Alliance exhibited at the 
American Epilepsy Society (AES) annual meeting. 
Staff members and a volunteer shared educational 
materials with attendees who visited the booth, and 
staff attended scientific sessions and held many 
meetings with academic and industry partners. Staff 
also participated in the TSC Special Interest Group 
session, and the TSC Alliance hosted more than 100 
people at a reception which featured a testimony by 
Wendi Scheck, a TSC Mom sharing how her family 
has been impacted by TSC. TSC Alliance staff also 
presented a scientific poster at the annual Society 
for Neuroscience meeting and attended the biennial 
LAMposium conference. 

Additionally, the TSC Alliance participated in or 
presented at 24 professional meetings in 2025, 
including Research!America Annual Advocacy Awards, 
Defense Health Research Consortium meeting, RAD 
workshop, Rare Disease Innovation and Partnering 
Summit, Mallinckrodt Advisory Council meeting, 
Interagency Collaborative to Advance Research in 
Epilepsy (ICARE), NORD, RDCRN meeting, CZI 
workshop, Angelman SFARI-FAST, TSCi Workshop, 
CB-PAG advisory board meeting, ISAN in person 
workshop, American Thoracic Society (ATS) 
International Conference, the ATS Board of Directors 
meeting, LAMposium, 2nd Canadian Symposium on 
Tuberous Sclerosis Complex, SFN, RDDC coalition 
meetings, ATS Public Advisory Roundtable (PAR) 
planning meeting, CDMRP senate meeting, and 
American Epilepsy Society annual meeting.  

Government advocacy
The Government Relations program champions state 
and federal funding for TSC research and clinical 
care—and empowers the TSC community to advocate 
alongside us. Together, and in collaboration with 
government partners, our collective voices drive 
innovation, expand research, and improve care and 
treatment options for people living with TSC. 

On the state level, the TSC Alliance advocated for 
state funding for TSC Centers in Alabama, Missouri, 
and Maryland, resulting in more than $1.275 million in 
state appropriations. 

The 2025 March on Capitol Hill to advocate for federal 
funding for the Tuberous Sclerosis Complex Research 
Program (TSCRP) at the Department of Defense’s 
(DoD) Congressionally Directed Medical Research 
Program (CDMRP) took place on March 5 with 
Congressional meetings taking place through 
mid-March. More than 130 people participated in 
over 367 in-person and virtual meetings. Our House 
Dear Colleague Letter for FY26 was co-sponsored 
by Representatives Fitzpatrick (R-PA) and Raskin 
(D-MD) and closed with 163 signers. The Senate 
Dear Colleague Letter was co-sponsored by 
Senators Cramer (R-ND) and Heinrich (D-NM) and 
closed with 35 signers. 
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Wendi Scheck presenting at the TSC Alliance Reception

Participants at the in-person Infantile Spasms Action Network Workshop 



Congress passed a Continuing Resolution for FY25 
that included a 57% cut to the CDMRP. This cut was 
not made uniformly across all CDMRPs and unfortu-
nately resulted in no funding allocation to the TSCRP 
in FY25 which ended September 30, 2025. However, 
TSC was added as one of the 56 qualifying topic 
areas under the Peer Reviewed Medical Research 
Program (PRMRP). $150 million was appropriated to 
this program in FY25 and the inclusion of TSC enabled 
TSC researchers to apply.  

Because of the advocacy, support, and resiliency of 
our TSC community, the FY26 Defense bill reinstated 
funding for the TSCRP and included a $2 million 
increase going from $8 million in FY24 to $10 million. 
Total funding for the TSCRP has been $131 million 
since 2002. Additionally, FY26 also resulted in report 
language included in the Labor, Health, and Human 
Services appropriation for the National Institutes of 
Health (NIH) requiring no less than $30 million be 
spent on TSC research across NIH Institutes, thanks 
to the support of Senator Eric Schmitt (R-MO). In 
2024, TSC categorial spending at NIH was $21 million 
(a $9 million increase).  
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TSC Alliance advocates at the March on Capitol Hill 

TSCi members at the 2025 TSC International Research Conference 

Global outreach
Through our network of Global Alliances, we support 
TSC communities around the world and work closely 
with our partners to design and carry out initiatives 
that strengthen care, resources, and support for the 
global TSC community. 

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 Global Outreach program provides 
the TSC Alliance the opportunity to share experiences 
and assist in starting TSC-related organizations in 
other countries.  

The TSC Alliance has five global partnerships, 
including Hungarian Foundation for Tuberous 
Sclerosis, TS Canada ST, TSC Alliance of India, 
TSC Alliance of Israel, and TSC Alliance of Mexico. 
The TSC Alliance recognizes 16 TSC Clinics in Global 
Alliance countries. 

TSC International (TSCi) held its annual meeting on 
Thursday, June 26. This meeting brought together key 
stakeholders in the TSC space, including TSCi member 
organizations, clinicians, researchers, and industry 
partners to discuss global clinical trials in TSC and 
hear an update on the TANDem project. 35 represen-
tatives from 18 countries attended the meeting. It was 
sponsored by Aeovian Pharmaceuticals, Biogen, Grin 
Therapeutics, Jazz Pharmaceuticals, and Lundbeck. 



Comedy for a Cure®
 
On Sunday, April 6, the TSC Alliance hosted an 
incredible night of charity and comedy at the 24th 
Annual Comedy for a Cure® at Vibiana in Los Angeles. 
With Jazz Pharmaceuticals as headliner sponsor, the 
event raised almost $372,000.  

It was our honor to present the Courage in Leadership 
Award to the Huddleston Family for their fearless 
mission to raise awareness of TSC and funds to drive 
research through hosting events at their Irwindale 
Speedway, engaging the NASCAR and celebrity 
community and providing peer support to others living 
with TSC. Their support is inspired by their daughter, 
Hailey, who has TSC. We were also thrilled to honor 
Greg Grunberg and ‘Talk About It!’ with the TSC 
Champion Award for his support of Comedy for a Cure 
since 2008 and for raising unprecedented awareness 
of epilepsy. Greg co-founded the ‘Talk About It!’ 
Company, which activates celebrities, industry, and 
the general public with a goal to get everyone talking 
about key issues that need more public attention. 
‘Talk About it!’ originally focused on epilepsy, as 
Greg’s oldest son lives with epilepsy. 

This exciting evening was led by Chairs Anita Bhatia 
and Jill Hyman, and emceed by Gary Cannon, a 
comedian with more than 25 years of warm-up, 
stand-up, and corporate entertainment experience. 
We were thrilled to feature the extraordinary talent 
of comedian Ron Pearson and headliner Tom Papa 
after our auctioneer extraordinaire, Damon Casatico, 
orchestrated a Fund a Cure that raised more than 
$87,000.  

We were thankful to have Jazz Pharmaceuticals as our 
Headline Sponsor. Additional sponsors include: The 
Ramesh and Kalpana Bhatia Family Foundation, CVS 
Health, The Seraphina Holmes Charitable Fund, the 
Szilagyi/LaGraff Family, Upsher-Smith Laboratories, 
LLC, OpenNode, Tim and Kathi Dills, Amgen Rare 
Disease, Kam Babaoff, GondolaBio, The Hyman Family, 
Knobbe Martens, Jim and Andrea Maginn Memorial 
Trust, Mallinckrodt Pharmaceuticals, MassMutual 
SpecialCare, Skechers, UCB, Inc., Ray Chan, Keith Hall 
Family, Christy Hobart, Ted and Peggy Mastroianni, 
Edina Kiss, and Tom Bercu Presents. 
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Lisa Huddleston and family accepting the Courage in Leadership Award

Fund development
Supported by our community, the Development and 
Community Programs teams generate critical funding 
for groundbreaking research and vital support 
services. Each contribution—large or small—helps 
accelerate progress and create lasting impact for the 
TSC community.  

This year, the TSC community joined forces to drive 
remarkable progress. Together, they accelerated 
research, strengthened essential programs, and 
proved that when our community unites, we can move 
mountains. 

50 Forward Fund 

In 2024, during our 50th Anniversary Gala, the TSC 
Alliance kicked off the public phase of the 50 Forward 
Fund, the largest research initiative in our history, with 
the goal of raising $40 million to change the course 

of TSC and bring more hopeful 
futures to all affected. In 2025, 
we debuted and sent six issues 
of our research e-newsletter, 
TSC Research Matters, to 16,300 
recipients. The e-newsletter 
featured lay summaries of 
published research articles, 

features on TSC-funded scientists, donor profiles, and 
community stories about how TSC research changes 
lives. The TSC Alliance solicited donations for the 50 
Forward Fund through a digital fundraising appeal in 
June featuring the Burkhalter family, through a mailed 
research appeal in September, through Fund A Cure 
during Comedy for a Cure, and through the campaign 
website at tscalliance.org/50ForwardFund. The TSC 
Alliance raised $3,356,048 toward the 50 Forward 
Fund in 2025, bringing the total raised for the campaign 
to $22,659,825. The TSC Alliance is grateful to Carol 
Herscot for her $1 million gift to support TSC research 
in honor of her son Bradley Jay Herscot and in 
memory of her husband James S. Herscot.

“Carol Herscot has long 
been a champion for the 
TSC community. Her 
advocacy for adult care 
was a catalyst for so many 
of the changes we have 
seen today. This extraor-
dinary donation will have 
similar impact on our ability 
to move the most promising 
research forward and to 
build a pipeline of potential 
new treatments for TSC.”  

KARI LUTHER ROSBECK, 
TSC ALLIANCE PRESIDENT & CEO



Step Forward to Cure TSC® 

The 2025 Step Forward to Cure TSC walk series took 
place from April 11 to June 7. This year, an impressive 
3,242 participants came together to raise a remarkable 
$799,683, of which $26,564 was raised by the 15 TSC 
Clinics and Centers of Excellence. 

Across 17 walk events, families, friends, volunteers, 
clinicians, and supporters came together to build 
connections, inspire hope, and advance the mission of 
the TSC Alliance. Each walk featured heartfelt stories, 
passionate teams, and a powerful reminder that no 
one faces TSC alone. For those unable to participate 
in person, the Virtual Walk provided an opportunity to 
engage from anywhere, contributing more than 
$50,000 to the overall fundraising impact.  

The success of the 2025 walk series was made 
possible through the dedication and leadership of our 
National Planning Committee: Stephanie Alcid, Ally 
Arcaro, Andrea Beebe, Dylan Brooks, Katrina Caban, 
Junior Carvajal, Michal Cepler, Joseph Cervantez, 
Brenda Christmas, Joanie Cueni, Michele Della Costa, 
Emily Docktor, Tiffany Donohue, Ashley Eason, Sandy 
Ewing, Cristina Fitzgerald, Kristin Frausto, Jenelle 
Hitchcock, Haley Hoffman, Emilie Hyde, Karen 
Johnston, Toni Kuzawski, Mary Ann Lamb, Heather 
Lens, Aida Lucero, Jack Lyons, Lauren Mercurio, 
Kristen Moore, Carrie Myatt, Raquel Nelson, Guinevere 
Pandolfi, Noor Panjwani, Abigail Passeri, Kelsey Perez, 
Lauren Perry, Daniel Price, Gwen Pryor, Brittani Rich, 
Megan Self, Cassie Shields, Lauren Shillinger, Blaire 
Simon, Jackie Tallman, Rebecca Thereault, Gloria 
Triebenbach, Lee Triebenbach, Grace Wall, Adrienne 
Wasserman, and Tabitha Wilbanks. 

We are also deeply grateful for the generous support 
of our sponsors: Title Sponsor: Nobelpharma, Premier 
Sponsor: Upsher-Smith Laboratories, LLC, National 
Sponsors: Jazz Pharmaceuticals, LivaNova, Neurelis, 
UCB, and MassMutual SpecialCare. Additionally, we 
extend our appreciation to our Regional Sponsors: 
GondolaBio, Isabel & The Incredibles, Minnesota 
Epilepsy Group, Stanford Children’s Health, Wall 
Development Group, CRD Associates, Redline, 
The Epilepsy Care Center, Your Bridge Wealth 
Management, Ascension, Allied HVACR Services, Inc., 
Waste Connections, Alta California Regional Center, 
CM Brown Nurseries, Inc., CEI Constructors, Dei Rossi 
Marketing, Level Up Drywall, Norbert E. Mitchell 
Company, Perry Service Learning, Roya Wellness 
(Bahareh Lazemizadeh), Savvy Socks, LLC, Sharon 
Oberlander, and UC Davis Medical Health Center. 

A heartfelt thank you to our sponsors, donors, 
planning committee members, walk leads, volunteers, 
participants, and staff whose dedication and passion 
made this year’s walk series such a meaningful 
success. Your unwavering support continues to drive 
progress toward a future where everyone affected by 
TSC can live their fullest lives. 
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Participants at the Westchester, PA, Step Forward to Cure TSC® event

Team TSC

The TSC Alliance is proud to serve as an official 
charity partner of the United Airlines NYC Half 
Marathon and the TCS New York City Marathon. 
These partnerships play a vital role in raising 
awareness and critical funds to support TSC 
research, education, advocacy, and support 
programs. In 2025, Team TSC raised an impressive 
$58,286 to help advance the mission of the TSC 
Alliance. 

We are deeply grateful to the dedicated runners who 
represented Team TSC throughout the year. The 
United Airlines NYC Half team included Tatiana 
Cuellar-Gaviria, Eddie Freedman, Jackie Grenia, 
Matthew Schleich, and Kasey Walther. The TCS New 
York City Marathon team included Gadi Glogowski, 
Jennifer Hand, Diana Keller, Emily Michaels, and 
Margaret Tanner. 

Through their determination, training, and fundraising 
efforts, these runners helped raise awareness and 
inspire hope for individuals and families affected by 
TSC. Their commitment and passion truly embody the 
spirit of Team TSC and the strength of our community.
 

Other events raising more than $10,000

	 •	Pours for Parker ($23,768)
	 •	Scotty Fitness ($21,266)
	 •	Facebook Donations/Birthday Fundraisers: $18,656 



Chair’s Circle
($100,000 and Above)
Anonymous 
Cassava Sciences, Inc. 
Chris and Joy Dinsdale 
Foglia Family Foundation 
Gerry & Bill Cowlin Foundation 
Carol Herscot 
Jazz Pharmaceuticals 
Diane McSwain 
Drs. Bonnie and Jonathan Rothberg
  & Family 
Anya Sophia Smith 
TSC Alliance Endowment Fund 
Upsher-Smith Laboratories, LLC 
Wong Family Foundation 

Benefactor
($50,000 - $99,999)
Rebecca Anhang Price and 
  Matthew Price 
Anonymous 
Ramesh and Kalpana Bhatia Family 
  Foundation 
Biogen Inc. 
BridgeBio Pharma, Inc. 
Kay and Will Cooper, Sr. 
Brittany and John Gottschall  
Neurelis, Inc. 
Nobelpharma America, LLC 
OPL Charities 
Seraphina Holmes Charitable Foundation 
Jack and Dee Smith Trusts 
UCB, Inc. 
William Watts 
Lorne Waxlax
 
Sponsor
($20,000 - $49,999)
Aeovian Pharmaceuticals 
Danielle Clark 
Tim and Kathi Dills 
Sandra and Francis DiMario 
Eunice Kennedy Shriver National 
Institute of Child Health and Human 
  Development 
Scotty Flynn 
Michael and Janie Frost 
Haag Family Foundation 
Keenova Therapeutics 
Kristi Lengyel 
LivaNova 
Kevin and Carrie Martin 

MassMutual SpecialCare 
Thomas and Stephanie McCann 
National Center for Advancing 
  Translational Sciences 
National Institutes of Health 
National Institutes of Neurologic
  Disorders and Stroke 
Paypal Charitable Giving Fund 
Carla and Allan Price 
Samuels Family 
Samuels Family Foundation  
Stichting VU 
Tuberous Sclerosis Canada Sclerose
  Tubereuse 

Protector
($10,000 - $19,999)
Anonymous 
Anita Bhatia 
Biochimica et Biophysica Acta 
Joan Boecke 
BRV Sharma Family Foundation 
Linda Buchman 
CVS Health 
Facebook Community Donations 
Farrar Family Charitable Fund 
Christina and Vincent Ferraro 
Saj Gowani 
Grin Therapeutics 
The James Huntington Foundation 
Janice and Julian Gangolli Family Fund 
Cathy and David Krinsky 
Judy LaGraff 
Mary Ann Lamb 
Largent Family Private Foundation Trust 
Betty and Edward Lee 
Leslie Peter Foundation 
Steven and JoEllen Leturno 
Longboard Pharmaceuticals, Inc. 
Louis Berkowitz Family Foundation, Inc. 
Jason and Brandi Lowe 
Lundbeck Pharmaceuticals, Inc. 
Jim Maginn 
Mandy Lambeth Charitable Fund 
David and Nancy Michaels 
Reza Mirzaie 
Laurie Morrow 
Adolfo Orive and Sabine Yazbeck 
Marie and James Parks 
Roy Pfautch 
Praxis Precision Medicines, Inc. 
Mark and Judy Schaengold 
Mary F. Smith 

Karen White 
Winifred M. Gordon Foundation 

Defender 
($5,000 - $9,999)
Honey Amado 
Amgen Inc. 
Anonymous 
Cynthia Arcuri 
Amy Criniti and Jeffrey Avansino 
Lily and Kam Babaoff 
Dale Banitt 
Beneficial Life Insurance 
Boeing Company Employee Individual
  Giving Program 
Kelly and Mark Carroll 
Chemistry Rx, LLC 
Kay Cochran 
David and Margaret Coit 
Patricia Criniti 
Lucinda Cullers 
Linda and Cornelius DenHarder 
Carole Gambrell 
GondolaBio 
Michael Grosack and Lauren Quint  
Lori and James Hartge
Lesley and Alex Holmes 
John Horns 
The Huddleston Family 
Alice and John Hulbert 
Michael and Iris Hyman 
International Union of Operating 
  Engineers Local 15 
Jonathan A. and Judith T. Marshall 
  Fund 
Debra and William Joseph 
Knobbe, Martens, Olson & Bear, LLP 
Jenny and Daniel Kuehn 
Audrey Malesky 
Peggy and Theodore Mastroianni 
Sandra Matsumoto 
Minnesota Epilepsy Group, P.A. 
Staciellen and Robert Mischel  
Lisa and Robert Moss, Seizure 
  Tracker LLC 
Patricia and Jon Myers 
Gail Myers 
Nancy Friday Foundation 
Barbara and Ned Neely 
Thu-Trinh T. Nguyen 
Mahaa Noorani 
O’ Friel Family Foundation 
Jim O’Heir 

Annual Fund: Major Donors and Contract Revenue
Fiscal Year 2025: January 1 to December 31
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OpenNode 
Psychogenics, Inc. 
Ralph Vecchio Family Foundation 
Nancy and Mark Reich 
Christopher and Kari Luther Rosbeck 
Salesforce.com, Inc. 
Lacinda and Douglas Scott 
Scott A. and Phyllis P. Crabtree 
  Family Foundation 
Skechers 
Arlene Sonday 
Bruce Stillwell 
The Potter’s House of Fort Worth 
Town Fair Tire Foundation, Inc 
Norma Vasquez 
Betty Vollmar 
Wall Management, LLC 
Pamela and Paul Waxlax 
Charlotte Wen 
Deborah and Clifford White 
Kathrine White 
Deborah and Joseph Yohn 

Advocate
($1,000 - $4,999)
Abbott Laboratories Employee Giving
  Campaign 
AFCO Insurance Premium Finance 
Lynn and Steve Aguiar 
Farid and Farzana Ali 
The Alidina Family Fund 
Allied HVACR Services, Inc. 
Amneal Pharmaceuticals, Inc. 
John Amorosano, Jr. 
Paul and Patricia Anderson 
Anonymous 
Robert and Dorothy Apple 
Arborscapes, LLC 
Ally Arcaro 
Ascension Ministry Service 
Madison Auld 
Donna and Andrew Docktor 
Carrianne Baird 
Bank of America Employee Giving 
  Campaign 
Gary Barnes 
John Barrazotto 
Rick Barry 
Donald Bastin 
Anshu Batra 
Derek Bauer 
Andrea and Ryan Beebe 
Eileen and Craig S. Beebe 
Michelle and Jeffrey Benham 
Robert and Kelly Best 
Nina Bhatia 
Fred Bohlander 
Mark Borman and Karen Hermelin 

Kriste Branding 
Breslow Family Foundation 
Frances and Shawn Briones 
Victor and Diane Brown 
Elizabeth and Andrew Buchsbaum 
Marissa Bunting 
Corina and Pablo Burbridge 
Sharon Burdine 
Christopher Capone 
Diane and James Caserta 
Michael Cavenee 
Ray Chan 
Kim Chang 
Cindy and Dan Chernow 
Sara Chieffo and David Skillman 
Mardel Chinburg 
Carl Christianson 
Mary and Richard Christmas 
Bea Cipolla 
James and Savannah Citron 
Wendy Cochran 
Connie and Richard Cockerham 
Saundra and Harvey Cohen 
Samuel Cohen 
Kimberly and Mark Colby 
Columbian Charities of Missouri, Inc. 
Susan Conlon 
Corebridge Financial Matching Gifts 
  Program 
Jared and Margaret Cox 
CRD Associates 
Kelly Crockett 
Dori and Ed Crofts 
Tatiana Cuellar-Gaviria 
Matthew Dallariva 
Shruti Dang 
Thomas and Miki Darling 
The Eric and Amy Davidson Foundation 
Laurie and Stephen Dennis 
Shauntea Denton 
Seth Diamond 
Emily Docktor 
Dennis Drislane 
Richard Durr 
Barbara Eggert 
Penny and Dennis Ehrler 
Amy Evenson 
Chris and Kathryn Fahney 
Pamela Farr 
Robert and Judith Ferrara 
Hilary and Joseph Feshbach 
Sally and Ben Ficklen 
Lee Ann and George Fields 
Jeannine and David Fitzmaurice 
Founding Farmers Alexandria 
Charles Frank 
Janet and J. Patrick Frank 
Jennifer Freedman 

Lisa and Bradford Freer 
Steven Garland 
Johanna and Alfred Garzino 
GD Energy Products LLC 
Claudia Gerner 
The Gertrude and Philip Hoffman   
  Philanthropic Fund of the Jewish 
  Community Foundation of Greater 
  Pittsburgh 
Eric and Tricia Gerum 
Vance Gilless 
Glasgow School District- Athletic 
  Booster Club 
Glenn N. Howatt Foundation, Inc. 
Gadi Glogowski 
Google Matching Gifts Program 
Nancy Graham 
Martin Grolnic 
H&I Gertz Foundation 
Lance Hall 
Nancy and Raymond Hall 
Shawn Hamilton 
John Garlinger Hazlett Fund of the 
  Licking County Foundation 
HCA Healthcare Matching Gifts
  Program 
John Hengel 
Amanda Hernandez 
Susan Hesch 
Hillary Mandel and David Greenstein 
Mike Hinkle 
Butch and Kathie Hitchcock 
Christy Hobart and Henry Shapiro 
Lesley and Jay Hoffarth 
Linda and Jeffrey Hoffmann 
Henry L. Hook 
Aaron Howes 
Ann Huber 
Trevor Huddleston 
Luis and Brittany Huerta 
Jonathan Hyman and Susan Hoffman 
  Hyman 
Iris and Michael J. Hyman 
Elizabeth and John Jaranowski 
Emiko and Wayne Jasper 
Shafali Jeste 
Johnson & Johnson Matching Gift 
  Program 
David and Karen Johnston 
Diane and Scott Johnston 
KABM Hall Family Fund 
Kari Kaltenborn 
Kaminski Donor Fund 
Michael Katz 
Carly and Andrew Kaye 
Linda and Richard Keister 
Kendra Scott, LLC 
Ramyne and Garry Spire 



Karima Khawja 
Alan Kines 
Edina Kiss 
Karl and Karen Kloster 
Patrick Koch 
Stewart and Grace Krakover 
Jon Kralik 
Darcy Krueger 
Thomas Kuehn 
Ezmina and Shamsuddin Lalani 
Bev LaSota 
Calvin and Michelle Lau 
Chinny and Johnny Law 
Renee Leeb 
Heather and Christopher Lens 
Jean Leonard and William Grabb 
Keith Levine 
John and Adele Lewis 
Linda G. Porter Charitable Fund of 
  Waccamaw Community Foundation 
Vita Wei Chi Liu 
Nancy Lofredo 
Richard C. Lotz 
Jeffrey Lowenstein 
Laura Lubbers 
Bridget Lucas 
Scott Lucas 
Frances and Jack Lyons 
Cathy Maassen 
MacPherson Fund, Inc. 
Edward and Judith Malecki 
Nikki and Michael Mandile 
Deborah Maniace 
Patricia and Lou Manzi 
Marathon Petroleum Matching Gifts 
  Program 
Laura Marks and Jeremy Buchman 
Joya and Lawrence Marks 
Robert and Laurian Martin 
Mary Rose and Carey Davis Giving 
  Fund 
Michael Mason 
Mater Dei Academy, Inc. 
James Mayer, Jr. 
Carol and Bill McAnelly 
Natalie McBeth 
John McGaughey 
Lauren McKeough 
Virginia McKiernan 
McNeely Foundation 
MedPanel, Inc. 
Shelly and Matthew Meitzler 
Mary Ann and Robert Melcher 
Meritex 
Esther Messing 
Donna and Harry Meyer 
Carol Michael 
Michael J. DeMarco Family Foundation 

MK Real Estate 
Laura Mlynarczyk 
Lourdes Montagne 
Jen Moody 
Joel Moss 
Jeremy Moss 
Maryjane and Christopher Mudd 
Mychals Learning Place 
Jo Anne Nakagawa 
William Nasser 
New York University School of Medicine 
The J. Nicholson Family 
Garrett Nielsen 
Norgren Family Fund 
Hope Northrup and Ed Bonura 
Jess and Michael Noviski 
Odevo US, Inc. 
Kaylan and Dan O’Hara 
Mary Oliver 
Olshansky/Pattis Charitable Fund 
Lauren and Richard H. Packard 
Sharon Palm 
Marsha and Billy Paskell 
Patricia C. Schaefer Foundation 
The David Pattis Memorial Foundation 
Muriel Pattis 
Barbara J. Payton 
Kristen Perlmutter 
John Phelps 
Marcia Philipps 
The Pittsburgh Foundation 
Pledgeling Foundation 
Cynthia Post 
Kathryn Pratt 
Rebecca and Paul Racenet 
Rajsekar Rajaraman 
Red Hat Matching Gifts Program 
Nilsa Roberts 
John G. Robin, III and Alice Robin 
Andrew Rowell 
Susan Royles 
Peggy and John C. Ruckauf 
Gayle and Allen Ruplinger 
Domenic Ruscio and Betty Lou Taylor 
Brian Ruttenberg 
Jamie Saylor 
Thomas and Deborah Schaefer 
Colleen and Dale Schleich 
Jeremy Searer 
James Seith 
Teresa and Brad Self 
Jillian and Haydn Scarr, Bright Funds 
  Foundation 
Seyfarth Shaw Charitable Foundation 
Sharon L. Kaufmann Charitable 
  Foundation 
Siena University 
Stewart Smith 

Space Cow Media 
Maria and Steven Sparagana 
Andrew Sperling 
The Sperling Family Charitable
  Foundation 
Namit Srivastava 
Kate Staples 
Starr H. Clark Endowment Fund 
Dave and Diane Steffy 
Donna Stewart 
Meredith Sullivan 
Dirk and Kimberly Suringa 
Lisa and Robert Szilagyi 
Pam Sztukowski and Chris Holubowicz 
Take Two Interactive Software Inc. 
Margaret Tanner 
Priyamvada Tatachar 
Edward and Nancy Taubman 
Kelly and Sean Thomann 
Paul Thomas 
Rob and Loni Thurston 
Michael Timpano 
Total Care Rx, Inc. 
Mary Sue and Keith Turner 
Thomas and Kathleen Tylman 
University of Alabama Birmingham 
  Benevolent Fund 
United Way of North Central New 
  Mexico 
United Way of The National Capital Area 
Theresa and Harvey Varnet 
Erin Marrero 
Christine Viola-Weiss 
Nancy and Alan Vogel 
Leonard N. Voit 
Tara Wagner 
Grace Wall 
Deanna and Cory Wall 
Brian Wallace 
Molly Walsh 
Kasey Walther 
Victor Wang 
William and Corinne Ward 
John Waterbury 
David and Barbara Weaver 
Leia Weaver 
Westminster Police Officer Association 
Tim and Kathryn Wiggins 
Hayes and Eileen Williams 
Edna and Gerald Willis 
Philip Winsor 
Adam Wittrock 
Rachel and Joshua Wojnilower 
Catherine Wolfe 
Wurwand Foundation 
Audrey Yahr 
Bo Yang 
Li Zhang 

2025 Annual Report  |  page 12



2025 Annual Report  |  page 13

Champion
($500 - $999)
Shannon Abdulwahab 
Pressley Adams 
Cody Adams 
Alta California Regional Center Inc 
Amy Appleton 
Clay Armentrout 
Eleonora Aronica 
Satomi Aruga 
Arul and Gowri Arulmoli 
Jeffrey Aschieris 
Kit-Sing Au 
Mike and Milly Augustine 
Elisabeth Babington 
Alina Baciu 
Dominque Bagley 
Justin Baldwin Sr. 
Naomi and David Balto 
Yue Ban 
Fellype Barreto 
Battelle Matching Gifts Program 
Elizabeth and Thomas Beattie 
Martina Bebin and Fred Bickley 
Jeffrey Belmonti 
Wendi Bender 
Heidi Bendetson 
Connie Bethea 
Michael and Megan Big John 
Kevin Bittel 
Daniel Bloomstein and Kirscha 
  Burgess 
Tricia E. Bodnar 
Jamie and Brian Boesiger 
Angelique Bordey 
Boston Scientific Foundation 
Mallory Bough 
Monica and Bobby Boyd 
Margaret and Bradley Tolkin 
Xandra Breakefield 
Marta Brenden 
Dana Bridges 
Bridgewater Knights of Columbus 
  Council 488 
Kristin Bringhurst 
Bridget and Jeremy Britt 
Gary Broas 
Harry Broome Jr. and Karen Broome 
Brady Burt 
Karen Buscemi 
John P. Byrne 
C.M. Brown Nurseries, Inc. 
Jeffrey Calhoun 
Christa Carey 
Denise Chan 
Tami Charette 
Heather Chase 
Fermin Chavaria 

Russell Chin 
Clara Chung 
Scott Clayton 
Julie Cohen 
Michael Cohen 
Paul and Susan Collins 
Rohini Coorg 
Mary Brooke Covel 
Robert and Dianne Crockett 
Victoria Croswell 
James Wilder and Margaret M. Curtin 
Zoheb Daredia 
Cheryl Dashiell 
Maria De La Paz 
Richard Degner 
Christina Desiderio 
Michael and Rita DiDomenico 
Patricia Dill 
Alison Dolce 
Alan Dombkowski 
Anel Dominguez 
Marissa Downs 
Dravet Syndrome Foundation 
John Duffy 
Julia Durst 
Nancy and Bill Dvorak 
Barry Eggert 
Elizabeth McNamee Memorial Fund, Inc 
Epic Burger, Inc. 
Erin Catron & Company 
ERS Charitable Foundation 
Carlos Espinoza 
Rosa Estrada-Y-Martin 
Sachiko Ezoe 
Arian Farahani 
Farivar-Riehle Giving Trust 
Benjamin Fay 
Janice Fedele 
David M. Feliciano 
Damien Ferguson 
Harry Filippakis 
Janet Finnigan 
First Presbyterian Church 
Santiago Flesler 
Steve Foley 
Leslie and Mike Fox 
Diana Frank 
Nick Franklin 
Justine Frisbie 
Gustav From 
David Fuller 
Laura Furey 
Katrina Gana 
Phillip Gardiner 
Sims Garrison 
Ellen and Keith Gaskill 
David and Katie Geerken 
Elisabeth Genn 

Nancy and Don Germano 
Doug Gerner 
Tanjala Gipson 
Jennifer Glass 
Amber Goedken 
Richard and Rita Gollub 
Susan Gordon 
Blayne Grady 
Lorne Green 
Robert W. and Kathryn A. Groves 
Charles and Diane Gulas 
Beatrice Gurwitz 
Mike and Kathy Gutto 
Ashley Hackett 
Henry and Lucy Hahn 
Jennifer Hall 
Mark Halvorsen 
JMR Hamilton 
Lee and Susan Hammontree 
Audrey Hamrick 
Harry Frank Guggenheim Foundation 
Florence Hauge 
Tim Healy 
Ron and Ann Heffron 
Toni and Todd Heino 
Richard and Yumiko Heltzel 
Theresa Hemp-Hall 
Erum Hengel 
Mark Hennessy 
Elizabeth Henske 
Christopher Herndon 
Mark Hester 
Kelly Hicke 
Lisa Hidaybaca 
Lina Hiering 
Doug and Sandra Hill 
Alicia Ho 
Carol D. Hobart 
Garrick J. Hodge Sr. 
Honeywell, Inc. 
Susan A. Hopkins 
Lorraine Houchin 
Aletha Howes 
Tanner Huddleston 
Robert Hudson 
Joseph Hulihan 
Shaun Hussain 
Kimberly and Eric Hyde 
Meg Hyman 
Harold B. Hyman 
Lee Ihle 
Rebecca Ihrie 
Stefan Imseng 
ISEC Foundation 
Cathy Jackson 
Candy Jackson 
Andrew and Natalie Jaeger 
Ryan Jaffe 



Jenny Jaskiewicz 
Emiko A. Jasper 
Christoffer Jensen 
Rongzhe Jiang 
Charles and Kathy Johanson 
Virginia Johnson 
Amanda Jones 
Matt and Susan Jorski 
Sara Jotoku 
Sergiusz Jozwiak 
Patricia Julien-Williams 
Taichi Kakuda 
Mary Kalsbeek 
Neeta Kapadia 
Jedediah Kaufman 
Amanda Keenan 
Margaret J. Kelly 
Sally and Craig Kieny 
Joohwan Kim 
Kingston Police FOP Lodge #064 INC 
Sandy and Duane Kinzer 
Knights of Columbus Ladies 
  Aux #8887 
Mary Kay Koenig 
Matt and Beth Konczakowski 
Megan Koster 
Robert Koster 
Fred Kozisek 
Merry Kraft 
Jeremy and Robin Krantz 
James Lamb Sr. 
Pattie Lamb 
Gregory and Susan Lamont 
Natalie Landry 
Ari Laufer 
Jamie Lawlor 
Patroski Lawson 
Linda Layman 
Bahareh S. Lazemizadeh 
Caroline Le Poole 
Joia Lee 
Steven Lee 
Stephanie and Christopher Legg 
Rodney and Caroline Lenz 
Matthew and Kelly Levy 
Leann Lindemann 
Jodi Lindsey 
Michelle and Jason Litsky 
Andy Liu 
Magalie Lodin Pasquier 
Dave Lord 
Sara Loudon 
Andrea Lowden 
Mariam Lugo Noguera 
Edwin Lutgring 
Judy Luther 
Kelly and Randall Madison 
Desiree Magee 

Nancy Flaherty and Sharon Mander 
Norman and Terry Manko 
Cindy Martin 
Susan and David Marzinke 
Susan and William McClintock 
Virginia Jo McCray 
Ruth McDirmid 
Michelle McDonald 
Theresa and Charles McFadden 
Toby McIlwain 
Anna McKeone 
Kathy McShane 
Joel McSwain 
Greg P. Meier 
Ari and Abbey Meltzer 
Luke Minnich 
Jason and Dena Mitchell 
Nadra Mlynarczyk 
Lisa Moisan 
Carolyn Mongeau 
Linda and William C. Moore 
Michael E. Moriarty 
Dewitt and Cynthia Morris 
Leonette Morrison 
Phyllis Morrow 
Melissa Mower 
Walter Murray 
Katherine Napleton 
Freda Nassif 
Jason K. Davis and Jenny J. Nazzal 
Norbert E. Mitchell Co., Inc. 
April Novotny 
Vanessa Nunes De Paiva 
Jacob Nysather 
Elizabeth O’Connor 
Leon and Sharon Oberlander 
Oluwaseun Ogunbajo 
Amanda and Matthew Olear 
Patricia E. Olivo 
Masa Onozaki 
Lily Orielly 
Jacki O’Rourke 
Dawn Owens 
Zohra and Noor Panjwani 
Ali and Shamshuddin Panjwani 
Penney and David W. Parkes 
Daniel Pasche 
Iris Pastor 
David and Mary Belle Patton 
Joyce Pazianos 
Deborah Pearson Woodhouse 
Christine Pellikan 
Linda Pennachio 
Sandra Perlmutter 
Perry Local School District 
Carolyn A. Peterson 
Charlotte Phillips 
Maureen and Andrew Piotrowski 

Molly Poarch 
Mary Jane Podgorski 
Vincent Chieffo and Karen Pope 
Dan and Krista Poretz 
Portage Northern Baseball Boosters 
Brenda Porter  
Steven Potolsky 
Mary Puccinelli 
Aine Quimby 
Vijay Rai 
Cheryl Ramirez 
Jeffrey Raskin 
KAAM RCM 
Barry and Kim Retchloff 
Jordan and John Thorpe Richards, Jr. 
Dana Richards 
David and Suzanne Ritter 
Robert Irwin & Associates 
David Rodriguez-Buritica 
Janis M. Rokosz 
Debbie Ross 
Shannon Rowan 
Chris and Leslie Russell 
Deborah Saia 
Claire Sartwell 
Judith Sayre 
Schlosser Ventures 
Daniel Schmidt 
Kevin Schoen 
Peter Scourby 
Stephanie Seeno-Miles 
Jennifer and Josh Segal Geetter 
Selective Insurance 
Brandon Seward 
Elysa and Thomas Seymour 
John Sheridan 
Tiffany Shyuan 
Ukrit Siriprusanan 
Mark Skaist 
Melvin Smith 
Betty Smith 
Doug Smith 
Manoocher Soleimani 
Janet Sontag 
Sophie Spielberger 
Zach Spradlin 
Branden Stansley 
Betsy Stapel 
Cynthia Sterling 
Cindi Stettner 
Joanne Stevens 
Linda S. Stewart 
Arnie and Barbara Stolte 
Randall B. Stoltz and Patricia J. Stoltz 
Yan Tang 
Dr. Katherine Taub 
The Coca-Cola Bottling Company of 
  New York 
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The Industrial and Office Real Estate 
  Brokers Association 
The Rath Family Charitable Fund 
Kayley Thurston 
Marisol Vanesa Toma 
Lee and Gloria Triebenbach 
Kelly Tufts 
James and Cynthia Tuite 
Patti Tuomey 
UC Davis Medical Center 
United Way of the Greater Capital 
  Region, Inc. 
Agnies van Eeghen 
Shelley Varnado 
Ameeth Vedre 
Kathleen and Richard Villani 
Joseph Voss 
Amber Walker 
Kimathi Waller 
Elizabeth Warner and Grant Bubsey 
Landry Watson 
Doug Watts 
Michael and Barbara Webb 
Robert and Catherine Webster 
Howard Weiner 
Ivy Wen 
Pat Wenn 
Klaus Werner 
James W. Wheless 
Carl and Sheila Wiezalis 
Wiley, LLP 
Liz W. Williams 
Sarah Wilson 
Jerry Witinok 
Diane and Florian Wittrock 
Joel Wojnilower 
Stephen Wolf and Sebastian Korob 
Joyce Wu 
Katelyn and Ben Yeamans 
Marlin and Judy Yoder 
Yokeley Plumbing 
Mandy Young 
Kara Young 
Jane Yu 
Banruo Yu 
Zach’s Hope Fund of York Community 
  Foundation 
Zenith Insurance Company 
Silvia Zhang 
Michael Zito 
 

Major Gifts in Kind
(Value of $500 or more, as 
identified on received in-kind 
forms)
Academy of Magical Arts, Inc. 
Âme Salon 
Anita Bhatia 
Alonzo Bodden 
Mariah Boyd 
Shane Brady 
Gary Cannon 
Damon Casatico 
Eric Charbonneau 
David and Margaret Coit 
Maureen Collins 
Edina Kiss Jewelry 
Will Forte 
Giovinezza Laser Medical Group 
Brian Grabowski 
Greg Grunberg 
Christy Hobart and Henry Shapiro 
Hailey Huddleston 
Kevin Harvick’s Kern Raceway 
Mary and Mark Koponen 
Kristi Lengyel 
Wendy Liebman 
Sue MacMillan 
Kate Micucci 
Jo Anne Nakagawa 
April Novotny 
Jim O’Heir 
OPL Charities 
Tom Papa 
Ron Pearson 
Melissa Peterman 
Jennifer Ritter 
Mary and Steve Roberds 
Christopher and Kari Rosbeck 
Craig Shoemaker 
Skechers 
Suzanne Spencer 
Spruce Peak Lodge 
Lisa and Robert Szilagyi 
Tom Bercu Presents 
Tower 28 
The Westin Rancho Mirage Golf Resort 
  and Spa 
Windsports 

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. 

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 
Magdalena Lutsky Trust 

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

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

Enrichment Society
($5,000 - $9,999)
Richard C. Barnett 
Linda and Doug Loftus 
Paul and Pamela Waxlax 

Investment Society
($500 - $4,999)
Ron and Dorothy Cibulskis 
Margie and Craig Colby 
Robert W. and Kathryn A. Groves 
Carol and Ralph Honderd 
Mark Hyman and Sheryl Neuman 
Dennis and Mary Lundie 
Paypal Charitable Giving Fund 
Dennis and Kimberly Pidherny 
Kathy and David Rauch 
Evelyn Sharp and Tom Yates 
Shell Oil Company Foundation 
  Matching Gifts



Betty C. Lee 
Phyllis Leist 
Glenn Leiter* 
Craig T. Lewis* 
Doug and Linda Loftus 
Gertrude “Gerry” Loveday* 
Magdalena Lutsky* 
James Lynch 
Glennwood Dale Maier* 
Robert McBride* 
Donna McGaha 
Elizabeth McNamee* 
David and Jan Mintz 
William Morris* 
Maria Sharon Munoz-Chargoy 
Ottilie 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 
Dee and Jack Smith* 
John and Janine Steenman 
Mark Stromberger* 
Rob Thurston 
Kathy Trapp* 
Alma A. Tutrone* 
Jim and Nancy Weir 
Lynn Sanders Wilson* 
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 designating a gift to the 
organization.
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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 TSC 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 that we can add you. We are 
pleased to honor the following 
distinguished members of the  
Eternal Flame Society:

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

“It can be very isolating 
having a child with TSC, 
especially if you don’t know 
anybody else who has it. And 
so having that community 
and just knowing that these 
people really get it is really 
wonderful.”  

BLAIR SIMON (MOTHER TO JACOB 
WITH TSC) ON THE IMPORTANCE 
OF COMMUNITY FOR SUPPORT

Learn more about their story.



Leadership
Operating Board of 
Directors
Paul Waxlax, Chair 
Denver, CO 

Brittany Smith, Vice Chair 
Kenilworth, IL 

Kristi Lengyel, Secretary 
Los Angeles, CA 

Mark Spotts, Treasurer 
Prior Lake, MN 

William Joseph, Immediate 
Past Chair 
State College, PA 

Derek Bauer, MD 
Rochester, NY 

Julie Blum 
Potomac, MD 

Angelique Bordey, PhD 
New Haven, CT 

Frances Briones 
Hemet, CA 

Chip Burkhalter 
Alexandria, VA 

Lisa Carlton, PhD 
Washington, DC 

Mark Carroll 
Saratoga, CA 

Sara Chieffo 
Washington, DC 

Danielle Clark 
San Antonio, TX 

Andrew Duffy, International 
Partner Member 
Toronto, ON 

Julian Gangolli 
Santa Ynez, CA 

Tanjala Gipson, MD 
Cordova, TN 

Jonathan Goldstein 
New York, NY 

Rich Gollub, CPA 
Silver Spring, MD 

Elizabeth Petri Henske, MD 
Boston, MA 

Lesley Holmes, JD 
Los Angeles, CA 

Shafali Jeste, MD 
Encino, CA 

David Johnston 
Raleigh, NC 

Jessica Krefting, BSN, RN 
Madison, AL 

Patroski Lawson, MSP 
Washington, DC 

Laura Marks 
Queens, NY 

Jim O’Heir 
Encino, CA 

Noor Panjwani 
Carrollton, TX 

Andrew Sperling 
Washington, DC 

Vanessa Vazquez 
Miami, FL 

Endowment Fund 
Board of Directors
Rita DiDomenico, Chair 
Staten Island, NY 

Robert W. Groves, III, 
Secretary 
Leander, TX 

Brittany Smith, Treasurer 
Kenilworth, IL 

Timothy Dills 
Great Falls, VA 

David Johnston 
Raleigh, NC 

Jim Maginn 
Manhattan Beach, CA 

Darren Miles 
Minneapolis, MN 

Larry O’Friel 
Staten Island, NY 

Mark Schaengold 
Cincinnati, OH 

Megan Self 
Palmetto, FL 

Paul Waxlax 
Denver, CO 

Corporate Advisory 
Board
Wilfred Cooper, Sr., Honorary 
Chair 
Chairman 
WNC & Associates 

Julianne Moore, Honorary 
Chair 

Martina Bebin, MD, MPA 
Co-Director 
University of Alabama TSC 
Clinic 

Matt Bolger 
Director of Information 
Technology 
Michigan State Police 

David Coit 
Managing Director 
North Atlantic Capitol 

Peter B. Crino, MD, PhD 
Chair, Department of 
Neurology 
University of Maryland School 
of Medicine 

Rita DiDomenico 
Vice President 
MUFG Bank 

Rusty Field 
CEO and President 
Evenstad Estates 

David Fitzmaurice 
Director of Product 
Management, Ranpak 

Gail Gershon 

Mark Halvorsen 

William Joseph 

Ken Kocher 
Former President 
LIDS Sports Group 

Laura S. Lubbers, PhD 
Chief Scientific Officer 
CURE Epilepsy 

Ted Mastroianni 

David Michaels 
Senior Vice President 
Wells Fargo Bank, NA 

Darren Miles 

MaryJane Mudd 
Executive Director 
East Harris County 
Manufacturers Association 

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 
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“We were given a drug 
called vigabatrin. She 
was on that for several 
years and then eventually 
became seizure-free. 
That drug was available 
due to research and the 
efforts of the TSC Alliance.”  

FRANCES BRIONES ON HOW 
RESEARCH IMPACTED HER 
DAUGHTER ROSY

Learn more about their story.



Staff
Kari Luther Rosbeck  
President & Chief Executive 
Officer   
Jamie Saylor, CPA  
Chief Financial Officer   
Steven Roberds, PhD  
Chief Scientific Officer   
Rachel Wojnilower  
Chief Operating Officer  
Ayat Abi  
Scientific Project Coordinator   
Marisa Acierno 
Executive Assistant  
Dean Aguiar, PhD  
Executive Vice President, 
Translational Research   
Ryan Beebe Manager,  
Senior Manager, Annual 
Giving & Partnerships  
Liz Cassidy, MPH  
Senior Manager, Research 
Projects    
Zoë Fuchs  
Senior Manager, Translational 
Research  
Emebet G/Micheal  
Senior Accountant    
Jessica Hughson-Andrade 
Director of Philanthropy  
Carly Kaye  
Community Programs 
Manager   
Daniel Klein  
Senior Director, 
Communications  
Maddison Larrimore  
Marketing & Digital 
Communications Manager  
Justin Martucci  
Senior Manager, Development 
Systems  
Shelly Meitzler  
Director, Outreach & Support   
Sam Metzger  
Senior Manager, Scientific 
Projects  
Lisa Moss  
Vice President, Donor 
Relations   
Heather Radtke, MS, CGC 
Director, Clinical Programs  
Alexis Ross 
Development Coordinator  

Gayle Saunders  
Director, Community Programs   
Elizabeth Skufca  
Community Programs Manager   
Katie Smith  
Director, Government & Global 
Affairs 
 
 
Community Leadership
Thank you to the TSC 
Alliance’s 2025 volunteer 
leaders.

TSC Alliance: Pacific 
Northwest Community Region 
(Idaho, Montana, Oregon, 
Washington)

Leslie Fox (WA) 
Shannon McHutchinson (WA) 
Daniel Price (WA) 
Rebecca Racenet (AK) 
Emily Racenet (AK) 
Gloria Triebenbach (WA) 
Lee Triebenbach (WA) 
Adrienne Wasserman (WA) 

TSC Alliance: Pacific West 
Community Region (California, 
Hawaii, Nevada)    

Lilian Ansari (CA) 
Morgan Breit (CA) 
Frances Briones (CA) 
Bridget Britt (CA) 
Cindy Fowler (HI) 
Anna Galvin (CA) 
Robert Grandia (CA)  
Bailey Green (CA) 
Shannon Hanks-Grandia (CA) 
Viviana Hernandez-Ferrer (CA) 
Maxx Kau (HI) 
Kaycee Kincade (CA) 
Kathleen Kingston (NV) 
Megan Newton (CA) 
Norma Vasquez Phan (CA)

TSC Alliance: Rocky 
Mountains Community Region 
(Arizona, Colorado, New 
Mexico, Utah, Wyoming)

Dana Holinka (CO) 
Debora Moritz (AZ) 
Holden Rich (UT) 
Brittani Rich (UT) 
Kayley Thurston (UT) 
Deanna Wall (UT) 

TSC Alliance: Midwest 
Community Region (Iowa, 
Minnesota, Nebraska, North 
Dakota, South Dakota, 
Wisconsin)  

Georgia Conlin (MN) 
Kristin DeGueme (WI) 
Nicole Dreier (WI) 
Bridget Lucas (WI) 
Anne-Marie McAnelly (WI) 
Kim Mehlhoff (ND) 
Tessa Palmer (IA) 
Alanna Spotts (MN) 
Dawn Wagner (IA)  

TSC Alliance: Greater Plains 
Community Region (Kansas, 
Missouri, Oklahoma)

Laurisa Ballew (MO) 
Alexandria Dahlgren (KS)  
Amy Dublinske (MO) 
Jackie Grenia (MO) 
Emilie Hyde (OK) 
Foster Hyde (OK) 
Heather Lens (OK) 

TSC Alliance: Texas 
Community Region

Shalonda Alexander (TX) 
Amber Brabham (TX) 
Laura Buckner (TX) 
Joseph Cervantez (TX)  
Brenda Christmas (TX) 
Danielle Clark (TX) 
Cristina Fitzgerald (TX) 
Preston Fitzgerald (TX) 
Sheryl Kubala (TX) 
Kami Morrow (TX) 
Noor Panjwani (TX) 
Leslie Russell (TX) 
Blaire Simon (TX) 

TSC Alliance: Great Lakes 
Community Region (Illinois, 
Indiana, Michigan)

Mary Cardona (MI) 
Alaina Donley (IN) 
Geri Greenberg (IL) 
Brett Guth (IL) 
LaCracha Handy (MI) 
Kristen Harris-Lohman (IL) 
Karen Johnson-Wenger (IL) 
Paula Krischel (IL) 
Tina Rossow (MI) 
Cassie Shields (IN) 
Kyle Shields (IN) 
Phil Tallman (IL) 
Jackie Tallman (IL) 
Samantha Tallman (IL)  
Alanna Verdi (IN) 
Krystal Watts (IN)

TSC Alliance: KYOVA 
Community Region (Ohio, 
Kentucky, West Virginia)

Ally Arcaro (OH) 
Heather Atkinson (OH) 
Melissa Bartley (KY) 
Abby Blevins (OH) 
Elizabeth Brown (WV) 
Brianah Doeden (KY) 
Nina Goldberg (OH) 
Kiersten O’Leary (KY) 
Lori Quirino (OH) 
Madison Quirino (OH) 
Tarcisio Santos Moreira (OH) 
Tammy Thorne (OH) 
Nancy Weir (OH)

TSC Alliance: Southeast 
Community Region (Alabama, 
Arkansas, Georgia, Louisiana, 
Mississippi, Tennessee)

Margaret Cox (AL) 
Sandy Ewing (TN) 
David Geerken (LA) 
Latrice Hamilton (TN) 
Casey Henry (LA) 
Lindsay Osborne (GA)  
Lauren Perry (TN) 
Jessica White (AL) 
Mandy Young (AL) 

TSC Alliance: Carolinas 
Community Region (North 
Carolina, South Carolina)

Erika Beckett (NC) 
Ashley Eason (NC) 
Heather Harden (SC) 
Karen Johnston (NC) 
Mary Ann Lamb (NC) 
Lauren Mercurio (NC) 
Kristen Moore (NC) 
Guinevere Pandolfi (NC)  

TSC Alliance: Florida/Puerto 
Rico Community Region 
(Florida, Puerto Rico)

Sara del Valle (FL) 
Dana Della Costa (FL) 
Alisa Dellinger (FL) 
Michele Graham (FL) 
Christine Montagne (FL) 
Sara Sanchez (FL) 
Megan Self (FL) 
Vanessa Vazquez (FL) 
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TSC Alliance: Mid-Atlantic 
Community Region 
(Delaware, District of 
Columbia, Maryland, 
Pennsylvania, Virginia)

Andrea Beebe (DE) 
Phyllis Brabender (DE) 
Rachel Cahill (PA) 
Jocelyn Cenna (MD)  
Kate Crossett (PA) 
Kathi Dills (VA) 
Jill Fischer (VA) 
Nicole Gambone (PA)  
Kathy Henkel (VA) 
Debra Joseph (PA) 
Fran Lyons (PA) 
Jack Lyons (PA) 
Devon McCollum (PA) 
Meghan Nazareno (VA) 
Teresa O’Brien (PA) 
Jacob Saadoun (PA) 
Lanai Saadoun (PA) 
Liz Saadoun (PA) 
Lauren Shillinger (MD) 
William Suringa (VA) 
Lailah Waller (DC) 
Michael Wood (MD) 

TSC Alliance: Tri-State 
Community Region 
(Connecticut, New Jersey, 
New York)

Sumee Bailur (NJ) 
Blair Cady (NY) 
Bridgett Claxton-Langstaff 
(NY) 
Emily Docktor (CT) 
Jonathan Goldstein (NY) 
Naomi Haiztat (NY) 
Karima Khawja (NJ) 
Lundy Langstaff (NY) 
Laura Marks (NY) 
Iris Mustich (NY) 
Marilyn Pruce (NJ) 
Rhiannon Schade (NJ 
Corey Schnelzer (NY) 
Jennifer Waldron (CT) 

TSC Alliance: Northeast 
Community Region (Maine, 
Massachusetts, New 
Hampshire, Rhode Island, 
Vermont)

Lori Day (MA) 
Jenelle Hitchcock (MA) 
Stacie Verrill (VT) 

Professional Advisory 
Board
Lisa Carlton, PhD 
Washington, DC

Bridgett Claxton-Langstaff, 
MSN, RN, CCRN, CPPS 
Baldwinsville, NY 

Peter Crino, MD, PhD 
Adult Neurology and Epilepsy 
Baltimore, MD 

Thomas Darling, MD, PhD 
Dermatology 
Rockville, MD 

Jennifer E. Glass, LGC 
Genetic Counseling 
Cincinnati, OH 

Jonathan Goldstein 
New York, NY 

Nishant Gupta, MD 
Pulmonology 
Cincinnati, OH 

Elizabth Petri Henske, MD 
LAM/Oncology 
Boston, MA 

Dana Holinka 
Northglenn, CO 

David Kwiatkowski, MD, PhD 
Genetics/Oncology 
Boston, MA 

Elahna Paul, MD, PhD 
Nephrology and Pediatric 
Kidney Transplant 
Boston, MA 

Penney Parkes 
Greenwich, CT 

Stephanie Randle, MD, MS 
Pediatric Neurology and 
Epilepsy 
Seattle, WA 

David Rodriguez-Buritica, MD 
Endocrinology 
Houston, TX 

Arun Singh, MD 
Ophthalmology 
Cleveland, OH 

Petrus de Vries, PhD, FRC-
Psych 
Neuropsychology 
Cape Town, South Africa 

Howard Weiner, MD 
Neurosurgery 
Houston, TX 

James Wheless, MD 
Pediatric Neurology 
Memphis, TN 

International Scientific 
Advisory Board
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 

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 

Mustafa Sahin, MD, PhD 
Department of Neurology 
Children’s Hospital/Harvard 
Boston, MA  

Julian Sampson, DM, DM, 
FRCP, FMedSci 
Professor of 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 
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National Tuberous Sclerosis Association & Affiliate

Consolidated Statements of Financial Position

As of December 31,	 2025	 2024

Assets
		  Cash and cash equivalents 	 $	  4,638,059   	 $	  4,746,313     
		  Investments 			    9,439,624   		   8,164,816     
		  Accounts receivable			    136,853 		  119,421    
		  Promises to give 			     2,511,408   		  2,754,156    
		  Prepaid expenses and other assets			     609,612   		  337,110
		  Operating lease right of use asset, net			     509,349  		  584,651
	    	Property and equipment			     263,658   		  634,558    
	
Total assets	 $	   18,108,563   	 $	 17,341,025    
	

Liabilities and Net Assets
Liabilities
		  Accounts payable and accrued expenses	 $	    438,877    	 $	 372,308  
		  Accrued compensation			     338,406  		  359,359
		  Deferred revenue			     362,695   		  194,359   
		  Operating lease liability, net 			     846,003   		   970,571  
		  Gift annuity obligations 			     74,176  		  78,315 
	
			   Total liabilities			     2,060,157  		  1,974,912       
	
Net assets 
	 Without donor restrictions
		  Undesignated			    2,114,039 		  2,215,476
		  Board-designated			     7,290,693  		  6,212,579

			   Total without donor restrictions			     9,404,732   		  8,428,055    
	
	 With donor restrictions			     6,643,674   		  6,938,058     

			   Total net assets			    16,048,406   		  15,366,113    

Total liabilities and net assets	 $	   18,108,563  	 $	 17,341,025   

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 2025 and 
2024 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 2025 and 2024 there were net gains and losses, 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 negative $410,591 and a positive $430,082 for 2025 and 2024, respectively.	
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Revenue Sources FY2025
Total Revenue: $8,807,012

Functional Expenses FY2025
Total Expenses: $9,143,804

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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2025

Revenue Sources FY2025
Total Revenue: $8,807,012

Functional Expenses FY2025
Total Expenses: $9,143,804

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

National Tuberous Sclerosis Association & Affiliate

Consolidated Statement of Activities

	 Without Donor	 With Donor	 2025	 2024
	 Restrictions	 Restrictions	 Total	 Total

Revenue and Support
	 Special Events 	 $	     1,253,584  	  $	   90,064   	  $	   1,343,648   	  $	  2,925,360     
	 Cost of direct benefits to donors		   (161,477) 	  	 -	  	  (161,477)	  	  (529,326)
			   Special events, net		   1,092,107  	  	 90,064   	  	  1 ,182,171   	  	 2,396,034   
	 Contributions		      1,533,183  	  	   3,337,061   	  	   4,870,244   	  	  4,370,837  
	 Contributed nonfinancial assets		     69,896  	  	 - 	  	  69,896  	  	  360,043  
	 Contracts	  	     2,344,367  	  	 - 	  	  2,344,367  	  	  2,098,994   
	 Conferences		       308,731  	  	 -		   308,731  	   	   6,035  
	 Interest and dividends 		      285,300   		     20,387     		     305,687    		   228,620  
   	Memorials and honoraria		      67,104    	  	    1,355  		     68,459    		   75,428   
	 Federated funding		      31,527     		  -	  	    31,527    		   35,677  
	 Other income		    - 		  -		   -		   5,482 
						           5,732,215  		       3,448,867    		      9,181,082   		    9,577,150  
	
Net assets released from restrictions		      3,823,088  		   (3,823,088)		  -		  -

		  Total revenue and support		      9,555,303  		   (374,221) 		     9,181,082    		   9,577,150 

Expenses
	 Program services
		  Research		   5,592,767     		  -	  	     5,592,767     		   4,820,601 
		  Family services		   941,019    		  -	  	       941,019    		   1,034,068
		  Public health education		   418,184   		  -	  	      418,184  		   478,028  
		  Government relations		   206,522    		  -	  	      206,522    		   245,579
		  Professional education		   119,190    		  -	  	      119,190   		   159,970
			   Total program services		         7,277,682  		   -	  	     7,277,682      		   6,738,246

	 Supporting services
		  Fundraising		     1,268,528  		  -	  	     1,268,528  		   1,379,903
		  Management and general		      658,777 		  -		     658,777  		   614,027 
			   Total supporting services		     1,927,305  	  	 - 	  	     1,927,305  		   1,993,930 

			   Total expenses		      9,204,987  		   - 	  	    9,204,987  		   8,732,176  
				    Change in net assets from operations		    350,316 	  	     (374,221) 	  	    (23,905)  		  844,974  
				        Net investment income (loss)		    626,361 		  79,837 		          706,198 			  523,791 

Change in net assets		   976,677  		       (294,384)		     682,293  		   1,368,765 

	 Net assets, beginning of year		      8,428,055 		   6,938,058  	  	    15,366,113   		   13,997,348 

Net assets, end of year	  $	  9,404,732   	  $	  6,643,674   	 $	 16,048,406   	 $	  15,366,113 
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