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Our son, Silas, has Sturge-Weber syndrome, which caused him to develop
epilepsy at nine months old. To our family, a cure for epilepsy would mean
freedom. Silas would be free from his medications and could choose his
path in life without being limited by seizures. And we would be free from
the fear of his next seizure.

CURE Epilepsy gives us hope because they are 100% committed to funding
the critical research needed to lead us to a cure. We fundraise for them
because the freedom we crave can only come from investment in
innovative science. The brain is the final frontier in human understanding,
and CURE Epilepsy is driving the search for answers. We know they won’t
stop until Silas and millions of others are free from epilepsy.

—Kris (Board Member Elect) and Kellie Sadens, Silas's Parents
and CURE Epilepsy Champions
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Strategic and Principal Gifts Officer Alysha Biehl accepted a check from CURE Epilepsy Champion
Charlie Hochman and the Viewpoint School in Calabasas, CA. Charlie's class raised the money
and donated it in honor of Charlie's sister Olivia, who lives with epilepsy.
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Dear Friends,

The past year has tested the resilience of the epilepsy research community in
unprecedented ways, but it has also reinforced what is possible when people come
together around a shared purpose.

Because of your support, CURE Epilepsy has continued to push critical research
forward at a moment when scientists and institutions are facing extraordinary
challenges. Across the biomedical research landscape, operational disruptions,
procedural interference, and ideological screening have left researchers scrambling
to protect years of work and keep promising projects alive. Early-career investigators
are being hit especially hard, with many questioning whether they can remain in
academic research at all.

This reality makes your support of our mission more urgent than ever.

Over the past year, your generosity has enabled CURE Epilepsy to continue investing in
bold science, supporting early-stage researchers, and bringing together scientists,
clinicians, families, and advocates committed to accelerating cures. In this report,
you'll read about important progress across several areas of our work, including:
e Translation of basic research findings into diagnostic guidelines, device
development, and other work with clinical relevance
e Expansion of overall momentum in multidisciplinary, Al-supported SUDEP research
and prevention efforts
* Leadership roles in key, agenda-setting conferences like Curing the Epilepsies
e Engagement of our community with new lay-friendly scientific content and
advocacy opportunities

All of these achievements are powered by you and our entire community of donors. In
an increasingly unstable funding environment, your donations and advocacy have
helped CURE Epilepsy remain nimble and responsive. Our grants have long served as
critical early investment for researchers pursuing new ideas, and today that support is
more important than ever. We are currently initiating a new grant program to bridge
gaps created by delayed or reduced federal funding so that promising epilepsy
research does not lose momentum (see How We Are Meeting the Moment inset).
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Scientific progress depends on continuity — and on people willing to stand behind it
during difficult moments. We see this resolve in the researchers refusing to give up on
breakthrough ideas, in the families transforming hardship into advocacy, and in
supporters like you who believe deeply in the possibility of a future free from seizures.

Thank you for making our work possible. Your generosity and partnership continue to
move us forward toward better treatments, better outcomes, and ultimately, cures.

With gratitude,

B2

Beth Lewin Dean, CEO

Make a Difference! Your gift
helps sustain work toward
cutting-edge treatments and
disease-modifying therapies.

HOW WE ARE MEETING THE MOMENT

Beginning in 2025, unprecedented changes to the medical research enterprise created a
huge need in our research community. In response, we launched a focused fundraising
campaign. Our board, close friends, and industry partners have already committed more
than $600,000, enabling us to start making grants to fill critical gaps and keep research
progress moving forward. Our goal is to grant $1,250,000 to sustain past grantees across
two new grant mechanisms by the end of the year. If you'd like to learn more about this
special effort, contact Alysha Biehl at Alysha.Biehl@CUREepilepsy.org.

BRIDGE TO BREAKTHROUGH PROTECTING OUR PROGRESS

« $100,000, one year e $50,000, one year

¢ Providing essential support to early- e Covering urgent, time-sensitive
career researchers research expenses for investigators

e Initially focusing on NIH RO1 and K grant whose funded work is threatened by
applicants who have strong but specific policy constraints (e.g.,
unfunded applications limitations on international

¢ Helping recipients strengthen their collaboration)
proposal, generate additional data, and ¢ Ensuring high-value research
remain competitive when reapplying continues uninterrupted during this
for federal funding period of instability

As a junior faculty | have active My current funding runway extends
member, without funding applications approximately one year. Without a major

funding | will out to 7 different grant award in the near term, | will not
soon be unable sources in an be able to sustain the laboratory

to continue attempt to keep infrastructure, personnel, or experimental
this career. my lab afloat. scale that this line of research requires.
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GRANTEES

The following list highlights our latest awardees and their project objectives.

CATALYST AWARD

Ivan Soltesz, PhD, Stanford University
Lay the groundwork for a non-invasive therapy to treat intractable
childhood epilepsy.

FOCUSED

Co-funded in partnership with \4) ULTRASOUND
FOUNDATION

Yoav Kfir, PhD, Modulight Biotherapeutics

Build a device that uses light to shut down seizure activity and
test the treatment in a large-animal model of focal,
drug-resistant epilepsy.

Deborah Kurrasch, PhD, Stream Neuroscience
Complete safety testing of a potential new epilepsy therapy,
SN-2000, and determine safe dosing levels.

Gobi Grant, funded through the generosity of James Westwood,
Caspar Jebsen, and the supporters of their Gobi Desert
ultramarathon effort

RARE EPILEPSY PARTNERSHIP AWARD

Geoffrey Swanson, PhD, Northwestern University

Test whether a gene therapy approach to treat gain-of-function
GRIK2-related epilepsy can improve seizures and other behaviors
in a new mouse model of the condition.

Co-funded in partnership with ¥ cureGRIN

Damon Page, PhD, Seattle Children’s Hospital

Study seizures in a mouse model of CTNNBI syndrome, as well as
understand seizure histories and how quality-of-life is impacted in
individuals with CTNNBI1 syndrome.

Co-funded in partnership with CAINBI

Anil Akturk, PhD, Seattle Children’s Hospital

Characterize seizures, cognition, and brain pathology in a
“humanized” mouse model that carries a gain-of-function KCNQ2-
DEE variant, as well as develop and test a novel, targeted genetic
therapy to treat KCNQ2-DEE.

Co-funded in partnership with s KENQ2

Cure Alliance
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TAKING FLIGHT AWARD

4 g Mahboubeh Ahmadi, PhD, University of California, Riverside

b i B Study how epilepsy changes the way CCK interneurons work and
Lis 8 v epilepsy chan . .
i ol | whether fixing their activity can reduce seizures and improve
Y memory, motivation, and behavior.

Kathleen and John McKenna and Family Grant

Mahboubeh has forged a path towards research independence through skill, grit, and
determination, despite facing systematic discrimination in her home country of Iran. She
is a thoughtful and innovative scientist who is focused on understanding and alleviating
behavioral impacts of epilepsy and is well on her way to research independence.

=Viji Santhakumar, MBBS, PhD, mentor and previous CURE Epilepsy grantee

Aswathy AmmothumKandy, PhD, University of Southern California
Study why astroglial brain cells sometimes stay in a disease state in
drug-resistant epilepsy and look for therapies to return themto a
normal state.

Alex Felix, PhD, University of Pennsylvania
Develop a novel antisense oligonucleotide (ASO) strategy to treat
certain DEE syndromes caused by haploinsufficency.

CURE EPILEPSY AWARD

Sonja Broer, PhD, Free University of Berlin
Develop an ASO therapy that provides a potentially safer alternative
to brain cooling as a way to reduce seizures and prevent neuronal
-~
Ul

damage.

Christos Lisgaras, PhD, Nathan Kline Instititute

Test whether precise control of high frequency oscillations (HFOs)
can provide powerful new therapeutic options.

Hear Dr. Lisgaras talk about the importance of Common Data
Elements (CDEs) in research.

_.;"'t W Y "‘

As a Scientific Advisory Council member and grant reviewer, | have firsthand
knowledge of the quality of the applications CURE Epilepsy receives for its investigator-
initiated awards. | continue to be impressed by the rigor and creativity of applicants,
as well as the impact these lines of funded research go on to have years into the
future. From preventing epileptogenesis to innovative wearable devices, these latest
grantees are truly on the cutting edge of epilepsy science.

—Barry Gidal, PharmD, FAES, University of Wisconsin-Madison
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! NICAL BION
TEAM SCIENCE AWARD

A NEW MECHANISM FOR GLOBAL COLLABORATION

The goal of this project, which brings new

researchers and disciplines into the epilepsy
field, is to more effectively identify those who
are at high risk of SUDEP and ultimately WHAT IS TEAM SCIENCE?
prevent this tragedy. A key outcome will be

the development of a SUDEP knowledge base Team science brings

that will use cutting-edge Al technology to together teams of teams
consolidate all research on SUDEP for use working together in a highly
across disciplines. These awards were co- collaborative model,
funded with the Epilepsy Foundation and are sharing data, methods,

part of our broader SUDEP Risk Assessment
and Prevention Initiative. A special thank you
to the Benninghoven-Schafer family and

and findings in real time.

other donors. | —

Andrew Landstrom, MD, PhD, Children’s Hospital of Philadelphia
Cardiac Basis of SUDEP in Alternating Hemiplegia of Childhood (AHC)

——> |dentify which children are at highest risk of SUDEP and which
medications are safe to use in this population, with the aim of

A guiding clinical care.
PEDIATRIC
CARDIOLOGIST

Satya Sahoo, PhD, Albert Einstein College of Medicine
Al and Personalized SUDEP Prediction

Use Al to bring together clinical records, genetic information,
seizure and sleep data, and decades of research to better
understand why SUDEP happens and make the information
accessible to the research community.

™.

DATA SCIENTIST

Shobi Sivathamboo, PhD, Monash University, Melbourne
Clinical Biomarkers and Multimodal Risk Prediction

—> Analyze patterns in heart rhythm, breathing, brain activity,
arousal, and sleep to uncover measurable warning signs
of risk.

NEUROSCIENTIST
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Thanks to the
generosity of the
BAND Foundation,
we published our
SUDEP Common
Data Elements
(CDEs). These
preclinical tools are
a way for teams

to work more

effectively together.
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ROADMAP

In partnership with
Partners Against
Mortality in Epilepsy
(PAME), the UK’s
Epilepsy Research
Institute (ERI), and
SUDEP Action, CURE
Epilepsy published
a roadmap to
SUDEP prevention in
Epilepsy Currents.
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VIDEQ

Thanks to the
generosity of the
Dylan Dreamed
Foundation, we
created a SUDEP
video featuring
grantee Dr. Ann
Poduri's Boston
Children’s Hospital
lab and the life of
Anthony Maffie.

TR |

Researchers at the Poduri Lab at Boston Children’s Hospital. Dr. Ann Poduri's work focuses on finding genetic
biomarkers that indicate SUDEP risk. Her team has made great strides since their 2016 CURE Epilepsy Award,
and Dr. Poduri now sits on our Scientific Advisory Council.

RESEARCHING FOR A CURE 2025-2026
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2021 Taking Flight awardee Dr. Joanna Mattis and her student with their poster at AES

$100+ MILLION 300+ GRANTS

raised to fuel awarded in
research and countrl_es
find a cure ﬂ}; worldwide

The impact of our research grants will be felt for years to come as research lines
continue to progress and awardees mentor the next generation of epilepsy

scientists. Recently, we released a survey to past grantees about the
transformative impact of our funding over time. Here’'s what some of them said...

RESEARCHING FOR A CURE



Dr. Knowles discovered a new mechanism with her 2018 Taking Flight Award,
enabling the launch of her independent research lab.

Support from CURE Epilepsy (Taking Flight and CURE Epilepsy
Awards) led to our discovery of a new mechanism of epilepsy
progression called maladaptive myelination. This discovery helped to
launch my independent basic and translational lab at Stanford
University, and its expanding research program focused on
mechanisms of epilepsy progression and novel therapeutics to
prevent or reverse that process. Support from CURE Epilepsy also
enabled my research team to successfully apply for NIH funding,
setting the stage for longer term, sustainable research.

—Juliet Knowles, MD, PhD, Stanford University

Since receiving her 2016 CURE Epilepsy Award, Dr. Simeone's work has identified
novel SUDEP risk factors and led to new preventative interventions.

Over the past decade, our preclinical research has helped improve

patient care in several ways. First, we found that the risk of SUDEP can
increase over time when problems with breathing and heart function emerge.
These findings supported the development of devices that monitor heart rate,
breathing, and blood oxygen levels. Second, we showed that sleep deficiency can
increase SUDEP risk. This finding supported the promotion of optimal sleep habits
as an important part of epilepsy care. Third, our studies found that neuropeptides in
the brain, including orexin, may contribute to breathing failure in preclinical SUDEP.
This work has encouraged further research and discussion about drugs that block
orexin in treatments of epilepsy, sleep, and SUDEP risk.

—Kristina Simeone, PhD, Creighton University

Dr. Khambhati's 2019 Taking Flight Award may change the way we think
about neurostimulation devices for people with drug-resistant epilepsy.

11 The scientific findings from this award have contributed to our
fundamental understanding of how brain "pacemaker” devices that
deliver closed-loop electrical pulses impact seizure-generating networks
in drug-resistant focal epilepsy. While existing models of responsive
neurostimulation pointed to early seizure termination as a target for
seizure control, our work during this award suggests chronic
neuromodulatory effects of ongoing brain stimulation during seizure-free
(interictal) periods may be a key driver of the treatment effect. A
significant impact of these findings is the potential to shift the goal from
“terminating seizures when they happen” towards “rewiring the brain
networks that produce seizures in the first place.

—Ankit Khambhati, PhD, University of California, San Francisco

RESEARCHING FOR A CURE 2025-2026 11
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HOW CURE EPILEPSY IS ADVANCING THE UNDERSTANDING
OF NEUROINFLAMMATION IN EPILEPSY

For decades, epilepsy was viewed almost exclusively as a disorder of misfiring
neurons. However, there is now compelling evidence that immune mechanisms
may play a significant role in epileptogenesis (how a healthy brain becomes
epileptic). CURE Epilepsy-funded research has shown that seizures can be
driven by the brain’s immune system and that therapeutic targets calming
inflammation may be just as important as those quieting electrical activity.

Back in 2011, CURE Epilepsy-funded research by Dr. Viji Santhakumar revealed
how toll-like receptors (proteins that drive the brain’s immune response) can
alter hippocampal excitability after injury. Her work demonstrated how
post-injury inflammation can quietly rewire neural circuits in ways that promote
epilepsy, often before the first spontaneous seizure occurs. Studies like this
suggest that for some types of epilepsy, combining traditional antiseizure
medications with therapies designed to dampen harmful neuroinflammatory
cascades may allow impaired brain networks to recover more normal function.

This approach has been especially relevant in catastrophic seizure disorders
such as NORSE (new-onset refractory status epilepticus) and FIRES (febrile
infection-related epilepsy syndrome), a sub-type of NORSE that is distinguished
by the fever occurring two weeks to 24 hours prior to the onset of seizures. In
these rare and devastating conditions, previously healthy individuals with no
history of epilepsy develop sudden, relentless seizures that cannot be controlled
by standard antiseizure medications. The latest research supported by CURE
Epilepsy is showing that intense, acute inflammation is associated with the
acute phase of iliness in NORSE, and seizure-induced brain injury may
contribute to long-term epilepsy and poor outcomes.

12 RESEARCHING FOR A CURE 2025-2026



For example, recent work by Drs. Vincent Navarro and Aurélie Hanin at the Paris
Brain Institute suggests that NORSE is not a single uniform disease. Instead,
patients can fall into distinct inflammatory profiles. This finding highlights the
need for personalized treatment strategies that target specific inflammatory
pathways during the acute phase of iliness, when rapid intervention may be
lifesaving and patients may not respond to general anti-inflammatory drugs.

Crucially, a 2023 CURE Epilepsy Rare Epilepsy Partnership Award to Dr. Navarro,
funded in partnership with the NORSE Institute, also uncovered an important
nuance. While early neuroinflammation appears to ignite catastrophic seizures,
persistent inflammation may not be the primary driver of long-term epilepsy
after the acute NORSE phase resolves. Instead, markers of seizure-induced
brain injury and network disruption appear to be stronger predictors of chronic
epilepsy risk and long-term outcomes.

0 My sweet, smart 22-year-old son Daniel died from NORSE
in 2013. His NORSE narrative is similar to most NORSE/FIRES
patients: a previously healthy young adult or child is

suddenly overcome with status epilepticus for no
apparent reason and traditional antiseizure treatments
fail to work. NORSE research has made inroads into the Daniel
rare syndrome assumed to be of heterogeneous etiology

and the findings have illuminated the potential roles of
neuroinflammation and immune dysfunction in refractory seizures

and epileptogenesis.

NORSE research is a highly productive line of investigation as its
findings may inform us about underlying mechanisms in a wide
category of epilepsy syndromes. NORSE research is the best
response to this life-altering syndrome that deeply affects patients
and their families with its significant mortality and morbidity that
includes cognitive, behavioral and neuropsychological
impairment, and often the development of drug-resistant epilepsy.

—Nora Wong, PhD, NORSE Institute Co-Founder and Executive Director

These lines of research into neuroinflammation and epilepsy illustrate the impact
of CURE Epilepsy’s strategic investment in bold science that challenges
assumptions, informs clinical decision making, and ultimately improves lives.
Because of research, clinicians are increasingly considering immunotherapy in
certain conditions as a means to interrupt epileptogenesis. This may be key as we
learn how to calm the underlying fire that fuels seizures and to help the brain heal.

RESEARCHING FOR A CURE 2025-2026 13



Members of Dr. Avtar Roopra’s Lab at UW-Madison

EXCITING NEWS FROM ACROSS THE EPILEPSY RESEARCH FIELD

Translational Progress
for Intractable Seizures

Newborns with hypoxic ischemic
encephalopathy (HIE) face
devastating seizures, and,
unfortunately, many do not respond
to available medications. Dr. Shilpa
Kadam received a 2022 Robert
Withrow Wier Catalyst Award to
investigate a novel approach to
treating HIE that targets the chloride
co-transporter KCC2; she was able to
secure important proof-of-concept
data for a novel drug candidate for
intractable epilepsy. Now, four years
later, biotech Axonis Therapeutics is
translating that academic work into
first-in-human clinical studies. This
exciting research not only brings hope
for babies with HIE but may also open
the door to new treatments for
difficult-to-manage seizures and
restore healthy brain signaling across
multiple neurological disorders.

Former Taking Flight Grantee
Receives SUDEP RO1

Dr. Bin Gu has secured an NIH RO1 grant,
enabling larger-scale studies on the
biological mechanisms underlying SUDEP.
Dr. Gu's research aims to identify genetic
factors that increase vulnerability to SUDEP
and physiological warning signs that may
precede fatal events. CURE Epilepsy initially
funded this work because of its innovative
approach. Rather than relying on a single
mouse strain, Dr. Gu studied multiple,
genetically diverse strains, reflecting the
complexity of epilepsy and SUDEP. This
strategy identified four strains that
experienced sudden death after a single
seizure, creating powerful new models to
study genetic, respiratory, and cardiac
triggers of SUDEP. Building on these
findings, Dr. Gu’s NIH-funded research will
test whether closed-loop stimulation of an
area of the brainstem during seizures can
prevent SUDEP and further define the
underlying cellular mechanisms.

Read more about Dr. Gu’s
research progress.

RESEARCHING FOR A CURE 2025-2026


https://www.linkedin.com/in/shilpa-kadam-a8847932/
https://www.linkedin.com/in/shilpa-kadam-a8847932/
https://www.linkedin.com/company/axonis-us/

Novel Approach to DEE
Clinical Trials

Developmental and epileptic
encephalopathies (DEEs) are a group of
rare and severe epilepsies that begin
early in life and are often resistant to
current medications. Individuals with
DEEs frequently experience seizures,
developmental challenges, and limited
treatment options, placing a heavy
burden on patients and families.
Lundbeck’s DEEp OCEAN Study is a global
Phase 3 clinical trial evaluating LP352
(bexicaserin) as a potential new
treatment for people living with DEEs. The
company is studying bexicaserin across
a myriad of rare epilepsies; some are
closely linked to a specific genetic,
structural, or metabolic cause and
others may have multiple possible
causes — or no clear cause at all. By
using a novel trial design, enroliment
criteria is open to different types of DEEs,
which helps rare communities who may
not otherwise have a specific trial to
enroll in. Results of the DEEp OCEAN Study
are expected at the end of 2026 or
beginning of 2027. If successful, it could
lead to a meaningful new treatment
option for people with DEEs — offering
hope for better seizure control, improved
quality of life, and fewer side effects.

RESEARCHING FOR A CURE 2025-2026

Research Funded in 2011
Now in Promising Trials

Harmony Biosciences recently
announced open-label extension data
from its ongoing Phase 3 ARGUS trial
evaluating EPX-100 (clemizole
hydrochloride) for the treatment of
Dravet syndrome. The discovery of EPX-
100 is rooted in early preclinical work
identifying clemizole as a potential
antiseizure medication. This line of
investigation builds on Dr. Scott
Baraban’s 2011 CURE Epilepsy-funded
research, which used gene profiling and
high-throughput drug screening in a
zebrafish model of Dravet syndrome to
uncover novel therapeutic candidates in
a cost-effective, genetically relevant
system. CURE Epilepsy’s early support
helped establish an innovative drug
discovery pipeline that contributed to
identifying clemizole’s potential,
ultimately accelerating its translation into
clinical development. These new Phase 3
data represent a meaningful step
forward in advancing therapeutic options
for individuals with Dravet syndrome and
underscore the long-term impact of
strategic early research funding.

Get monthly research
briefs delivered straight
to your inbox.



Nicole Rutherford and her husband, John

CELEBRATING OUR CHAMPIONS

Every achievement in our mission begins with people who care deeply and take
action. Our CURE Epilepsy Champions, families, and supporters inspire us with
their generosity, perseverance, and unwavering belief in a better future.

Their efforts are advancing research, connecting families, and building a
stronger network of support. Together, we are turning hope into action
and action into impact.

Our 36 Team CURE Epilepsy runners from the 2025
Chicago Marathon raised almost $100,000 for critical
epilepsy research. Nicole Rutherford, who was diagnosed
with epilepsy at 10 years old, channeled her 30-year journey with
photosensitive epilepsy into raising funds for the scientific advances
she and others need. Nicole was one of our top fundraisers and
dedicated her race “to all the times she was told no [because of her
epilepsy].” Her husband, John, who she married in February, joined her
in Chicago to cheer her on!
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ULTRAMARATHON FOR EPILEPSY

Hong Kong resident James Westwood'’s eldest
daughter, Arta, was diagnosed with epilepsy just
before her third birthday in 2020. The initial weeks were
incredibly difficult, as they struggled to control her
seizures. Some days, she experienced up to 20
complex partial seizures, each one leaving her o
exhausted, and her parents feeling helpless. Last year
James and his friend Caspar ran the Gobi Desert
Ultramarathon, which is the equivalent of six
marathons in six days, to raise funds for CURE Epilepsy.
Their generous supporters all over the world raised
more than $250,000 (in 10 different currencies!) and
named one of this year's Catalyst grants.

GOLF OUTING TO HELP END SUDEP (A8 b ~,~1

In April, the Ryan Lloyd Foundation hosted their
fourth annual golf tournament in North Carolina
honoring Ryan Lloyd, beloved father, husband, son,
and teammate who passed away from SUDEP in
2022. The weekend, co-hosted by the Wake Forest
Baseball Alumni Family, brought people together to
celebrate Ryan'’s life through golf and an NCAA
baseball series dedicated to raising epilepsy
awareness. These events raised more than $14,000,
harnessing the power of community, connection,
and a firm belief in research.

With generous support from SK Life Science, Drew &
Conlee has been interning at CURE Epilepsy through our P
Community Enrichment Program. Drew has personally
dealt with epilepsy since age 12, and this fellowship has
helped him achieve his goal of making a difference for
others in the epilepsy community. Highlights of his fellowship include
traveling to Capitol Hill to lobby for the National Plan for Epilepsy and
engaging with other research and advocacy groups on coalition building
for increased epilepsy research funding.

RESEARCHING FOR A CURE 2025-2026 17



HOW ELLAS RACE INSPIRED BARBARA T0 SUPPORT CURE EPILEPSY

Barbara Keller remembers standing on her daughter’s porch in 2015, holding her
granddaughter while new neighbors moved into her La Grange neighborhood.
She noticed the family’s little girl, Ella, had a disability, eventually learning that
she had been diagnosed with epilepsy when she was one year old.

Ella became an instant neighborhood sensation. Despite living with sometimes
debilitating epileptic spasms, she loved to sit on her porch or swing and say
hello to every person and dog who crossed her path.

Barbara says that the family — the Cunneens — couldn’t have picked a more
supportive, uplifting neighborhood. When someone in the community needs
help, neighbors show up without hesitation.

Barbara knows this firsthand. During a particularly tumultuous time, the
community came through for her. In 2016, Barbara's husband died in a plane
crash in Wisconsin. When she came home, her neighbors had tied red ribbons
to her and her daughter’s trees and brought seemingly endless food. When
Barbara’s daughter’s house later burned down, the community rallied to donate
bags of clothes, toys, and more.

“What I'm saying,” Barbara emphasizes, “is that people participate, they care,
and they really come out of the woodwork when you need them.”

18 RESEARCHING FOR A CURE 2025-2026



It Takes a Village

Just as Barbara said, when Ella’s parents, Shalee

and Blake, hosted their first neighborhood fun .
0 Barb is perfectly

emblematic of the
warmth and generosity of

run, Ella’s Race, to raise money for CURE Epilepsy,
the community showed up.

Like most things, Ella’s Race started out small, this neighborhood. We
but the community made it an instant success. are so honored she chose
The Cunneens raised about $20,000 in their first to benefit CURE Epilepsy
year. Since then, Barbara has seen the event with her IRA distribution.
grow steadily (the race raised over $220,000 in

2025!), and has learned more about epilepsy —Shalee Cunneen, CURE Epilepsy
and the need to accelerate research. Board Member and Ella’s Mom

Eventually, Barbara had the opportunity to
make a bigger impact through a gift from her
individual retirement arrangement (IRA).

A
g\
A

For Barbara, Giving is Always Personal

When Barbara’s husband passed, one of the big financial decisions she had to
make was what to do with their IRA distributions. Her husband had been rolling
them over, but when she turned 73, her advisor told her she had to take a
required minimum distribution based on IRS regulations.

Fortunately, her advisor also told her about qualified charitable distributions,
which allow individuals over 70% to make gifts to nonprofits directly from their
IRA. Donating in this way to a qualified charity, like CURE Epilepsy, is a win-win:
charities receive a gift, often larger than might otherwise be possible, and
donors reduce their adjusted gross income, potentially lowering their tax and
Medicare premium burden.

RESEARCHING FOR A CURE 2025-2026 19




Knowing Ella and seeing how dedicated the Cunneens are to fundraising for
epilepsy research inspired Barbara to learn more about CURE Epilepsy’s
research program and take action. When it came time to decide what to do
with her IRA distributions, she decided to make a significant gift to support
research like CURE Epilepsy’s Late-Onset Epileptic Spasms Initiative (which is
one of the kinds of seizures that Ella has).

A lot has changed since Barbara stood on her daughter’s porch all those years
ago. Ella has grown into a wonderful young woman. Her brother, Sean, promotes
epilepsy awareness at his high school. Ella’s Race, now in its eleventh year, has
become a community staple that is making a real difference in epileptic spasms
research. And now Barbara supports causes close to her heart in a new way.

But her community’s generosity, kindness, and compassion are still, thankfully,
the same.

S

1S

Ella’s Race, 2016
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'S RACE
‘CURE Epllepsy

HOW DOES IRA GIVING WORK?

CORE RULES AND MECHANICS

Age: You must be at least 70%
years old on the date the funds are
transferred.

Direct Transfer: The check must be
issued directly from your IRA
custodian to CURE Epilepsy. If funds
hit your personal bank account
first, the transaction will be
counted as a taxable distribution
rather than a qualified charitable
distribution (QCD).

Eligible Accounts: Traditional IRAs
and Roth IRAs.

No Goods or Services: You cannot
receive any goods or services in
exchange for the transferred funds.

TOP TAX ADVANTAGES

Reduces Taxable Income: When you
bypass your annual gross income,
QCDs prevent your donation from
bumping you into a higher tax
bracket. This can also lower your
Medicare Part B and D premiums and
reduce the taxability of your Social
Security benefits.

Satisfies RMDs: Once you are at least
73 years old, you must take required
minimum distributions (RMDs). Your
QCD will count toward or entirely
satisfy your annual RMD without
adding to your taxable income.

Works with Standard Deduction:
You do not need to itemize your
deductions to get the benefit.

RESEARCHING FOR A CURE 2025-2026
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Defining the Landscape of Late-Onset Unexplained Epilepsy conference attendees, South Casco, ME

NOTES FROM THE FIELD

CURE Epilepsy sponsored several key conferences over the past year on topics
of particular scientific promise.

Defining the Landscape of Late-Onset Unexplained Epilepsy (LOUE)

In October, CURE Epilepsy sponsored a two-and-a-half-day scientific
convening that brought together leading researchers and clinicians to examine
emerging insights in LOUE and Alzheimer’s disease. The meeting highlighted
growing evidence that LoUE — epilepsy beginning after age 55 with no
identifiable cause — is more prevalent, complex, and closely linked to aging and
neurodegenerative disease than previously recognized.

A central theme was the increasingly well-documented connection between
epilepsy and dementia. Although more than 80% of individuals with LoUE
achieve seizure control with medication, they face a two- to threefold increased
risk of dementiaq, stroke, and mortality. Presentations emphasized a bi-
directional relationship between epilepsy and cognitive decline, raising critical
questions about shared mechanisms, early indicators of risk, and whether
earlier or more targeted interventions could alter long-term outcomes.

Speakers also underscored the need for improved treatment pathways for older
adults. While commonly used medications such as levetiracetam and
lamotrigine are often effective, challenges remain related to drug resistance,
polypharmacy, and the underutilization of surgical and neurostimulation
options. Emerging research further highlighted the roles of vascular risk factors,
genetics, sex differences, and social determinants of health.

22 RESEARCHING FOR A CURE 2025-2026



Focused Ultrasound for Epilepsy: A New Therapeutic Horizon

In November, CURE Epilepsy sponsored a workshop organized by our partner,
the Focused Ultrasound Foundation. The workshop gathered researchers,
epileptologists, focused ultrasound developers, representatives from the Food
and Drug Administration (FDA), and people with lived experience of epilepsy in
Charlottesville, VA. Leading experts discussed scientific, methodological, and
clinical questions essential to advancing focused ultrasound as a novel,
noninvasive treatment for epilepsy. A highlight of the workshop was hearing
from people with lived experience who shared their insights on living with
epilepsy and the benefits of treatment with focused ultrasound.

Read Dr. Laura Lubber’s
blog post on the Focused
Ultrasound Foundation
website.

Next, the group will work together to develop and
publish a roadmap for advancing this technology
toward greater use in the epilepsy community.

International Conference on Post-Traumatic Epilepsy (IC-PTE)

In May, CURE Epilepsy sponsored a gathering of researchers in Princeton, NJ for
the second International Conference on Post-Traumatic Epilepsy (IC-PTE). It
was a fantastic follow-up to the inaugural IC-PTE in Milan in 2024, organized
and hosted by CURE Epilepsy. Over 125 attendees, including
12 people with lived experience, discussed topics from
neuroinflammation to biomarkers to comorbidities, with
the goal of moving PTE research toward clinical trials.

CURE Epilepsy CSO Dr. Laura Lubbers and Captain Jack
Somers, USMC, Retired (lives with PTE) delivered the
conference’s opening remarks, and Dr. Lubbers hosted

a panel discussion with people who have lived experience
with PTE. This kind of intentional, collaborative meeting

is important for building momentum across stakeholders
and advancing science from biological understanding toward
clinical impact, while centering on the role of
people living with epilepsy.

Explore the publication
from the first IC-PTE.
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Curing the Epilepsies

™

Curing the
Epilepsies 2026:
New Horizons

Thar Comdariveisn will I 0y
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June’s two-and-a-half-day Curing the Epilepsies conference at the NIH, held
every 5-7 years, brought together key researchers, clinicians, advocacy groups,
and families from across the space. Dr. Lubbers shared a personal perspective
about her sister Ellyn’s epilepsy to open the event. She also participated in a
panel about defining critical epilepsy research priorities. Lived experience was
incorporated throughout, and many CURE Epilepsy grantees gave talks on
everything from animal models to comorbidities to the gut microbiome. The
community reevaluated the Epilepsy Research Benchmarks, which identify the
top priorities for the epilepsy research community. Recent advances discussed
at the conference will be incorporated into new benchmarks that will guide
strategy for the next push toward breakthroughs.

CURE Epilepsy founder Susan Axelrod was instrumental in
starting the Curing the Epilepsies conference back in 2000.
She is pictured here at the 2007 event.

24 RESEARCHING FOR A CURE 2025-2026



FUELING THE MOST PROMISING RESEARCH

33 133% 100+

ACTIVE GRANTS INCREASE IN VOLUNTEER SCIENTIFIC
UNDER MANAGEMENT APPLICATIONS FROM REVIEWERS
EARLY-CAREER
INVESTIGATORS YEAR
OVER YEAR

BUILDING COMMUNITY, RAISING FUNDS

165  S$HA0K 2,540

ATTENDEES AT OUR RAISED BY CURE NEW DONORS
MEDICATIONS ON THE EPILEPSY CHAMPIONS
HORIZON WEBINAR
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Attendees learning neuroscience basics from
members of Dr. Avtar Roopra's lab

CURE Epilepsy’s 2025 Night of
Discovery was filled with hope,
progress, and excitement for the
future of epilepsy research. People
with epilepsy, loved ones,
researchers, and clinicians alike
came together to celebrate
promising science happening in
labs across the world. Before the
dinner, speeches, and dancing,
guests were treated to a science
exhibit, featuring Dr. Avtar Roopra’s
team. Dr. Roopra is a four-time CURE
Epilepsy grantee at the University of
Wisconsin-Madison, and together
with his team of early-career
investigators, set up easy-to-
understand demonstrations of
concepts that inform their research.

During the program, we heard more
about Dr. Roopra’s promising work
to understand if an already FDA-
approved arthritis medication could
not only stop seizures but also
restore cognitive function for some
people with epilepsy. We also heard
from Captain Jack Somers, USMC,
Retired, who developed epilepsy

Dancing to the music of Maggie Speaks

after serving in Afghanistan. Captain
Somers has lived with uncontrolled
epilepsy for over a decade and spoke
about why CURE Epilepsy’s work gives
him hope for a seizure-free future.

Our Founders Award was given to
Senator Dick Durbin for his
unwavering support of scientific
research and his embodiment of the
spirit of our founding members. Over
his long and celebrated career of
public service, Senator Durbin has
been a tireless champion for epilepsy
research and biomedical research
more broadly.

With an electric atmosphere of hope
and promise, guests danced to
musical performances by Broadway’s
Miguel Cervantes and local band
Maggie Speaks.

RAISED THROUGH
- YOUR GENEROSITY!

Join us on September 19
for the next Night of
Discovery in Chicago!
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ABC7 anchor/reporter Tanja Babich with her daughter Tanja and special musical guest Miguel Cervantes
announcing the evening's total dollars raised embracing during the festivities
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Guests filling the Fairmont Millennium Park for an evening of dinner, dancing,
and inspiration

el
Z
Guest interacting with the
Roopra Lab’s research timeline

Captain Jack Somers, USMC, Retired speaking
on why CURE Epilepsy gives him hope

Guests enjoying the paddle raise and live auction Auctioneer congratulating live auction winner
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MANHATTAN

On May 4, 2026, CURE Epilepsy Takes Manhattan was back with Boulevard of
Broadway Dreams. Original cast members of Broadway's American Idiot joined
fellow castmate Miguel Cervantes to perform hits from that and other shows.
They even sang some never-before-heard mashups!

Our friend Kiera Diamond took to the stage to share her epilepsy story and the
importance of her family support network. Her parents and siblings have been
instrumental in everything from accompanying her to doctors’ appointments to
sitting with her after seizures. Her brother, Collin, and dad, Scott, ran as part of
Team CURE Epilepsy in the 2023 NYC Marathon.

Highlights of the one-of-a-kind show included a live auction bidding war for
karaoke with the performers!

Paula Silver won the Showstopper Raffle, featuring house seats and a meet-and-greet at her
choice of several Broadway shows

My rock and my constant, since | was first
diagnosed, has been my family. Each one of
them, on more than one occasion, have
carried me both mentally and physically when
this disease made me too weak to stand on
my own. If there are words to fully express my
gratitude and appreciation for them, | have
yet to discover them in this language.

—Kiera Diamond

n or foxt %ure26” Io
| (325)603-3395 B

Kiera Diamond speaking on how research gives her hope as a person with epilepsy
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Event guests with our performers, Miﬁ@ Cervantes (Hamilton), Rebecca Naomi Jones (Hadestown), Libby Winters (Almost Famous),
Ben Thompson (Waitress), Brian Johnson (original cast of Spring Awakening), Andrew Call (original cast of Groundhog Day),

Van Hughes (original cast of Almost Famous), and Alysha quhress (Scotland, PA) BY

CURE EPILEPS!

Takes Manhattan
:::I:\Il‘:rd of Broadway Dreams

Miguel performing live karaoke Performers singing an
with our auction winner original Broadway medley

Broadway reporter and content creator Shoshana Medney,
known to her fans as bwaySHO, and her guest

Board member Matthew Schneider and his guests
enjoying an exclusive cocktail hour before the festivities
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CURE Epilepsy staff volunteering to clean the Chicago Riverwalk during the annual off-site meeting

BOARD OF DIRECTORS

Justin Gover, BSc, MBA, Board Chair
Lisa Cotton, Immediate Past Board Chair

Shalee Cunneen, MBA, Secretary
Roger Heldman, Treasurer

Steve Austin

Michael Axelrod

Kimberly Borden, MBA

Susan Axelrod, Founder

SCIENTIFIC ADVISORY COUNCIL

Elinor Ben-Menachem, MD, PhD
University of Gothenburg,
Sahlgren Academy and Hospital

Jamie K. Capal, MD
Cincinnati Children’s Hospital
Medical Center

Chris Dulla, PhD
Tufts University School of Medicine

Barry E. Gidal, PharmD, FAES
University of Wisconsin-Madison

Erin Heinzen, PharmD, PhD
UNC Eshelman School
of Pharmacy

Alice Lam, MD, PhD
Harvard Medical School
and the Massachusetts
General Hospital
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Kelly Cervantes

Irina Colon, MBA
Maureen Flood Rabus
Walter Kelly, JD, MBA
Greg Mayes, JD
Matthew Schneider, JD
Jonathan Tuteur, PCC

Sandi Lam, MD, MBA
Ann and Robert H. Lurie
Children’s Hospital

Annapurna Poduri, MD, MPH
Boston Children’s Hospital

Steven Schachter, MD
CIMIT and Harvard Medical School

Kristina Simeone, PhD
Creighton University School of Medicine

Annamaria Vezzani, PhD
Mario Negri Institute for
Pharmacological Research

Jonathan Viventi, PhD, MEng
Duke University

Vicky Whittemore, PhD
NINDS Program Director
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Champion Alex Dashner running the Bend Hallf 5th Annual Anthony Maffie CEO Beth Dean with advocacy friends at
Marathon in memory of her friend, Ryan James Walk in Canton, MA the Curing the Epilepsies conference

CURE Epilepsy Award grantees at AES 2025 Rocking for research at Freezing Man Fest in Madison, W, presented by Joey's Song
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Monumental Sports & Entertainment Foundation presenting CEO Beth Dean

Staff tabling at a Crain’s Chicago event with a generous donation

See our donor honor roll

and a digital version of
this report.
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	RESEARCHING
	FOR A CURE
	Our son, Silas, has Sturge-Weber syndrome, which caused him to develop epilepsy at nine months old. To our family, a cure for epilepsy would mean freedom. Silas would be free from his medications and could choose his path in life without being limited by seizures. And we would be free from the fear of his next seizure.
	CURE Epilepsy gives us hope because they are 100% committed to funding the critical research needed to lead us to a cure. We fundraise for them because the freedom we crave can only come from investment in innovative science. The brain is the final frontier in human understanding, and CURE Epilepsy is driving the search for answers. We know they won’t stop until Silas and millions of others are free from epilepsy.
	CONTENTS
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	A Message from the CEO
	Dear Friends,
	The past year has tested the resilience of the epilepsy research community in unprecedented ways, but it has also reinforced what is possible when people come together around a shared purpose.
	Because of your support, CURE Epilepsy has continued to push critical research forward at a moment when scientists and institutions are facing extraordinary challenges. Across the biomedical research landscape, operational disruptions, procedural interference, and ideological screening have left researchers scrambling to protect years of work and keep promising projects alive. Early-career investigators are being hit especially hard, with many questioning whether they can remain in academic research at all.
	This reality makes your support of our mission more urgent than ever.
	Over the past year, your generosity has enabled CURE Epilepsy to continue investing in bold science, supporting early-stage researchers, and bringing together scientists, clinicians, families, and advocates committed to accelerating cures. In this report, you’ll read about important progress across several areas of our work, including:
	Translation of basic research findings into diagnostic guidelines, device development, and other work with clinical relevance
	Expansion of overall momentum in multidisciplinary, AI-supported SUDEP research and prevention efforts
	Leadership roles in key, agenda-setting conferences like Curing the Epilepsies
	Engagement of our community with new lay-friendly scientific content and advocacy opportunities
	All of these achievements are powered by you and our entire community of donors. In an increasingly unstable funding environment, your donations and advocacy have helped CURE Epilepsy remain nimble and responsive. Our grants have long served as critical early investment for researchers pursuing new ideas, and today that support is more important than ever. We are currently initiating a new grant program to bridge gaps created by delayed or reduced federal funding so that promising epilepsy research does not lose momentum (see How We Are Meeting the Moment inset).
	RESEARCHING FOR A CURE 2025–2026

	Scientific progress depends on continuity — and on people willing to stand behind it during difficult moments. We see this resolve in the researchers refusing to give up on breakthrough ideas, in the families transforming hardship into advocacy, and in supporters like you who believe deeply in the possibility of a future free from seizures.
	Thank you for making our work possible. Your generosity and partnership continue to move us forward toward better treatments, better outcomes, and ultimately, cures.
	With gratitude,
	Beth Lewin Dean, CEO
	How We Are MEETING THE MOMENT Beginning in 2025, unprecedented changes to the medical research enterprise created a huge need in our research community. In response, we launched a focused fundraising campaign. Our board, close friends, and industry partners have already committed more than $600,000, enabling us to start making grants to fill critical gaps and keep research progress moving forward. Our goal is to grant $1,250,000 to sustain past grantees across two new grant mechanisms by the end of the year. If you'd like to learn more about this special effort, contact Alysha Biehl at Alysha.Biehl@CUREepilepsy.org.


	Bridge to Breakthrough
	$100,000, one year
	Providing essential support to early- career researchers
	Initially focusing on NIH R01 and K grant applicants who have strong but unfunded applications
	Helping recipients strengthen their proposal, generate additional data, and remain competitive when reapplying for federal funding

	Protecting Our Progress
	$50,000, one year
	Covering urgent, time-sensitive research expenses for investigators whose funded work is threatened by specific policy constraints (e.g., limitations on international collaboration)
	Ensuring high-value research continues uninterrupted during this period of instability

	What Our Researchers Are Saying
	As a junior faculty member, without funding I will  soon be unable  to continue  this career.
	I have active  funding applications out to 7 different sources in an attempt to keep  my lab afloat.
	My current funding runway extends approximately one year. Without a major grant award in the near term, I will not  be able to sustain the laboratory infrastructure, personnel, or experimental scale that this line of research requires.
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	LATEST CURE EPILEPSY GRANTEES
	The following list highlights our latest awardees and their project objectives.
	CATALYST AWARD
	Ivan Soltesz, PhD, Stanford University  Lay the groundwork for a non-invasive therapy to treat intractable childhood epilepsy.
	Co-funded in partnership with
	Yoav Kfir, PhD, Modulight Biotherapeutics  Build a device that uses light to shut down seizure activity and test the treatment in a large‑animal model of focal, drug‑resistant epilepsy.
	Deborah Kurrasch, PhD, Stream Neuroscience Complete safety testing of a potential new epilepsy therapy, SN-2000, and determine safe dosing levels.
	Gobi Grant, funded through the generosity of James Westwood, Caspar Jebsen, and the supporters of their Gobi Desert ultramarathon effort

	RARE EPILEPSY PARTNERSHIP AWARD
	Geoffrey Swanson, PhD,  Northwestern University  Test whether a gene therapy approach to treat gain-of-function GRIK2-related epilepsy can improve seizures and other behaviors in a new mouse model of the condition.
	Co-funded in partnership with
	Damon Page, PhD, Seattle Children’s Hospital Study seizures in a mouse model of CTNNB1 syndrome, as well as understand seizure histories and how quality-of-life is impacted in individuals with CTNNB1 syndrome.
	Co-funded in partnership with
	Anil Akturk, PhD, Seattle Children’s Hospital Characterize seizures, cognition, and brain pathology in a “humanized” mouse model that carries a gain-of-function KCNQ2-DEE variant, as well as develop and test a novel, targeted genetic therapy to treat KCNQ2-DEE.
	Co-funded in partnership with


	TAKING FLIGHT AWARD
	Mahboubeh Ahmadi, PhD, University of California, Riverside  Study how epilepsy changes the way CCK interneurons work and whether fixing their activity can reduce seizures and improve memory, motivation, and behavior.
	Kathleen and John McKenna and Family Grant
	Mahboubeh has forged a path towards research independence through skill, grit, and determination, despite facing systematic discrimination in her home country of Iran. She is a thoughtful and innovative scientist who is focused on understanding and alleviating behavioral impacts of epilepsy and is well on her way to research independence.
	–Viji Santhakumar, MBBS, PhD, mentor and previous CURE Epilepsy grantee


	Aswathy AmmothumKandy, PhD, University of Southern California  Study why astroglial brain cells sometimes stay in a disease state in drug-resistant epilepsy and look for therapies to return them to a normal state.
	Alex Felix, PhD, University of Pennsylvania Develop a novel antisense oligonucleotide (ASO) strategy to treat certain DEE syndromes caused by haploinsufficency.

	CURE EPILEPSY AWARD
	Sonja Broer, PhD, Free University of Berlin  Develop an ASO therapy that provides a potentially safer alternative to brain cooling as a way to reduce seizures and prevent neuronal damage.
	Christos Lisgaras, PhD,  Nathan Kline Instititute  Test whether precise control of high frequency oscillations (HFOs) can provide powerful new therapeutic options.
	As a Scientific Advisory Council member and grant reviewer, I have firsthand knowledge of the quality of the applications CURE Epilepsy receives for its investigator-initiated awards. I continue to be impressed by the rigor and creativity of applicants, as well as the impact these lines of funded research go on to have years into the future. From preventing epileptogenesis to innovative wearable devices, these latest grantees are truly on the cutting edge of epilepsy science.
	–Barry Gidal, PharmD, FAES, University of Wisconsin-Madison
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	SUDEP Clinical Biomarker Team Science Award
	A New Mechanism for Global Collaboration
	The goal of this project, which brings new researchers and disciplines into the epilepsy field, is to more effectively identify those who are at high risk of SUDEP and ultimately prevent this tragedy. A key outcome will be the development of a SUDEP knowledge base that will use cutting-edge AI technology to consolidate all research on SUDEP for use across disciplines. These awards were co-funded with the Epilepsy Foundation and are part of our broader SUDEP Risk Assessment and Prevention Initiative. A special thank you to the Benninghoven-Schafer family and other donors.
	WHAT IS TEAM SCIENCE?
	Team science brings together teams of teams working together in a highly collaborative model, sharing data, methods,  and findings in real time.
	Andrew Landstrom, MD, PhD, Children’s Hospital of Philadelphia Cardiac Basis of SUDEP in Alternating Hemiplegia of Childhood (AHC)
	Identify which children are at highest risk of SUDEP and which medications are safe to use in this population, with the aim of guiding clinical care.
	PEDIATRIC CARDIOLOGIST

	Satya Sahoo, PhD, Albert Einstein College of Medicine AI and Personalized SUDEP Prediction
	Use AI to bring together clinical records, genetic information, seizure and sleep data, and decades of research to better understand why SUDEP happens and make the information accessible to the research community.
	DATA SCIENTIST

	Shobi Sivathamboo, PhD, Monash University, Melbourne Clinical Biomarkers and Multimodal Risk Prediction
	Analyze patterns in heart rhythm, breathing, brain activity, arousal, and sleep to uncover measurable warning signs of risk.
	NEUROSCIENTIST





	OTHER SUDEP PROJECTS
	Tools Thanks to the generosity of the BAND Foundation, we published our SUDEP Common Data Elements (CDEs). These preclinical tools are a way for teams  to work more effectively together.
	ROADMAP In partnership with Partners Against Mortality in Epilepsy (PAME), the UK’s Epilepsy Research Institute (ERI), and SUDEP Action, CURE Epilepsy published a roadmap to SUDEP prevention in Epilepsy Currents.
	VIDEO Thanks to the generosity of the Dylan Dreamed Foundation, we created a SUDEP video featuring grantee Dr. Ann Poduri’s Boston Children’s Hospital lab and the life of Anthony Maffie.
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	RESEArch impact over time
	$100+ Million
	raised to fuel research and find a cure

	300+ Grants
	awarded in
	countries worldwide

	27 years
	of epilepsy research leadership
	Advancing Progress Towards Cures
	The impact of our research grants will be felt for years to come as research lines continue to progress and awardees mentor the next generation of epilepsy scientists. Recently, we released a survey to past grantees about the transformative impact of our funding over time. Here’s what some of them said...



	Dr. Knowles discovered a new mechanism with her 2018 Taking Flight Award, enabling the launch of her independent research lab.
	Support from CURE Epilepsy (Taking Flight and CURE Epilepsy Awards) led to our discovery of a new mechanism of epilepsy progression called maladaptive myelination. This discovery helped to launch my independent basic and translational lab at Stanford University, and its expanding research program focused on mechanisms of epilepsy progression and novel therapeutics to prevent or reverse that process. Support from CURE Epilepsy also enabled my research team to successfully apply for NIH funding, setting the stage for longer term, sustainable research.
	–Juliet Knowles, MD, PhD, Stanford University


	Since receiving her 2016 CURE Epilepsy Award, Dr. Simeone's work has identified novel SUDEP risk factors and led to new preventative interventions.
	Over the past decade, our preclinical research has helped improve  patient care in several ways. First, we found that the risk of SUDEP can  increase over time when problems with breathing and heart function emerge. These findings supported the development of devices that monitor heart rate, breathing, and blood oxygen levels. Second, we showed that sleep deficiency can increase SUDEP risk. This finding supported the promotion of optimal sleep habits as an important part of epilepsy care. Third, our studies found that neuropeptides in the brain, including orexin, may contribute to breathing failure in preclinical SUDEP. This work has encouraged further research and discussion about drugs that block orexin in treatments of epilepsy, sleep, and SUDEP risk.
	–Kristina Simeone, PhD, Creighton University


	Dr. Khambhati's 2019 Taking Flight Award may change the way we think about neurostimulation devices for people with drug-resistant epilepsy.
	The scientific findings from this award have contributed to our fundamental understanding of how brain "pacemaker" devices that deliver closed-loop electrical pulses impact seizure-generating networks in drug-resistant focal epilepsy. While existing models of responsive neurostimulation pointed to early seizure termination as a target for seizure control, our work during this award suggests chronic neuromodulatory effects of ongoing brain stimulation during seizure-free (interictal) periods may be a key driver of the treatment effect. A significant impact of these findings is the potential to shift the goal from "terminating seizures when they happen" towards "rewiring the brain networks that produce seizures in the first place.
	–Ankit Khambhati, PhD, University of California, San Francisco


	Calming the Fire
	How CURE Epilepsy Is Advancing the Understanding  of Neuroinflammation in Epilepsy
	For decades, epilepsy was viewed almost exclusively as a disorder of misfiring neurons. However, there is now compelling evidence that immune mechanisms may play a significant role in epileptogenesis (how a healthy brain becomes epileptic). CURE Epilepsy-funded research has shown that seizures can be driven by the brain’s immune system and that therapeutic targets calming inflammation may be just as important as those quieting electrical activity.
	Back in 2011, CURE Epilepsy-funded research by Dr. Viji Santhakumar revealed how toll-like receptors (proteins that drive the brain’s immune response) can alter hippocampal excitability after injury. Her work demonstrated how post‑injury inflammation can quietly rewire neural circuits in ways that promote epilepsy, often before the first spontaneous seizure occurs. Studies like this suggest that for some types of epilepsy, combining traditional antiseizure medications with therapies designed to dampen harmful neuroinflammatory cascades may allow impaired brain networks to recover more normal function.
	This approach has been especially relevant in catastrophic seizure disorders such as NORSE (new‑onset refractory status epilepticus) and FIRES (febrile infection‑related epilepsy syndrome), a sub-type of NORSE that is distinguished by the fever occurring two weeks to 24 hours prior to the onset of seizures. In these rare and devastating conditions, previously healthy individuals with no history of epilepsy develop sudden, relentless seizures that cannot be controlled by standard antiseizure medications. The latest research supported by CURE Epilepsy is showing that intense, acute inflammation is associated with the acute phase of illness in NORSE, and seizure-induced brain injury may contribute to long-term epilepsy and poor outcomes.

	For example, recent work by Drs. Vincent Navarro and Aurélie Hanin at the Paris Brain Institute suggests that NORSE is not a single uniform disease. Instead, patients can fall into distinct inflammatory profiles. This finding highlights the need for personalized treatment strategies that target specific inflammatory pathways during the acute phase of illness, when rapid intervention may be lifesaving and patients may not respond to general anti-inflammatory drugs.
	Crucially, a 2023 CURE Epilepsy Rare Epilepsy Partnership Award to Dr. Navarro, funded in partnership with the NORSE Institute, also uncovered an important nuance. While early neuroinflammation appears to ignite catastrophic seizures, persistent inflammation may not be the primary driver of long‑term epilepsy after the acute NORSE phase resolves. Instead, markers of seizure-induced brain injury and network disruption appear to be stronger predictors of chronic epilepsy risk and long‑term outcomes.

	My sweet, smart 22-year-old son Daniel died from NORSE in 2013. His NORSE narrative is similar to most NORSE/FIRES patients: a previously healthy young adult or child is suddenly overcome with status epilepticus for no apparent reason and traditional antiseizure treatments fail to work. NORSE research has made inroads into the rare syndrome assumed to be of heterogeneous etiology
	Daniel

	and the findings have illuminated the potential roles of neuroinflammation and immune dysfunction in refractory seizures and epileptogenesis.
	NORSE research is a highly productive line of investigation as its findings may inform us about underlying mechanisms in a wide category of epilepsy syndromes. NORSE research is the best response to this life-altering syndrome that deeply affects patients and their families with its significant mortality and morbidity that includes cognitive, behavioral and neuropsychological impairment, and often the development of drug-resistant epilepsy.
	–Nora Wong, PhD, NORSE Institute Co-Founder and Executive Director
	These lines of research into neuroinflammation and epilepsy illustrate the impact of CURE Epilepsy’s strategic investment in bold science that challenges assumptions, informs clinical decision making, and ultimately improves lives. Because of research, clinicians are increasingly considering immunotherapy in certain conditions as a means to interrupt epileptogenesis. This may be key as we learn how to calm the underlying fire that fuels seizures and to help the brain heal.

	RESEARCH BRIEFS
	Exciting news from across the epilepsy research field
	Translational Progress for Intractable Seizures
	Former Taking Flight Grantee Receives SUDEP R01
	Newborns with hypoxic ischemic encephalopathy (HIE) face devastating seizures, and, unfortunately, many do not respond to available medications. Dr. Shilpa Kadam received a 2022 Robert Withrow Wier Catalyst Award to investigate a novel approach to treating HIE that targets the chloride co‑transporter KCC2; she was able to secure important proof-of-concept data for a novel drug candidate for  intractable epilepsy. Now, four years later, biotech Axonis Therapeutics is translating that academic work into first-in-human clinical studies. This exciting research not only brings hope for babies with HIE but may also open the door to new treatments for difficult-to-manage seizures and restore healthy brain signaling across multiple neurological disorders.
	Dr. Bin Gu has secured an NIH R01 grant, enabling larger-scale studies on the biological mechanisms underlying SUDEP. Dr. Gu’s research aims to identify genetic factors that increase vulnerability to SUDEP and physiological warning signs that may precede fatal events. CURE Epilepsy initially funded this work because of its innovative approach. Rather than relying on a single mouse strain, Dr. Gu studied multiple, genetically diverse strains, reflecting the complexity of epilepsy and SUDEP. This strategy identified four strains that experienced sudden death after a single seizure, creating powerful new models to study genetic, respiratory, and cardiac triggers of SUDEP. Building on these findings, Dr. Gu’s NIH-funded research will test whether closed-loop stimulation of an area of the brainstem during seizures can prevent SUDEP and further define the underlying cellular mechanisms.
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	Novel Approach to DEE Clinical Trials
	Research Funded in 2011  Now in Promising Trials
	Developmental and epileptic encephalopathies (DEEs) are a group of rare and severe epilepsies that begin early in life and are often resistant to current medications. Individuals with DEEs frequently experience seizures, developmental challenges, and limited treatment options, placing a heavy burden on patients and families. Lundbeck’s DEEp OCEAN Study is a global Phase 3 clinical trial evaluating LP352 (bexicaserin) as a potential new treatment for people living with DEEs. The company is studying bexicaserin across a myriad of rare epilepsies; some are closely linked to a specific genetic, structural, or metabolic cause and others may have multiple possible causes — or no clear cause at all. By using a novel trial design, enrollment criteria is open to different types of DEEs, which helps rare communities who may not otherwise have a specific trial to enroll in. Results of the DEEp OCEAN Study are expected at the end of 2026 or beginning of 2027. If successful, it could lead to a meaningful new treatment option for people with DEEs — offering hope for better seizure control, improved quality of life, and fewer side effects.
	Harmony Biosciences recently announced open-label extension data from its ongoing Phase 3 ARGUS trial evaluating EPX-100 (clemizole hydrochloride) for the treatment of Dravet syndrome. The discovery of EPX-100 is rooted in early preclinical work identifying clemizole as a potential antiseizure medication. This line of investigation builds on Dr. Scott Baraban’s 2011 CURE Epilepsy-funded research, which used gene profiling and high-throughput drug screening in a zebrafish model of Dravet syndrome to uncover novel therapeutic candidates in a cost-effective, genetically relevant system. CURE Epilepsy’s early support helped establish an innovative drug discovery pipeline that contributed to identifying clemizole’s potential, ultimately accelerating its translation into clinical development. These new Phase 3 data represent a meaningful step forward in advancing therapeutic options for individuals with Dravet syndrome and underscore the long-term impact of strategic early research funding.
	RESEARCHING FOR A CURE 2025–2026


	UNITED IN PURPOSE
	Celebrating our Champions
	Every achievement in our mission begins with people who care deeply and take action. Our CURE Epilepsy Champions, families, and supporters inspire us with their generosity, perseverance, and unwavering belief in a better future.
	Their efforts are advancing research, connecting families, and building a stronger network of support. Together, we are turning hope into action  and action into impact.
	RUNNING FOR RESEARCH
	Our 36 Team CURE Epilepsy runners from the 2025  Chicago Marathon raised almost $100,000 for critical  epilepsy research. Nicole Rutherford, who was diagnosed  with epilepsy at 10 years old, channeled her 30-year journey with photosensitive epilepsy into raising funds for the scientific advances she and others need. Nicole was one of our top fundraisers and dedicated her race “to all the times she was told no [because of her epilepsy].” Her husband, John, who she married in February, joined her in Chicago to cheer her on!
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	ULTRAMARATHON FOR EPILEPSY
	Hong Kong resident James Westwood’s eldest daughter, Arta, was diagnosed with epilepsy just before her third birthday in 2020. The initial weeks were incredibly difficult, as they struggled to control her seizures. Some days, she experienced up to 20 complex partial seizures, each one leaving her exhausted, and her parents feeling helpless. Last year James and his friend Caspar ran the Gobi Desert Ultramarathon, which is the equivalent of six marathons in six days, to raise funds for CURE Epilepsy. Their generous supporters all over the world raised more than $250,000 (in 10 different currencies!) and named one of this year’s Catalyst grants.
	Golf Outing to Help End SUDEP
	In April, the Ryan Lloyd Foundation hosted their fourth annual golf tournament in North Carolina honoring Ryan Lloyd, beloved father, husband, son, and teammate who passed away from SUDEP in 2022. The weekend, co-hosted by the Wake Forest Baseball Alumni Family, brought people together to celebrate Ryan’s life through golf and an NCAA baseball series dedicated to raising epilepsy awareness. These events raised more than $14,000, harnessing the power of community, connection, and a firm belief in research.

	New Community Enrichment Fellow
	With generous support from SK Life Science, Drew  Conlee has been interning at CURE Epilepsy through our  Community Enrichment Program. Drew has personally  dealt with epilepsy since age 12, and this fellowship has  helped him achieve his goal of making a difference for  others in the epilepsy community. Highlights of his fellowship include traveling to Capitol Hill to lobby for the National Plan for Epilepsy and engaging with other research and advocacy groups on coalition building for increased epilepsy research funding.


	The Impact Of IRA Giving
	How Ella’s Race Inspired Barbara to Support CURE Epilepsy
	Barbara Keller remembers standing on her daughter’s porch in 2015, holding her granddaughter while new neighbors moved into her La Grange neighborhood. She noticed the family’s little girl, Ella, had a disability, eventually learning that she had been diagnosed with epilepsy when she was one year old.
	Ella became an instant neighborhood sensation. Despite living with sometimes debilitating epileptic spasms, she loved to sit on her porch or swing and say hello to every person and dog who crossed her path.
	Barbara says that the family — the Cunneens — couldn’t have picked a more supportive, uplifting neighborhood. When someone in the community needs help, neighbors show up without hesitation.
	Barbara knows this firsthand. During a particularly tumultuous time, the community came through for her. In 2016, Barbara’s husband died in a plane crash in Wisconsin. When she came home, her neighbors had tied red ribbons to her and her daughter’s trees and brought seemingly endless food. When Barbara’s daughter’s house later burned down, the community rallied to donate bags of clothes, toys, and more.
	“What I'm saying,” Barbara emphasizes, “is that people participate, they care, and they really come out of the woodwork when you need them.”


	It Takes a Village
	Just as Barbara said, when Ella’s parents, Shalee and Blake, hosted their first neighborhood fun run, Ella’s Race, to raise money for CURE Epilepsy, the community showed up.
	Like most things, Ella’s Race started out small, but the community made it an instant success. The Cunneens raised about $20,000 in their first year. Since then, Barbara has seen the event grow steadily (the race raised over $220,000 in 2025!), and has learned more about epilepsy and the need to accelerate research.
	Eventually, Barbara had the opportunity to make a bigger impact through a gift from her individual retirement arrangement (IRA).

	Barb is perfectly emblematic of the warmth and generosity of this neighborhood. We are so honored she chose to benefit CURE Epilepsy with her IRA distribution.
	For Barbara, Giving is Always Personal
	When Barbara’s husband passed, one of the big financial decisions she had to make was what to do with their IRA distributions. Her husband had been rolling them over, but when she turned 73, her advisor told her she had to take a required minimum distribution based on IRS regulations.
	Fortunately, her advisor also told her about qualified charitable distributions, which allow individuals over 70½ to make gifts to nonprofits directly from their IRA. Donating in this way to a qualified charity, like CURE Epilepsy, is a win-win: charities receive a gift, often larger than might otherwise be possible, and donors reduce their adjusted gross income, potentially lowering their tax and Medicare premium burden.
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	Knowing Ella and seeing how dedicated the Cunneens are to fundraising for epilepsy research inspired Barbara to learn more about CURE Epilepsy’s research program and take action. When it came time to decide what to do with her IRA distributions, she decided to make a significant gift to support research like CURE Epilepsy’s Late-Onset Epileptic Spasms Initiative (which is one of the kinds of seizures that Ella has).
	A lot has changed since Barbara stood on her daughter’s porch all those years ago. Ella has grown into a wonderful young woman. Her brother, Sean, promotes epilepsy awareness at his high school. Ella’s Race, now in its eleventh year, has become a community staple that is making a real difference in epileptic spasms research. And now Barbara supports causes close to her heart in a new way.
	But her community’s generosity, kindness, and compassion are still, thankfully, the same.
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	How does IRA giving work?
	Core Rules and Mechanics Age: You must be at least 70½ years old on the date the funds are transferred.
	Direct Transfer: The check must be issued directly from your IRA custodian to CURE Epilepsy. If funds hit your personal bank account first, the transaction will be counted as a taxable distribution rather than a qualified charitable distribution (QCD).
	Eligible Accounts: Traditional IRAs and Roth IRAs.
	No Goods or Services: You cannot receive any goods or services in exchange for the transferred funds.
	Top Tax Advantages Reduces Taxable Income: When you bypass your annual gross income, QCDs prevent your donation from bumping you into a higher tax bracket. This can also lower your Medicare Part B and D premiums and reduce the taxability of your Social Security benefits.
	Satisfies RMDs: Once you are at least 73 years old, you must take required minimum distributions (RMDs). Your QCD will count toward or entirely satisfy your annual RMD without adding to your taxable income.
	Works with Standard Deduction:  You do not need to itemize your deductions to get the benefit.
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	Key Convenings
	Notes from the Field
	CURE Epilepsy sponsored several key conferences over the past year on topics of particular scientific promise.
	Defining the Landscape of Late-Onset Unexplained Epilepsy (LoUE)
	In October, CURE Epilepsy sponsored a two-and-a-half-day scientific convening that brought together leading researchers and clinicians to examine emerging insights in LoUE and Alzheimer’s disease. The meeting highlighted growing evidence that LoUE — epilepsy beginning after age 55 with no identifiable cause — is more prevalent, complex, and closely linked to aging and neurodegenerative disease than previously recognized.
	A central theme was the increasingly well-documented connection between epilepsy and dementia. Although more than 80% of individuals with LoUE achieve seizure control with medication, they face a two- to threefold increased risk of dementia, stroke, and mortality. Presentations emphasized a bi-directional relationship between epilepsy and cognitive decline, raising critical questions about shared mechanisms, early indicators of risk, and whether earlier or more targeted interventions could alter long-term outcomes.
	Speakers also underscored the need for improved treatment pathways for older adults. While commonly used medications such as levetiracetam and lamotrigine are often effective, challenges remain related to drug resistance, polypharmacy, and the underutilization of surgical and neurostimulation options. Emerging research further highlighted the roles of vascular risk factors, genetics, sex differences, and social determinants of health.
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	Focused Ultrasound for Epilepsy: A New Therapeutic Horizon
	In November, CURE Epilepsy sponsored a workshop organized by our partner, the Focused Ultrasound Foundation. The workshop gathered researchers, epileptologists, focused ultrasound developers, representatives from the Food and Drug Administration (FDA), and people with lived experience of epilepsy in Charlottesville, VA. Leading experts discussed scientific, methodological, and clinical questions essential to advancing focused ultrasound as a novel, noninvasive treatment for epilepsy. A highlight of the workshop was hearing from people with lived experience who shared their insights on living with epilepsy and the benefits of treatment with focused ultrasound.
	Next, the group will work together to develop and  publish a roadmap for advancing this technology  toward greater use in the epilepsy community.

	International Conference on Post-Traumatic Epilepsy (IC-PTE)
	In May, CURE Epilepsy sponsored a gathering of researchers in Princeton, NJ for the second International Conference on Post-Traumatic Epilepsy (IC-PTE). It was a fantastic follow-up to the inaugural IC-PTE in Milan in 2024, organized and hosted by CURE Epilepsy. Over 125 attendees, including  12 people with lived experience, discussed topics from  neuroinflammation to biomarkers to comorbidities, with  the goal of moving PTE research toward clinical trials.  CURE Epilepsy CSO Dr. Laura Lubbers and Captain Jack  Somers, USMC, Retired (lives with PTE) delivered the  conference’s opening remarks, and Dr. Lubbers hosted  a panel discussion with people who have lived experience  with PTE. This kind of intentional, collaborative meeting  is important for building momentum across stakeholders  and advancing science from biological understanding toward  clinical impact, while centering on the role of  people living with epilepsy.
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	Curing the Epilepsies
	June’s two-and-a-half-day Curing the Epilepsies conference at the NIH, held every 5-7 years, brought together key researchers, clinicians, advocacy groups, and families from across the space. Dr. Lubbers shared a personal perspective about her sister Ellyn’s epilepsy to open the event. She also participated in a panel about defining critical epilepsy research priorities. Lived experience was incorporated throughout, and many CURE Epilepsy grantees gave talks on everything from animal models to comorbidities to the gut microbiome. The community reevaluated the Epilepsy Research Benchmarks, which identify the top priorities for the epilepsy research community. Recent advances discussed at the conference will be incorporated into new benchmarks that will guide strategy for the next push toward breakthroughs.
	CURE Epilepsy founder Susan Axelrod was instrumental in starting the Curing the Epilepsies conference back in 2000. She is pictured here at the 2007 event.


	Our Year BY THE NUMBERS
	Fueling the Most Promising Research
	33  active grants  under management
	133%  increase in applications from early-career investigators year over year
	100+ volunteer scientific reviewers

	Building Community, Raising Funds
	165 Attendees at our Medications on the Horizon webinar
	$550K raised by CURE  Epilepsy Champions
	2,540 new donors


	NIGHT of Discovery
	Our Annual Benefit brings our community together in the spirit of discovery while raising money for epilepsy research
	CURE Epilepsy’s 2025 Night of Discovery was filled with hope, progress, and excitement for the future of epilepsy research. People with epilepsy, loved ones, researchers, and clinicians alike came together to celebrate promising science happening in labs across the world. Before the dinner, speeches, and dancing, guests were treated to a science exhibit, featuring Dr. Avtar Roopra’s team. Dr. Roopra is a four-time CURE Epilepsy grantee at the University of Wisconsin-Madison, and together with his team of early-career investigators, set up easy-to-understand demonstrations of concepts that inform their research.
	During the program, we heard more about Dr. Roopra’s promising work to understand if an already FDA-approved arthritis medication could not only stop seizures but also restore cognitive function for some people with epilepsy. We also heard from Captain Jack Somers, USMC, Retired, who developed epilepsy
	after serving in Afghanistan. Captain Somers has lived with uncontrolled epilepsy for over a decade and spoke about why CURE Epilepsy’s work gives him hope for a seizure-free future.
	Our Founders Award was given to Senator Dick Durbin for his unwavering support of scientific research and his embodiment of the spirit of our founding members. Over his long and celebrated career of public service, Senator Durbin has been a tireless champion for epilepsy research and biomedical research more broadly.
	With an electric atmosphere of hope and promise, guests danced to musical performances by Broadway’s Miguel Cervantes and local band Maggie Speaks.

	$1.8M
	RAISED THROUGH YOUR GENEROSITY!
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	CURE Epilepsy TAKES MANHATTAN
	On May 4, 2026, CURE Epilepsy Takes Manhattan was back with Boulevard of Broadway Dreams. Original cast members of Broadway's American Idiot joined fellow castmate Miguel Cervantes to perform hits from that and other shows. They even sang some never-before-heard mashups!
	Our friend Kiera Diamond took to the stage to share her epilepsy story and the importance of her family support network. Her parents and siblings have been instrumental in everything from accompanying her to doctors’ appointments to sitting with her after seizures. Her brother, Collin, and dad, Scott, ran as part of Team CURE Epilepsy in the 2023 NYC Marathon.
	Highlights of the one-of-a-kind show included a live auction bidding war for karaoke with the performers!
	Paula Silver won the Showstopper Raffle, featuring house seats and a meet-and-greet at her choice of several Broadway shows
	My rock and my constant, since I was first diagnosed, has been my family. Each one of them, on more than one occasion, have carried me both mentally and physically when this disease made me too weak to stand on my own. If there are words to fully express my gratitude and appreciation for them, I have yet to discover them in this language.
	Kiera Diamond speaking on how research gives her hope as a person with epilepsy
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	$233,471
	RAISED TO FUND EPILEPSY RESEARCH
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