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Meeting Goals:
Convene caregivers, health care providers, researchers, and industry partners to
discuss how we advance evidence-based LGS care across the lifespan.
Guide the LGS Foundation’s funding strategy in 2025 and beyond through
information learned from this meeting.

Learning Objectives:
At the end of the meeting, the attendees should:

Understand various stakeholder perspectives on evidence-based care in LGS. 
Evaluate the current methods for diagnosing and treating LGS across the
lifespan and understand gaps in care. 
Learn about methods for conducting evidence-based research in LGS and
associated DEEs.
Analyze ongoing research efforts to create new evidence for LGS treatment.
Discuss short-term and long-term efforts to improve evidence-based care in LGS
and create clear next steps to work on.

Meeting Goals and Objectives

Special Thanks to Our Organizers:
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Thank you to our amazing volunteers whose support helped this
meeting run smoothly—your efforts mean the world!



Research Conference Agenda
Monday, July 21 , 2025st

7:00am BREAKFAST

8:00am Welcome & Opening Remarks 
Fred Roedl, MBA, LGS Foundation Board Chair 

SESSION 1: How do we currently manage LGS across the lifespan,
where do we fall short, and what can we learn from other
disease states?

8:05am Introduction: 
What is evidence-based care and why do we want it?

Tracy Dixon-Salazar, PhD, LGS Foundation Executive Director

8:25am What it is like caring for a child with LGS
Jennifer Fischer, Caregiver of a Child with LGS

8:30am What it is like caring for an adult with LGS
Stephen Feather, Caregiver of an Adult with LGS

Main
Ballroom

8:35am How do we currently manage LGS in children? 
Where do we fall short?

Moderator: Elaine Wirrell, MD, Mayo Clinic

8:55am How do we currently manage LGS in adults? 
Where do we fall short?

Moderator: Fabio Nascimento, MD, University of Washington

9:15am Developing Evidence-Based Guidelines - 
The Cystic Fibrosis Experience

Michael Schechter, MD, MPH, Virginia Commonwealth University

BREAK

10:00am How do we currently manage transition of care?
Where do we fall short in the DEEs?

Ann Tilton, MD, Child Neurology Foundation 
10:30am What can we learn from transition of care programs for

congenital heart disease?
Emily Ruckdeschel, MD, Children's Hospital of Philadelphia 

11:00am Panel Discussion: How do we prioritize the gaps in evidence-
based care in LGS?

Moderators: 
Renee Shellhaas, MD, MS, Washington University School of Medicine
Scott Perry, MD, Cook Children's Hospital 

12:00pm -
1:00pm LUNCH BREAK Stenton

Stenton

9:45am 
Main

Ballroom



Research Conference Agenda
Monday, July 21 , 2025st

1:00pm Welcome Back
Fred Roedl, MBA, LGS Foundation Board Chair 

SESSION 2A: What methods can we use to advance evidence-based
care across the LGS lifespan?

1:10pm Introduction: 
What methods can we use to advance evidence-based care
across the LGS lifespan?

Scott Perry, MD, Cook Children's Hospital 

1:05pm From Guessing to Knowing: Changing the Path for LGS
Across the Lifespan

Kathy Leavens, LGS Foundation Senior Director of Programs

Main
Ballroom

1:15pm Building a Team - Pediatric Epilepsy Research Consortium
LGS Special Interest Group as an Example of Research
Collaboration

Debopam Samanta, MD, University of Arkansas Medical Science

1:35pm Growing the Team - Training Adult Providers to Care for
Rare Epilepsies

Elizabeth Gerard, MD, Northwestern Medicine

1:55pm Barriers to Multidisciplinary Complex Care in Adulthood
Alexa King, MD, Northwestern Medicine

2:15pm Building Consensus: Where are we now? 
Juliet Knowles, MD, PhD, Stanford University

2:35pm BREAK

3:00pm Using the Electronic Health Records (EHR) to Generate
Natural History

Jillian McKee, MD, PhD, Children's Hospital of Philadelphia 

3:20pm Mining Big Data to Determine Evidence-Based Care
Zach Grinspan, MD, MS, Weill Cornell School of Medicine 

3:40pm Acquiring Data from the Hospital IT's View - Barriers to
Implementation

George Morris, MBA, VP Chief Data & Analytics Officer, Cook
Children's Hospital

4:00pm Putting the Patient In Charge 
Michael Hammer, PhD, University of Arizona

4:20pm Building the Best Note - Panel Discussion
Moderator; Scott Perry, MD, Cook Children's Hospital

Main
Ballroom



Research Conference Agenda
Monday, July 21 , 2025st

SESSION 2B: Industry Partner Perspectives 

4:40pm Introduction: 
Evidence-Based Care from Industry Partner Perspective

Tracy Dixon-Salazar, PhD, LGS Foundation Executive Director

4:55pm One Syndrome, Many Causes: Understanding the diverse
genetics of LGS Karthik Rajasekaran, PhD, Jazz Pharmaceuticals 

6:00pm RECEPTION DINNER Courtyard

Main
Ballroom

5:20pm Novel Drug Formulations for Patients Suffering with DEEs
Howard Franklin, MD, Assertio Pharmaceuticals 

5:05pm LGS & Fintepla: What's New, What's Next?
Amelie Lothe, PhD, UCB Pharmaceuticals 

5:30pm Clemizole (EPX-100): A Novel Treatment in Development for
LGS. Anna Jeong, MD, Senior Medical Director, Harmony Biosciences

4:45pm LGS Trials Past, Present, Future
Dennis Dlugos, MD, Lundbeck 

5:40pm Wrap-Up 
Tracy Dixon-Salazar, PhD, LGS Foundation Executive Director

LGS PROFESSIONAL
RESOURCES
What We Offer:

Educational Resources (e.g. CMEs)
Support for your Patients-Families
Research Funding Opportunities



Research Conference Agenda
Tuesday, July 22 ,2025nd

7:00am BREAKFAST

8:00am Welcome Back 
Tracy Dixon-Salazar, PhD, LGS Foundation Executive Director

SESSION 3: What do we need to do now to advance LGS evidence-
based care across the lifespan?

Main
Ballroom

8:15am What evidence is needed now for children in order to make
decisions?

Bertha Guillen, Caregiver of a Child with LGS
8:20am What evidence is needed now for adults in order to make

decisions? 
Jamie Riley, Caregiver of an Adult with LGS

8:45am Identifying Genetic Markers of LGS and Associated DEEs in
Children and Adults: Are All Genetic Conditions the Same?

Pete Crino, MD, PhD, University of Maryland

10:15am BREAK

9:05am Knowing the cause of your childs seizures: is it genetic?
Tracy Dixon-Salazar, PhD, LGS Foundation Executive Director
Tiffany Johnson, MBA, LGS Foundation Director of Development
Mary Freivogel, MS, CGC, GeneDx

8:05am Introduction: 
What do we need to do now to advance evidence-based care
across the lifespan?

Jennifer Gelinas, MD, PhD, University of California Irvine

Stenton

8:25am Learning from Animal Models: Where Are We Limited?
Juliet Knowles, MD, PhD, Stanford University

9:55am Identifying the Best Stimulation Approaches to Seizures
John Rolston, MD, PhD, Brigham & Women's Hospital,
Harvard Medical School

10:30am Defining LGS in Undiagnosed Adults: How Do We Find Them?
Chris McGraw, MD, PhD, Northwestern Medicine

10:50am Measuring Cognition and Behavior in LGS
Kette Valente, MD, PhD, University of Sao Paulo

11:10am Characterizing Sleep in LGS
Gita Gupta, MD, John Hopkins University

9:25am LGS Learn from Every Patient Database
Tracy Dixon-Salazar, PhD, LGS Foundation Executive Director

9:35am Identifying EEG/Network Markers of DEEs and LGS in Children
and Adults

Jennifer Gelinas, MD, PhD, University of California Irvine

Main
Ballroom



12:00pm - 
1:00pm LUNCH BREAK Stenton

Research Conference Agenda
Tuesday, July 22 ,2025nd

1:00pm Welcome Back/Introduction to Breakout Groups
Tracy Dixon-Salazar, PhD, LGS Foundation Executive Director

SESSION 4: Where do we go from here? 

Main
Ballroom

1:20pm Breakout Discussions 

2:25pm Discussions - What did we learn and what do we do next?
Moderator: Scott Perry, MD, Cook Children's Hospital

Discussion Group 1 -Main Ballroom

3:25pm Meeting Wrap-Up
Tracy Dixon-Salazar, PhD, LGS Foundation Executive Director

Discussion Group 2 -Foyer Meeting Area
Discussion Group 3 -Mount Vernon

3:35pm Closing Remarks 
Fred Roedl, MBA, LGS Foundation Board Chair 

11:30am Developing Patient Centric Seizure Action Plans for DEEs -
One size doesn't fit all

Eric Pina Garza, MD, FAES, Centennial Children's Hospital, Vanderbilt
University

11:50am Wrap-Up 
Jennifer Gelinas, MD, PhD, University of California Irvine

11:55am Thinking Ahead to Session 4 
Tracy Dixon-Salazar, PhD, LGS Foundation Executive Director

Main
Ballroom

1:15pm Transition to Breakouts 

2:20pm Transition to Main Ballroom

-Tracy Dixon-Salazar, PhD

Main
Ballroom
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UCB Ad Jazz Ad

Neurelis Ad

LivaNova Ad

LEARN FROM EVERY LEARN FROM EVERY 
Your Voice is Key for the Future of LGS TreatmentsYour Voice is Key for the Future of LGS Treatments
PATIENTPATIENT DATABASEDATABASE

Scan to Learn How Your
Patients Can Enroll

Help Shape the Future of LGSHelp Shape the Future of LGS
Care — At Care — At No CostNo Cost to Your Patients to Your Patients
Support Better Outcomes Through: 

🗂️ Streamlined Medical Record Access
Easily consolidate patient health data in a secure,
digital account — empowering families and
enhancing care coordination.

🧠 Informed Clinical Decision-Making
Support data-driven care by contributing to a
centralized repository of real-world LGS insights.

🔬 Collaborative Research
Participate in a global effort to uncover LGS patterns,
improve diagnostics, and accelerate therapeutic
discoveries.
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The Lennox-Gastaut Syndrome (LGS) Foundation is a nonprofit
organization dedicated to improving the lives of individuals
impacted by LGS through advancing research, awareness,

education, and family support.

O u r  M i s s i o n :

To end the suffering and devastation caused by LGS.
O u r  V i s i o n :

To accomplish our mission we must:
Support, empower, and educate our community

Accelerate research
Raise awareness and build community
Build and strengthen our organization

If we create meaningful, impactful, patient-driven
programs guided by our pillars, we will improve the lives

of those impacted by LGS.

O u r  T h e o r y  o f  C h a n g e :

Visit Our Website

E-mail: info@LGSFoundation.org

Phone: 718-374-3800

O u r  P i l l a r s  t o  S u c c e s s :


