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MESSAGE FROM THE
COORDINATING CENTER

Pushing forward, Powering growth, Pursuing improvement

2025 has been a year of several firsts and a great deal of fortitude for the
Epilepsy Learning Healthcare System (ELHS). The dedicated providers and
Patient Family Partners (PFPs) in ELHS remain focused on a mission to improve
seizure control and quality of life for all people with epilepsy.

The ELHS network has been administratively housed at the Epilepsy Foundation
since its launch in 2019. This year, facing EF budget constraints and the current
climate of federal funding uncertainty, ELHS Operations made a difficult decision
to stop individual-level PHI data collection and sunset the central ELHS Registry.
The Registry has been housed at the MGH Data Coordinating Center (DCC) since
late 2021. The DCC team led by Lidia Moura worked closely with sites to create
avenues for data submission and aggregated the data to optimize real-time
learning from population health reports. The 2019-2025 Registry Population
Health Dashboard is available here. Julianne Brooks, Aya El Hassan, Andrea
Donahue, Anjana Rayapureddy and several past team members have been
central to building ELHS recognition, powering publications and personifying the
network core value of achieving more together than alone. As of December, they
are finalizing delivery of site-level datasets back to originating sites and working
with the Epilepsy Foundation on the final Registry closure processes. The DCC
team will continue working on the Health Equity Research in Neuroscience
(HERN) grant analyses of Registry data over the next 18 months and planning
additional epilepsy health equity grant applications. Please join us in expressing
our gratitude to the DCC for their tremendous work! A de-identified dataset of
the Registry data remains available for secondary research analyses by ELHS
participants — please contact elhs@efa.org if interested.

Accomplishments this year include completion of ELHS’ first industry-sponsored
research collaboration with Jazz Pharmaceuticals, creation of a Community
Engagement Specialist EMU Toolkit, two in-person Learning Sessions in Dallas
and Philadelphia, four abstracts at the American Epilepsy Society annual
meeting in Atlanta, renewed momentum in the Tonic, Clonic Seizures Reduction
Project, and new champions joining the network.

Shared solutions for faster progress

Moving forward, ELHS has reframed membership from site-level to provider-
level to harness the energy of motivated improvers and provide them a platform
to share learnings among others in the epilepsy and neurology field. Simplified
data submission of numerators and denominators-only and the elimination of an
annual membership fee address identified barriers to membership. The
Operations Team will create network charts, and provide site-level support for
providers, to continue the identification of improvements and opportunities.
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https://www.epilepsy.com/sites/default/files/2025-11/ELHS-Network-Population-Health-Dashboard-FinalSept2025.pdf
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Elevating the standard of healthcare

We are proud to convene this network of improvers, whose dedication has shone
through peaks and valleys on the journey together that began in 2018, whose
focus has remained on the network North Star: that all people with epilepsy can
live their highest quality of life, striving for freedom from seizures and side
effects - and we won’t stop until we get there.

We have much to continue share and learn together, and we sincerely thank you
for your partnership. If you’re interested in joining the ELHS movement for

improvement, we can’t wait to connect with you.

Onward!

ON BEHALF OF THE ELHS OPERATIONS TEAM

%ﬂiu«_)

Kathleen Farrell, MB BCh BAO

ELHS Executive Director

Vice President, Public Health Outcomes
Epilepsy Foundation

Brandy Fureman, PhD
ELHS Principal Investigator
Chief Outcomes Officer
Epilepsy Foundation
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Registry Population Health Report

Insights from the over 43,000 individuals in the ELHS registry are available in this Registry Population Health Report.

Measures including Seizure Frequency Documentation, Barriers to Medication Adherence, Anxiety and Depression
Screening, Quality of Life, Demographics, Social Determinants of Health and more are available.

¥ COMMUNITY-ENGAGED
HERN Update HE N )i

IN NEUROSCIENCE

The Epilepsy Foundation of America (EFA), together with Massachusetts General Hospital and additional collaborators,
has launched a planning grant aimed at developing a heath disparity research agenda for epilepsy. Under the direction of
Dr. Brandy Fureman, PhD (Chief Outcomes Officer, Epilepsy Foundation) and Dr. Lidia Moura, MD, PhD, MPH (Associate
Professor of Neurology, Harvard Medical School, Associate Professor of Epidemiology, Harvard T.H. Chan School of
Public Health, Director of Population Health, Neurology Department, Mass General Brigham, and Co-Director, Center for
Value-based Healthcare and Sciences, Massachusetts General Brigham) the Foundation was awarded planning grant
funding from the National Institute of Neurological Disorders and Stroke (NINDS) to address disparities in epilepsy
outcomes, with an initial focus on understanding the local drivers of epilepsy disparities for Black and African American
people with epilepsy, as part of the Community-Engaged HERN Initiative to address neurological health disparities
awarded by NIH/NINDS. While the NINDS program funds studies across multiple neurological conditions, including
multiple sclerosis and stroke, this is the only grant focused specifically on addressing disparities in epilepsy.

Although epilepsy affects people across all demographic groups, decades of research have shown that the burden is not
equally shared. Differences in outcomes, which are shaped by socioeconomic status, geography, race and ethnicity, and
access to adequate health insurance, contribute to higher rates of mental health challenges, emergency department use,
hospitalization, and early mortality. These disparities also reflect deeper systemic barriers that reduce access to high-
quality, coordinated care.

This grant seeks to understand what drives these differences within local communities and to map out pathways for
meaningful intervention. The central focus of the project is the development of new community-focused survey tools
designed to identify the barriers that prevent people with epilepsy from receiving timely and effective care. These tools
will help measure the impact of socioeconomic factors, health system navigation challenges, neighborhood
environments, and other structural barriers. Once developed, they will be tested locally and refined into toolkits that can
be used in other communities across the Epilepsy Learning Healthcare System (ELHS) network and beyond.

"This planning grant represents a critical step in addressing the disparities that have persisted for far too long in epilepsy
care," said Thometta Cozart, MPH, MS, CPH, CHES, Senior Director of Multicultural Outreach and Health Equity at the
Epilepsy Foundation. "Communities most affected by disparities have repeatedly told us that solutions must be shaped
with them, not simply delivered to them. This includes ensuring that the experiences of Black and African American
patients, who face some of the greatest barriers to care, are centered in our work. We are eager to begin our work with
this grant to ensure that equitable, high-quality support reaches every person with epilepsy, no matter their background
or circumstances."


https://www.epilepsy.com/sites/default/files/2025-11/ELHS-Network-Population-Health-Dashboard-FinalSept2025.pdf
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HERN Update H N

The project strengthens collaborative capacity within ELHS, a national network advancing epilepsy care through quality
improvement and co-production with patients, families, clinicians, and researchers, directed by Dr. Fureman. With data
analytics expertise from Mass General's team directed by Dr. Moura, the grant brings together expertise in
implementation science, epidemiology, neurology, community engagement, and patient advocacy. This multidisciplinary
approach supports the development of rigorous methods to engage local community partners and patient/family
advisors, identify and monitor disparities in real time, and prepare for future large-scale interventions.

COMMUNITY-ENGAGED
HEALTH EQUITY

RESEARCH

IN NEUROSCIENCE

A key contributor to the community engagement work is Tonya Nash, MPH, CHES, Chair of the Advisory Committee. The
Advisory Committee consists of people living with epilepsy, caregivers, epilepsy providers, and community engagement
researchers. Tonya's lived experience as a caregiver for her son with Lennox-Gastaut Syndrome, a rare form of epilepsy,
informs her approach to supporting the grant's mission. "As both a parent of a child with Lennox-Gastaut Syndrome and
Chair of the Advisory Committee, I've seen firsthand how deeply disparities impact families," said Tonya. "We're not just
being consulted. We are co-producing this work from the ground up. Our perspectives are shaping the questions being
asked, the tools being created, and the solutions that will emerge. Communities are not an afterthought; we are essential
partners in transforming epilepsy care."

Through this grant, the team will build the infrastructure needed to conduct longitudinal studies on epilepsy outcomes
with ELHS centers and their community partners. By piloting interventions locally and creating scalable toolkits, the
project aims to extend successful approaches to reduce disparities across the national ELHS network and into new
settings.

This initiative aligns with and will feed directly into the quality-improvement framework of ELHS, ensuring that the
findings and toolkits developed through this effort contribute to continuous improvement in epilepsy care.

HERN Working Breakfast at AES: (L to R): Porsha Hall (Morehouse School of Medicine), Kathleen Farrell, Shelkecia
Lessington, Brandy Fureman, Tonya Nash, Thometta Cozart, Rakale Quarells (Morehouse School of Medicine), Brian Gilchrist
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Power in Partnerships

In collaboration with Jazz Pharmaceuticals this year, ELHS conducted a retrospective analysis of patients with epilepsy
treated with Epidiolex for at least 6 months, with an aim to describe demographic and clinical characteristics and
concomitant use of other antiseizure medications (ASMs). Thank you to Karthik Rajasekaran, PhD of the Medical Affairs
team for partnering on this secondary analysis. Check out learnings from this project in this poster presented at AES:

A Population Health Study of Patients Prescribed Cannabidiol in the Epilepsy Learning Healthcare System (ELHS) Registry

imothy B. Saurer,* Karthik Rajasekaran * Brandy E. Fureman,' on behalf of the ELHS
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American Egilepsy Society Annual Meeting; Decermber 5-9, 2025; Atlants, GA, USA.

1.549 A Population Health Study of Patients Prescribed Cannabidiol in the Epilepsy Learning Healthcare System (ELHS) Registry

Supplementary Material

Supplementary Table
Tabls1. i

Description Overall Pediatric Adult

1CD codes,” n (%)

G40.814 Lennox-Gastaut syndrome, intractable, without status epilepticus 39019 24 (22) 15(16)

G40.813 Lennox-Gastaut syndrome, intractable, with status epilepticus 26(13) 22 (20) 4(4)

G40.919 Epilepsy, unspecified, intractable, without status epilepticus 24(12) 8(7) 16 (18)
Localizati lated (focal) (partial) epilepsy and epileptic syndromes with complex partial seizures,

Gl intractable, without status epilepticus 16 4 9(10)

G40.909 Epilepsy, unspecified, intractable, without status epilepticus 9(4) 5(5) -

G40.911 Epilepsy, unspecified, intractable, with status epilepticus 6(3) 5(5) 1(1)

G40.319 Generalized idiopathic epilepsy and epileptic syndromes, intractable, without status epilepticus. 6(3) 2(2) 4(4)

G400 -Localwzal\un-rglaled (luva‘_) (pgm\a\) idiopathic epilepsy and epileptic syndromes with seizures of localized onset, 50) 565 _
intractable, with status epilepticus

G40.309 Generalized idiopathic epilepsy and epileptic syndromes, not intractable, without status epilepticus 4(2) - 4(4)
Localizati lated (focal) (partial) tic epilepsy and epileptic syndromes with simple: partial seizures, not

GA10 intractable, without status epilepticus e 1 3@
Logalization-related (focal) (partial) idiopathic epilepsy and epileptic syndromes with seizures of localized onset,

€00 intractable, without status epilepticus A 2@ 2@

G40.804 Other epilepsy, infractable, without status epilepticus 4(2) 4 (4) -

G40.419 Other generalized epilepsy and epileptic syndromes, intractable, without status epilepticus 4(2) 3(3) 1(1)
Localizati lated (focal) (partial) epilepsy and epileptic syndromes with complex partial seizures,

el intractable, with status epilepticus 4@ 3@ U

G40.812 Lennox-Gastaut syndrome, not intractable, without status epilepticus 3(1) 303) =

40834, 215.1 Dravet syndrome, intractable, without status to epilepsy and 3() ) -
disorders

American Epilepsy Society Annusl Meating; December 5-9, 2025; Atlanta, GA, USA ..



https://aesnet.org/abstractslisting/a-population-health-study-of-patients-prescribed-cannabidiol-in-the-epilepsy-learning-healthcare-system-elhs-registry
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New ELHS Tool: EMU Toolkit

Born from pilot programs led by ELHS Community Council leader and A TOOLKIT FOR INTEGRATING
Patient Family Partner Scott Badzik at the University of Cincinnati (leaders COMMUNITY ENGAGEMENT
Dave Ficker and Anne Paul) and Cincinnati Children’s Hospital Medical SPECIALISTS IN EPILEPSY MONITORING
Center (leader Nan Lin), the Community Engagement Specialist EMU UniTs

Toolkit shares insights on how a clinical center can integrate peer education

programming to benefit patients admitted to their Epilepsy Monitoring Unit DESETORENSNECD

(EMU). If you’re interested in learning more, let us connect you with Scott! A

-
— HEALTHCARE
— SYSTEM

New ELHS Tool: Barriers addition

A new addition to the ELHS Barriers to Medication Adherence Toolkit is now available:

Avoiding Running out of your Anti-Seizure Medications (ASMs). Available in Spanish here.

This resource was adapted from one created by the UTSW Children’s Health Dallas (leaders Deepa Sirsi and
Sam Arroyo Solis).

Specials thanks goes to the Tonic, Clonic Seizures Reduction Project co-leads Kelsey Merison (Akron
Children’s) and Sara Molisani (CHOP), QI advisor Jeff Buchhalter and members of that workgroup who co-
produced this tool (co-production = community and clinician partnership) and continue to develop
interventions for people with uncontrolled tonic and/or clonic seizures.

Avoiding Running out of Fo= Cémo evitar quedarse sin =mz
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https://www.youtube.com/watch?v=Yi5xceep7UY&list=PLpIN29lx9vI5u3kU6605r36ysq9MjL-n9&index=2
https://www.youtube.com/watch?v=Yi5xceep7UY&list=PLpIN29lx9vI5u3kU6605r36ysq9MjL-n9&index=2
https://www.epilepsy.com/sites/default/files/2025-11/ELHS-EMU-Toolkit_Final_October-2025.pdf
https://www.epilepsy.com/sites/default/files/2025-11/ELHS-EMU-Toolkit_Final_October-2025.pdf
https://www.epilepsy.com/sites/default/files/2025-11/ELHS-EMU-Toolkit_Final_October-2025.pdf
https://www.epilepsy.com/programs/epilepsy-learning-healthcare-system#Tools-&-Resources-Developed-by-ELHS
https://www.epilepsy.com/programs/epilepsy-learning-healthcare-system#Tools-&-Resources-Developed-by-ELHS
https://www.epilepsy.com/sites/default/files/2025-11/Avoiding-Running-out-of-Your-Anti-Seizure-Medicine.pdf
https://www.epilepsy.com/sites/default/files/2025-11/Evitar-quedarse-sin-medicamento-antiepile%CC%81ptico.pdf
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ELHS on the Road

2025 Institute for Healthcare Improvement (IHI) Annual Forum

Akron Children’s site Champion Kelsey Merison and ELHS Ops Team member Brandy Fureman attended the
IHI Forum in December 2025. We also found our beloved Jeff Buchhalter gracing the conference program
brochure! In addition to excellent keynote speakers Will and Kristin Flanary (of “Dr. Glaucomflecken” fame),
Dr. Eric Topol, Candy Chang and Dr. Don Berwick, our team joined valuable workshops and sessions. Meeting
others in the QI community from across the world is another benefit of attending IHI; Brandy’s workshop in
the Return On Investment (ROI) Measures for QI was taught by Amar Shah, National Clinical Director for
Improvement, NHS, England and Chelsey Leruth, Director Measurement, Evaluation, and Learning, IHI. It
offered a practical framework for evaluating the return on investment (ROI) of improvement initiatives, using
real-world examples to build fluency in key financial concepts such as productivity, efficiency, cost
avoidance, cost improvement, revenue, and income.

We hope you consider representing ELHS at the 2026 IHI Forum which will be held December 6-9, 2026 in
Phoenix, Arizona. A limited number of travel scholarships may be available to ELHS participants to attend -
more information coming soon!

Institute for
Healthcare _— F—
o SPO8: Alveprint Relmagine h .N:HE
In’lpl'ﬂ-ﬁ"ﬁfnﬂﬂt ko L nstitute Spotlight in v-nlm'-rshlp wi it
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Have a Qu

Above: ELHS QI Champion Jeff Buchhalter in this years’
IHI program!

Above: Brandy in an IHI Forum breakout


https://events.ihi.org/forum
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ELHS on the Road

2025 American Epilepsy Society Annual Meeting

ELHS was well represented at the 2025 American Epilepsy Society (AES) annual meeting, with three abstracts
accepted and presented as posters:

e Screening.as a Network: Improving Barriers to Medication Adherence in ELHS

e A Population Health Study of Patients Prescribed Cannabidiol in the ELHS Registry

e Social Vulnerability Index is Associated with Poor Epilepsy Care Delivery and Seizure Qutcomes

M=t

Current champions showcased their team storyboards at the ELHS Open House, where prospective new
network members visited to learn more. Great conversations were had by the mix of adult and pediatric
epilepsy providers, Patient Family Partners and advocacy organizations, with continued discussions coming in
the new year.

Special congratulations to Peter Hadar, ELHS champion from the MGB team, who was awarded the prestigious
Susan S. Spencer Clinical Research Training Scholarship 2025-2027!



https://aesnet.org/abstractslisting/screening-as-a-network-improving-barriers-to-medication-adherence-in-elhs
https://aesnet.org/abstractslisting/screening-as-a-network-improving-barriers-to-medication-adherence-in-elhs
https://aesnet.org/abstractslisting/a-population-health-study-of-patients-prescribed-cannabidiol-in-the-epilepsy-learning-healthcare-system-elhs-registry
https://aesnet.org/abstractslisting/social-vulnerability-index-is-associated-with-poor-epilepsy-care-delivery-and-seizure-outcomes
https://aesnet.org/research-funding/early-career/early-career/susan-spencer-clinical-research-fellowship
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ELHS on the Road

Learning Sessions

Our Network convened twice for in-person/hybrid Learning Sessions this year, and once virtually in May. These
meetings are opportunities for teams to share their improvement work (all teach, all learn), collaboratively
troubleshoot barriers and hone Quality Improvement practical skills.

The January Learning Session was co-hosted by the UTSW Children’s Health Dallas team led by Deepa Sirsi and
Sam Arroyo Solis, and the Epilepsy Foundation Texas team led by Rebecca Moreau and Suzanne Thomas.

In October, the Learning Session was co-hosted by the Children’s Hospital of Philadelphia team, led by Nick
Abend and Sara Molisani, and the Epilepsy Foundation of Eastern Pennsylvania team led by Rena Loughlin.

SEvery childd is ar antist. ‘The proflem &s fiow
1o rEmarn a artist once Re grows up.”

-' Peasso
Stay tuned for the “when and where” for our next Learning
Session - tentatively planned for May 2026.

Community travel scholarships and support for improvers
will be available, more details to come in Q1 2026!

We’d love to visit your city sometime soon - reach out to
elhs@efa.org if you’re interested in hosting a meeting.
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Getting Involved

Why Join ELHS?

WHAT’S NEW WHAT’S CONTINUING

& No annual site fee & Free IHI Open School

$8 Individual-level membership lﬁ‘l In-person Learning Sessions
(& Numerators/Denominators % Standardized measures

£2 No legal/IRB agreements Ql Journal Club

%% Quarterly AP webinars MOC Part IV credit

‘il Run & SPC chart tools ¢ Grant collab opportunities
& Self-organized QI projects @ Spirit of improvement

If you’re doing improvement work in the epilepsy space, you’re welcome to join ELHS!
Reach out to set up a 1:1 to learn what each member brings to the community of learners and how the network
and Operations Team supports you. A letter of commitment formalizes membership, and while

divisional/institutional buy-in is nice to have, it’s not required to get started.

Contact elhs@efa.org to connect with us.

Looking Ahead

In the true spirit of Quality Improvement, 2026 will be a year focused on testing, adapting and
communicating! The following are strategic priorities:

Reach - by engaging more directly with individual providers, we hope to expand epilepsy QI to more parts of
the country, thus improving outcomes for more people affected by epilepsy

Sustainability — pursuit of additional support for network QI activities, enhancing the ways the Operations
Team can assist improvement teams

Outcomes - demonstrable impacts in seizure control, barriers to medication adherence and quality of life


mailto:elhs@efa.org

