
EPILEPSY IS THE 4TH MOST COMMON NEUROLOGICAL DISEASE AND AFFECTS PEOPLE OF ALL AGE

30% of people living with epilepsy do not have seizure control. Epilepsy often goes undiagnosed or is misdiagnosed. For people with 
epilepsy, there is often: inadequate access to specialized care, under-utilization of effective or curative treatments and higher rates of death 
and disability than in the general population.

With the support of the Epilepsy Foundation, the National Association for Epilepsy Centers, the Patient Centered Outcomes Research 
Institute and the Anderson Center for Health Systems Excellence, the Epilepsy Learning Health System (ELHS) is building a quality 
improvement and research network dedicated to improving outcomes for children and adults with epilepsy.

• ELHS centers learn from every patient at every visit: data is gathered from ELHS clinics across the country into a central registry. 

• Data is analyzed centrally to find best practices, which leads to better outcomes for patients and families. 

• Clinical and improvement science experts facilitate 2 in-person learning sessions per year. Monthly webinars will enable participants to 
share improvements and insights with the entire network.

• New ideas are generated and tested in ELHS centers using iterative Plan-Do-Study-Act (PDSA) cycles.

• Patients and families are integrated at every step to drive priorities, design new initiatives, and provide insight.

All people with epilepsy are living their highest quality of life, striving for freedom from seizures and side effects, and 
we won’t stop until we get there.
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Goal

Partnering To Improve Outcomes

Introduction

TAP TO GO BACK TO KIOSK MENU



• 30% of people living with epilepsy do not have seizure control

• Wide variations in epilepsy care delivery and clinical practice 

• Inadequate and unequal access to specialized care

• Undiagnosed and underdiagnosed co-morbidities

• Underutilization of effective/curative treatments

• Early mortality above general population

Increase by 50%  the percentage of people with epilepsy and their families who…

… have well-documented seizure frequency and severity 

... have met their goal for seizure freedom or seizure reduction

… have met their quality of life goals

... are highly activated patients / parents / care partners

… are screened and treated for psychiatric comorbidities

... have documentation of transition planning from pediatric to adult care

… receive timely treatment of status epilepticus

Increase by 50%  the percentage of people with drug resistant epilepsy who…

… are referred by the Epilepsy Foundation for comprehensive epilepsy specialty care

… are referred for AND are offered epilepsy surgery (resective, VNS, RNS, DBS)

Increase by 50%  the percentage of women with epilepsy who…

… are provided education and evidence-based management of contraception and pregnancy
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Epilepsy Learning Healthcare System

• Roll out standardized case report forms in epilepsy clinics

• Epilepsy providers at BIDMC will incorporate data collection into their 
daily practice

• We will utilize StudyTrax to facilitate electronic data capture from 
patients before and during clinic visits 

• We will work with IT to optimize data collection and integration into 
Web OMR

• The changes and adaptations will be made through PDSA cycles

• We will share innovations with the rest of the ELHS nationally

NEXT STEPS

Description of data collection at different levels.

The Model for Improvement


