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A new report shows that some patients still lack access to care resources. 

BY BEATRIZ DUQUE LONG 

SENIOR DIRECTOR GOVERNMENT RELATIONS, EPILEPSY FOUNDATION

Access to Newer AEDs 
and Specialists are Key 
to Seizure Control 

F
amilies and people living with epilepsy know that access 
to medications and neurologists means the difference 
between good health with seizure control and uncon-
trolled seizures with medical costs and even death.  

Anti-epilepsy drugs (AEDs) are the most common and most 
cost effective treatment for controlling or reducing seizures. 
Epilepsy specialists and neurologists open the door to thera-
pies tailored to individual patient needs, lifestyles, and other 
health care circumstances.  Better physician directed care can 
lead to greater seizure control with fewer side-effects. Yet 
many people living with seizures don’t see a specialist and 
continue to experience debilitating and often life-threatening 
seizures despite available treatments. 

Data recently published in Epilepsy & Behavior demonstrate 
that use of newer AEDs, access to specialty care, and deliberate 
efforts to change medications following epilepsy-related hospi-
tal encounters are associated with improved health outcomes.  

The data confirm what we already know: people living with 
epilepsy must have access to specialists who can help them 
on the journey to seizure control. But a number of barriers 
stand in the way of access to specialists and the newer AEDs 
that could bring greater seizure control with fewer side-effects. 
These include onerous prior authorization and step therapy 
requirements, substitution policies, and limited provider net-
works. How do we remove these barriers? First, we need to 
educate the stakeholders than can build bridges to better care. 

The Epilepsy Foundation has released state-by-state score-
cards to begin a conversation with state policymakers about 
the value of meaningful access to care for the individual, their 
families and communities, and ultimately the state. These tools 
measure access to newer AEDs and specialty care in every 
state. You can view the scorecards at www.epilepsy.com/score-
cards. 

“Our hope is that these scorecards will raise awareness about 
barriers to epilepsy care at the local level and, over time, build 
momentum for stronger public health policies that ensure 
access to quality care for the 1 in 26 Americans who will devel-
op epilepsy in their lifetime,” said Philip Gattone, president & 
CEO of the Epilepsy Foundation.

The scorecards serve as a companion to the Epilepsy & 
Behavior publication. They allow policy leaders to look at each 
state’s utilization of newer AEDs and the availability of specialty 
care from a neurologist when compared to other states. These 
metrics were determined by such factors as favorability of 
managed care coverage and proximity of the state’s popula-
tion to a specialized epilepsy center recognized by the National 
Association of Epilepsy Centers (NAEC). The scorecards identify 
potential barriers to optimal epilepsy care and opportunities for 
improvement no matter what grades are received. 

Individuals taking at least one newer AED (introduced since 
1994) reduced their risk of hospitalization due to epilepsy 
complications by 31 percent compared to individuals taking 
an older AED (introduced prior to 1994). Individuals who had 
their medication regimen modified following their hospital 
stay were less likely to experience seizure-related complications 
that landed them back in the hospital, especially when they 
were switched from an older to a newer AED. Not surprisingly, 
neurologists near specialized epilepsy centers recognized by the 
NAEC were more likely to assist patients with making medica-
tion changes that led to reduced hospitalization costs. 

Despite the many treatment options, about a third of people 
living with epilepsy don’t have their seizures under control. 
Epilepsy medications are not interchangeable, and individuals 
often react quite differently to available treatments. When peo-
ple first start on seizure medication, about 47 percent become 
seizure free with the first medication. After a second drug is 
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introduced, about 14% become seizure free. After that second 
drug, the response to medication decreases markedly. With 
each medication comes side-effects, often significant enough 
that quality of life is compromised and many people abandon 
their treatment. This is why we need meaningful access to the 
full range of therapies available—and the specialists who know 
how to prescribe them. 

The human toll of uncontrolled seizures is significant and 
extends beyond the individual living with epilepsy. Along with 
a decreased quality of life and costly health complications, 
there’s also the lost wages and productivity for individuals liv-
ing with epilepsy, their families, and their communities. Prior 
authorization, step therapy and “fail first” policies, and substitu-
tion requirements that delay starting a treatment and prolong 
ineffective treatment lead to seizures and related complica-
tions. Cost-sharing policies like high deductibles, co-pays and 
co-insurance can make AEDs unaffordable. Narrow provider 
networks make it increasingly hard to find a specialist. 

The scorecards outline steps each state can take to improve 
access to neurologists and ensure stronger drug formularies. 
Removing barriers to prescribing newer AEDs, including utiliza-
tion management and cost-sharing policies designed to cut 

costs and delay treatment, is a first step. States must also pursue 
stronger provider networks that in turn support the establish-
ment of specialized epilepsy centers. Providers need the time to 
focus on the individuals they care for. Instead, they often find 
themselves wasting time trying to navigate bureaucratic hurdles 
that leave them and their patients confused and overwhelmed. 
States can change the landscape of epilepsy care, and the score-
cards offer a roadmap for doing so. 

For many years the Epilepsy Foundation has been leading 
the fight for greater access to care in state capitols across the 
country. Our newly published scorecards will help us continue 
to tell the story, now armed with data that supports the case 
for meaningful access to innovative medications and specialty 
care. The reduction in epilepsy-related hospitalizations can be 
attributed in great part to intervention by a specialist after a 
seizure, highlighting the importance of access to specialty care 
and newer medications to secure and maintain seizure con-
trol—and significantly reduce costs. Join us as we raise aware-
ness about epilepsy and seizures, and the critical role access to 
newer medications and specialists play for improving the life of 
people living with epilepsy everywhere. Learn more at epilepsy.
com/advocacy. n

Use of newer anti-epilepsy drugs (AEDs), access to spe-
cialty care, and deliberate efforts to change medications fol-
lowing epilepsy-related hospital encounters were associated 
with improved treatment outcomes, based on average time 
between epilepsy-related hospital encounters. Findings come 
from a study by the Epilepsy Foundation and UCB, published 
in Epilepsy & Behavior.

Researchers found that patients taking at least one older 
AED (i.e., one introduced in 1993 or earlier) experienced an 
epilepsy-related hospital encounter, on average, every 684 days 
(22.8 months). Those taking at least one newer AED (i.e., one 
introduced after 1993) were hospitalized every 1,001 days (33.4 
months), a relative risk reduction of 31% (p <0.01) between the 
two groups.

Prescriber modifications to AED therapy after a hospital 
encounter were associated with fewer subsequent epilepsy-
related hospital encounters. The largest benefit occurred in 
patients switched from an older AED to a newer AED.

Neurologists, especially those near a National Association 
of Epilepsy Centers (NAEC) member center, were significantly 
more likely to prescribe newer AEDs than primary care physi-
cians.1

Based on results of the analysis, the Epilepsy Foundation 
released state-by-state scorecards that assess each state’s utiliza-
tion of newer AEDs and the availability of specialty care from a 
neurologist in comparison to other states. These metrics were 

determined by such factors as favorability of managed care 
coverage and proximity of the state’s population to a member 
center of the NAEC. The scorecards identify potential barriers 
to optimal epilepsy care and opportunities for improvement 
no matter what grades are received. The scorecards are avail-
able on the Epilepsy Foundation’s website at www.epilepsy.
com/scorecards.

 
1.    Faught E, et al, Newer antiepileptic drug use and other factors decreasing hospital encounters, Epilepsy Behav 
(2015), http://dx.doi.org/10.1016/j.yebeh.2015.01.039.

ABOUT THE STATE-BY-STATE SCORECARDS

The relative utilization of newer AEDs and access to neurologists in 
New Mexico are the worst in the nation and both require immediate attention1,2

1. Newer AEDs are defined as those that were introduced after 1993. 
2. AED: anti-epilepsy drug 
3. Epilepsy population counts at state level represent adults ≥18 years of age and were generated using data from the CDC (http://stacks.cdc.gov/view/cdc/7016/Share. 
     Accessed August 12, 2014.)
4. State letter grade based on persons ≥ 12 years of age included in an analysis funded by UCB, Inc. using IMS Health LifeLink™ and Xponent™ data (Accessed January, 2012).
5. Number of specialized epilepsy centers were taken from the NAEC website: http://www.naeclocator.org/locator/resultsall.asp. Accessed May 8, 2015.

New Mexico should urgently focus on improving access to newer AEDs 
and access to neurologists to help raise the standard of epilepsy care14,376
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Relative utilization of newer AEDs

Access to neurologists

New Mexico is among the lowest performing states for ratio of newer AED use; efforts to educate 
physicians and expand formulary access may help improve grade

Access to a neurologist among epilepsy patients in New Mexico is among the lowest states; 
investment in physician training programs and ensuring insurance coverage of specialists 
may help improve grade 
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Steps states can take to remove barriers to care:
 
Protect and improve access to newer AEDs by:
     Limiting the use of "fail first" policies (e.g. prior authorization and step therapy), and substitution requirements that prolong ineffective treatment

     Limiting high cost-sharing policies (e.g. co-pays and deductibles) that can make AEDs unaffordable 
 
Protect and improve access to neurologists for epilepsy care by:
     Ensuring timely access to neurologists, especially in plans with narrow provider networks

     Establishing and supporting specialized epilepsy centers – within New Mexico there is 1 specialized epilepsy center recognized by the 
     National Association of Epilepsy Centers (NAEC)5


