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new Centers for Disease Control and Prevention (CDC) study published in August 2017

reported national and state estimates of the numbers of adults and children with active

epilepsy in the US in 2015." In an expert interview, Dr. Privitera, past president of the American
Epilepsy Society (AES, 2016), discusses the implications of the latest data including the public health
impact, how to recognize the signs and symptoms of epilepsy, and how AES is partnering with CDC
to provide educational resources about epilepsy and keep children and adults with epilepsy safe in
their communities.

Q. What does the CDC report tell us about the prevalence
of epilepsy?

Most people are surprised to find that the prevalence of epilepsy is this high. Remarkably, this new
report shows that current estimates of epilepsy prevalence are even higher than the estimates based
on research summarized in 2010. Affecting 3.4 million US residents, epilepsy is not a rare condition.
The CDC data was quite accurate and based on direct questions in household surveys of general
health. People were asked about doctor-diagnosed epilepsy, seizure medications, and seizures in the
past year.

Q. Why is the prevalence of epilepsy increasing?

The CDC believes the increases are mostly based on population growth, but other factors, like increased
willingness to disclose that one has epilepsy could play a part. It is possible that improvements in our
ability to diagnose epilepsy may have also led to the reported increased prevalence.

Q. What are the major challenges to the diagnosis of epilepsy?

The major challenge to making a diagnosis of epilepsy is that seizures can have a wide variety of
manifestations. Most people are familiar with generalized tonic-clonic seizures (convulsions), but are
less familiar with seizures that simply impair awareness (staring spells) without motor movements.
Many patients who are diagnosed with epilepsy go months or years without a correct diagnosis. In
some cases, the first tonic-clonic seizure is what brings the patient to the doctor, but seizures with
impaired awareness or other subtle symptoms may have gone undiagnosed for years. The principal
manifestation of a seizure usually relates to the part of the brain where the seizure originates, adding
more complexity to the clinical signs. In some syndromes, for example myoclonic epilepsy, the seizure
may be a jerk of the body or extremities that only lasts a second. In infantile spasms, a severe epilepsy
syndrome of children, the seizures are short, but may occur hundreds of times per day.
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Another challenge to making the seizure diagnosis is that when a patient
sees the doctor for evaluation, the details of the seizure are often provided
by an observer. In a substantial number of cases, diagnostic studies
performed between seizures may be negative. In these cases, the diagnosis
depends on an accurate history, but the patient may have no memory for
the events of the seizure itself, and an observer may not have been present
at the start of the seizure.

Q. How can families and caregivers improve their
recognition of seizures?

Seizures in one particular patient are usually stereotyped, so knowing the
typical manifestations of the seizures in that specific patient is important.
Improved seizure alert devices that rely on detection of movement, or
other detectable biological changes, have improved seizure detection.
Families and caregivers can also go to resources like the CDC website
(www.cdc.gov/epilepsy/index.html) which includes extensive information
written for the lay public about epilepsy and how to recognize it.

Q. What initiatives are the CDC undertaking to
improve the management of epilepsy?

The CDC has funded a wide variety of initiatives to improve the management

of epilepsy. First, through rigorous epidemiology studies the prevalence

of epilepsy can be determined more accurately so that resources can be

provided for care and research. Second, CDC has funded the Managing
Epilepsy Well network that has tested and published evidence based, non-
pharmacologic methods that can be adjuncts for seizure control, memory
problems often faced by people with epilepsy, and depression, which is
more common in epilepsy than in the general population or even most
comparable chronic diseases. Some of these programs also include stress
reduction methods because stress is the most commonly patient-reported
seizure precipitant. Third, the CDC has funded a nationwide epilepsy
education and awareness program through the Epilepsy Foundation
aimed at the general public, patients themselves, and healthcare
providers. The American Epilepsy Society, along with a number of other
professional societies and patient advocacy organizations, are partners
in this collaborative effort. This program aims to educate the public, but
also to make people with epilepsy and healthcare providers more aware of
standard and advanced treatments available. For example, many epilepsy
specialists believe that epilepsy surgery for people with medication-
resistant epilepsy is safer and more effective than it has ever been, yet is
woefully underutilized. Also, newer antiepileptic drugs are usually better
tolerated with fewer drug-drug interactions than older drugs. The goal of
epilepsy treatment should be no seizures, no side effects. Although this
goal is not always attainable, everyone should be aware of new advances
in treatment that make it achievable by many more of the 3.4 million
Americans with epilepsy than ever before. Q
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