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We are
not alone

Susan Axelrod relates her daughter Lauren’s diagnosis,
the impact of epilepsy on society, and her hope for the future

It’s time we found a cure.
November is National Epilepsy Awareness Month.
Find out how you can help: www.CUREepilepsy.org
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Epilepsy is a medical condition that produces seizures. When
a person has two or more unprovoked seizures, they have epilepsy. Seizures
happen when clusters of nerve cells in the brain signal abnormally, which
briefly alter a person’s consciousness, movements or actions.

ConvUlSionS
ARE A CoMMon
SEizURE
inDiCAtoR

It’s time to change our thinking

M

ost think a person
living with epilepsy needs simply to take a pill
and seizures will
stop. That’s true
for about 50 percent of the 3 million
Americans living with epilepsy.And
what tremendous opportunities
come with seizure freedom!
What happens to a person with
uncontrolled epilepsy? When seizures persist, their whole world
stops. The pain and the loneliness
of intractable epilepsy can easily
overtake the strongest among us. In
children, uncontrolled epilepsy can
prevent regular school attendance,
and kids who have seizures in school
often feel isolated by their peers.
In adults, uncontrolled seizures
may mean losing the privilege to
drive, the ability to be insured,
and the loss of employment as a
result of the impact of relentless
seizures. Everyone living with
uncontrolled epilepsy lives with
the unpredictability of not knowing when and where their next
seizure will happen. Multiple
medications can impact day-to-

day thinking and memory, and
then there is the unimaginable.
50,000 people die each year from
epilepsy—more lives lost than
breast cancer takes each year.

Chicago—My kind of town
Several successful epilepsy research,
advocacy and supportive care organizations make Chicago their headquarters to impact lives in Illinois,
across the country and around the
world. Together we serve thousands
of families with award-winning supportive care and awareness initiatives. Camp Blackhawk, our epilepsy
clinic, and employment programs
are all provided at no cost to individuals with epilepsy and their families.
Citizens United for Research in
Epilepsy (CURE) (www.cureepilepsy.
org) raises millions each year to
provide promising researchers
with seed money for innovative
epilepsy research projects and
raises awareness about the federal
government’s underfunding of epilepsy research. Epilepsy Services of
Northeastern Illinois is a counseling and care organization serving
northern Illinois (www.esniinfo.

org). The Danny Did Foundation
(www.dannydid.org) has launched
a powerful nationwide awareness
organization to prevent deaths
caused by epilepsy.
We feel privileged when celebrities like Greg Grunberg (who
launched www.TalkAboutIt.org
to help raise awareness of epilepsy), Hugh Laurie, Band From
TV, and others visit Chicago to
support our efforts.
Chicago is also home to the best
clinicians and researchers in the
world who work with us and support
our efforts daily. Together, we align
and collaborate in Chicago. We all
believe epilepsy has taken too many
lives, destroyed too many families
and devastated too many people.
Everyone should have the opportunity to live life free of seizures and
side effects. We’ve chosen to replace
isolation, despair and fear,with support,inspiration and hope.

more, contact the EFGC at (312)
939-8622, visit us online at www.
epilepsychicago.org, or email us at
info@epilepsychicago.org.
I sincerely hope you’ll join us in
the fight to
end epilepsy.
Philip M
Gattone,
M.Ed.,
president
rresident and
ceo, epilepsy
Foundation
of greater
r
reater
chicago

We recommend
Dr. Robert
Gumnit, M.D.
urges families to visit
an epilepsy center
for optimal treatment
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You can help

FolloW us on FAcebooK & tWitter!
facebook.com/MediaplanetUSA
twitter.com/MediaplanetUSA

Join me at a “meet-and-greet”
event near you to learn more
about our vision to make a difference in your community. To learn

mediaplanet’s business is to create new
customers for our advertisers by providing
readers with high quality editorial content
that motivates them to act.
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Question: Do the results of surgery for epilepsy compensate for the risks?
Answer: And then some. The real risk is in avoiding treatment

Take control with
epilepsy surgery
the idea of neurosurgery is
understandably daunting,
but for those with epilepsy
that doesn’t respond to
medication, it should be
considered an alluring
treatment option.
New research out of University College London has found that roughly
half of epileptic adults treated with
surgery remain seizure-free after
ten years.The study, which followed
615 patients with refractory focal
epilepsy, also found that about 40
percent of those patients experienced long-term,total freedom from
seizures. Encouragingly, none of the
patients’ seizures became worse following the surgery.
These findings reinforce the opinion of myriad neurological authorities who assert that epilepsy surgery
is vastly underutilized.
“Any patient who has a diagnosis
of epilepsy whose seizures aren’t
being controlled by medication—
we’re talking even infants, the first
few years of life, school-going kids,
and obviously adults—can be a good
surgical candidate,” says Dr. Ingrid

dr. hans lüders
director, university hospitals
epilepsy center

dr. ingrid
tuxhorn
chief of Pediatric
epilepsy, rainbow
babies & children’s hospital

Tuxhorn, Chief of Pediatric Epilepsy
at Rainbow Babies & Children’s Hospital. “People don’t have surgery on
their radar soon enough.”

Worth the risk
As diagnosis and surgical procedures have progressed in accuracy
and effectiveness, the risks of recurring seizures far outweigh those of
undergoing surgery.

“these findings
reinforce the opinion
of myriad neurological
authorities who assert
that epilepsy surgery is
vastly underutilized.”

“People often forget that the
chance of mortality for those with
frequent seizures is not insignificant,” says Dr. Hans Lüders, Director of the University Hospitals Epilepsy Center.
The most serious risks associated
with recurring seizures include sudden unexpected death in epilepsy
(SUDEP),trauma from seizure-related
accidents, suicide resulting from
depression,and status epilepticus.
Children are increasingly being
considered for surgical treatment,
and an experienced pediatric neurologist can readily identify whether
or not a child is a strong candidate.
“It’s relatively simple to tell
within the first six months
or year if you can treat a child
with medication or if medication will not be effective,”
says Lüders.
With a good chance of
evading prolonged suffering, surgery for epilepsy is a
more than worthy option for
patients to consider.
Steve etheridge
editorial@mediaplanet.com

don’t miss!

Art therapy and epilepsy
■■Because I have suffered from
epilepsy almost my whole life, I
have always had a problem with
depression. Epilepsy has kept me
from doing so many things that I
have wanted to do throughout my
life. I tried joining the military,but
Uncle Sam said “no.” Then,when I
tried getting into sports, my seizures went out of control and my
dreams of becoming a fighter in
the ring were gone.
I’ve had people see me as the
guy with seizures my whole life.
Whenever I would try to explain
seizures to people, they would
just ignore me and forget about
me not only because of seizures,
but because of side effects
of medication.
I have tried many ways
to cope so that I would
still be able to enjoy life.
One way that I have
learned to cope is

through art. Both admiring it and
making it, so imagine how excited
I was to hear that the Epilepsy
Foundation of Greater Chicago
had developed a program called
Studio E: Art Therapy Program.
This program was managed by
people who both enjoy working
with people who have epilepsy
and love making and admiring
artwork. We would first make our
own artwork then try to describe
it for everyone in the program.
That too was fun for me since I
always enjoy showing my artwork
to others.
I would definitely recommend
that anyone who suffers from epilepsy should find a way cope with
their emotions through artwork.
You will not only have fun,but you
will also make new friends.

1%

Sean Kelly
editorial@mediaplanet.com

of the
population

■■One in 100 people will develop epilepsy in the U.S.
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new technology for epilepsy
neWs in brieF
“Shark tank” encourages
innovation in epilepsy care
Epilepsy Therapy Project (ETP)/
epilepsy.com is hosting the 3rd
Epilepsy Pipeline Update Conference in San Francisco, February 2-4. New to this year’s event
is a “Shark Tank” competition.
ETP is inviting entries through
December 15th that represent
the most innovative ideas in epilepsy treatment and care. Five
projects selected to present will
be judged at the conference; the
winner will be announced and
receive a $50,000 grant to accelerate the idea towards improving the quality of life for people
with epilepsy.
epilepSy therapy proJect
editorial@mediaplanet.com

a

nti- epileptic
drugs (AEDs) will
control seizures
in most people
with epilepsy.
However, for up
to a quarter of
patients, seizures continue despite
trials of several AEDs. For these individuals,surgery to remove the epileptic focus is often the best alternative
therapy, if the seizures consistently
originate from one brain area, if that
focus can be identified, and if that
region can be removed without causing neurological deficits. All three of
these criteria depend on pinpointing the brain location of abnormal
epileptic cortex relative to important
nearby cortex that may control movement, sensation, or language. Several
of the new technologies for epilepsy
evaluation involve improved localization of brain function, sometimes
called “brain mapping.”

Mapping the brain
Radiological procedures, such as
CTs and MRIs, show brain structure, but this may not be abnormal
in seizures disorders. Only two
diagnostic tests measure brain
activity, normal and abnormal,
both directly and in real time.These
are electroencephalography (EEG)
and magnetoencephalography
(MEG). EEG, the recording of electrical brain waves, is an established
technology, but new methods for
analyzing these data with computer models, such as dipoles, are
providing neurologists with the
ability to visualize the location of
epileptic foci within the brain in
3D. Perhaps more amazing technologically is MEG, the recording
of magnetic fields coming out
of the head generated by brain
activity. These magnetic fields are
extremely weak,in fact far less than
the earth’s own gravity. In order to

“With these new
technologies and
advanced analysis
methods, neurologists
can better determine
non-invasively if a
patient is a candidate
for epilepsy surgery...”

John S. ebersole, M.d.
professor and director, Adult epilepsy
center, the university of chicago; medical
director, Illinois meg center, Alexian brothers
medical center

see such tiny signals, the array of
sensors in the recording helmet of
an MEG machine must be cooled
in liquid helium to make them
superconductive. The reason for
employing such high tech methods
is because magnetic fields from the
brain pass through the skull and
scalp without any attenuation or
distortion. MEG sees brain activity, including that of epileptic foci,
as clearly as though the skull was
absent. This allows for even more
accurate 3D localization of epileptic
and essential normal cortex.
With these new technologies and
advanced analysis methods, neurologists can better determine noninvasively if a patient is a candidate
for epilepsy surgery, where the epileptic focus is within the brain, and
whether it can be safely removed.
John S. eberSole, M.d.
editorial@mediaplanet.com
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Susan Axelrod shares the first terrifying moments when she discovered her
infant daughter, Lauren, having a seizure. Lauren’s epilepsy was uncontrolled
for years, placing her with millions of other Americans who seek a cure.

StAriNg
St
StA
AriNg ANd
Ari
“zoNiNg out”
Might iNdiCAte
A Seizure

Our lives had changed forever
hoW We mAde it
Imagine walking into your first-born
child’s bedroom when she is just seven
months old, finding her lying gray and
limp in her crib; thinking she has died.
But then one arm stiffens over her head.
Her eyes roll back into her head. She
froths at the mouth, and makes strange
guttural noises. And then it is over.
That’s what we thought, anyway,
when Lauren suffered that first seizure.
It was actually the first of thousands we
would come to witness over the next 18
years.Our lives had changed forever.We
were totally
at the mercy of uncontrolucmcEpilepsy_10x4.5_v3.pdf
1
lable seizures, scores of medications

with horrific side effects,brain stimulation and surgery, special diets, lengthy
hospitalizations and innumerable
emergency room visits.
To this day, 30 years later, we have
no idea why Lauren’s seizures ever
began, and why they were so relentless and resistant to treatment… why
she sometimes had more than 25 seizures a day, that wreaked havoc on her
developing brain.
What we do know is that we are not
alone. Lauren’s experience is but one
story of epilepsy that represents a third
of patients for whom answers do not
exist. That’s
one million individu10/21/11
5:01 over
PM
als in this country alone. The public

“misperceptions
about how
serious and
devastating
epilepsy can be
have left us in
the dark ages.”
Susan Axelrod with
daughter lauren
and husband, david
Axelrod.

At the
Forefront of
Epilepsy Care.

health impact of epilepsy is enormous.
And, we also know that epilepsy is
a disease which, if given its fair share
of resources, can be conquered. Historically, the investment in epilepsy
research has paled by comparison to
the burden of the disease. Misperceptions about how serious and devastating epilepsy can be have left us in the
dark ages.
This is what compelled us to come
together to found CURE—Citizens
United for Research in Epilepsy. We
raise funds and awareness, and support
cutting-edge research aimed at curing
this disease.
Miraculously, Lauren has been free

of seizures for the last 11 years, having
responded to a brand new medication.
No longer haunted by relentless seizures, she is making amazing strides—
but she will never be able to live
independently.
Each and every seizure can cause
brain damage, or even death. You can
help by joining us in our efforts to
tackle this age-old problem by accelerating research efforts that will,
once and for all, put an end to epilepsy
and seizures.

SuSan axelrod
editorial@mediaplanet.com

For those suffering from epilepsy, the possibility of controlling or even
eliminating seizures is real. At the University of Chicago Medical Center,
you’ll get the most definitive diagnosis and innovative treatment, tailored
to your needs. Our experienced team of epileptologists, neurologists,
neurosurgeons, neurophysiologists and neuropsychologists is at the
forefront of research, pushing the limits and getting results.
For unmatched, compassionate epilepsy care for adults and children,
the University of Chicago Medical Center is here for you.

CALL 1-888-UCH-0200 OR VISIT

UCHospitals.edu
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Question: If someone I know or my child has a seizure, should we make
an appointment to see a family doctor or neurologist?
Answer: For optimal treatment, find an epilepsy center.

tiPs

Convulsive
seizure first aid

repetitive
MotioNS
CAN iNdiCAte
Seizure

do:
■■Remain calm
■■Protect from any sharp or
dangerous objects nearby
■■Put something soft under the
head
■■Gently roll person on his/her
side to prevent choking
■■Let seizure take its course
■■Stay with person until fully conscious
■■Offer assistance when seizure
is over
■■Call for medical assistance
if seizure lasts more than five
minutes

do not:
■ Put anything in the mouth (you
cannot swallowyour tongue)
■■Restrain person or try to stop
the seizure
aMerican epilepSy Society
editorial@mediaplanet.com

How to stop seizures right away
Seizures are common. one
out of every ten Americans
will have a seizure some
time in their life. three percent of the population will
have more than one seizure
on more than one occasion.
Seizures are scary, because people
are afraid of the word epilepsy,
because they are hard to diagnose
and poorly understood by most doctors, seizures are not well treated
in the United States today. This is a
serious matter. The more seizures
a person has, the more they are
likely to get.The longer a person has
uncontrolled seizures, the harder
they are to treat. National recommendations state that if someone

has seizures that haven’t been controlled in three months by a family doctor or within one year by a
neurologist, they should be referred
to an epilepsy center. Epilepsy
centers are groups of neurologists
with advanced training in seizure
disorders who work with an interdisciplinary team to bring about
a precise and accurate diagnosis
and prescribe the right treatment.
Now that most people have
large deductibles for their
health insurance, it is even
more important that the
seizures be properly diagnosed and treated early.Too
many people spend a lot of
money on tests that don’t
answer the question

“seizures are
scary, because
people are afraid
of the word
epilepsy...”

robert J.
gumnit, M.
M.d.
president, mIncep
epilepsy care,
American
epilepsy society
president, 198081, national
Association of
epilepsy centers
president, 1988
to present

when they see a family doctor or a
neurologist. It doesn’t cost more to
go straight to an epilepsy center and
get it done right the first time.Not all
neurologists are specialists in epilepsy.This really becomes clear when
you think there are about 50 flavors
of seizure types, over a hundred
causes, and over 22 distinctly different antiepileptic medications.Add to
that the fact that one third of people
with uncontrolled seizures are being
treated with antiepileptic drugs and
don’t have epilepsy at all (because of
a misdiagnosis) and it is easy to see
why early intervention by the most
expert group makes sense.
robert J. guMnit, M.d.
editorial@mediaplanet.com

DNA Testing for Epilepsy and Seizure-Related Disorders

Comprehensive Analysis for Accurate Diagnosis

Transgenomic Labs offers a variety of

testing options for epilepsy and seizurerelated disorders — from individual genes to
gene panels. Our test menu allows providers
to order the most appropriate tests for each
patient.
Febrile Seizure Panel
Female Febrile Seizure Panel
Single Gene Tests – SCN1A, SCN1B,
SCN2A, GABRD, GABRG2, PCDH19,
CDKL5, POLG and MECP2
Comprehensive SCN1A Testing
Transgenomic Patient Services
(P) 1.877.274.9432
(F) 1.203.786.3418
labs.transgenomic.com
the power of discovery

®

COMFY CAPS
Soft padded caps for
children with special needs.
Let your children grow up
and live as normal of a life
as possible while giving
yourself a little peace of
mind along the way.
Taking the stigma out of
protective helmets and
limiting unwanted stares.
www.comfycaps.biz

EEG CHICAGO

Neurofeedback Centers of Greater Chicago
Improving symptoms of:
Epilepsy, ADHD, TBI
Depression, Autism
One brain at a time
Experienced, highly credentialed neurofeedback providers
Video introduction at EEGChicago.com
Chicago, Desplaines, Evergreen Park, Glen Ellyn,
Glenview, Naperville, Northbrook, Oak Park,
Schaumburg, Skokie, St. Charles
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Kathy abbott
& Diane Wilson

y

Who: Kathy Abbott, Psy. d., clinical Psychologist, and
diane Wilson, lcPc, licensed clinical Professional
counselor, are both board certified in neurofeedback by
the biofeedback certification international Alliance (bciA)

chAnGe

improve control of epilepsy

M

any people who suffer from epilepsy
find their medications are not as
effective as they
expect. One non-medication strategy to improve control of epilepsy
is neurofeedback.

the unexpected finding
Like many important discoveries,
the power of brainwave feedback
(neurofeedback) was stumbled
upon by accident—one of special
significance for treating epilepsy.
In the mid-1960’s Barry Sterman
at UCLA rewarded cats with food
every time they produced a brainwave pattern called SMR (sensorimotor rhythm). These cats were
later grouped with another set of

cats. All were exposed to jet fuel
to determine how long and how
much of this neurotoxin would
produce seizures that would kill
the cats. The researchers were
surprised to find the cats with
the extra SMR had twice the life
expectancy of those did not. Thus,
the neurofeedback training provided protection against seizures
in cats.
Sterman’s own secretary had
long struggled with epilepsy and
then did neurofeedback SMR training.Through it, she became seizure
free. Sterman’s findings initiated
a body of research which solidly
supports SMR training for seizure
resistance in humans. Most of the
research is with clients who had
a poor response to medications.

An analysis of all these studies
showed that 80 percent of the clients “displayed significant clinical
improvement” from neurofeedback (Egner & Sterman, 2006).
There is an increase in promotion of the use of neurofeedback by
physicians.According to Dr. Daniel
Hoch, a neurologist at Massachusetts General Hospital, “if [epileptics] spend some time every week
trying to learn to generate certain
frequencies of brain waves, they
can reduce the likelihood of having a seizure.”
Long-time neurofeedback practitioner Dr. Elsa Baehr at Neuroquest in Skokie says: “We have had
a number of clients with epilepsy
I have treated with neurofeedback
with a positive result.”

FActs

What’s wrong with these numbers?
■ Epilepsy affects about 3 million people in the U.S. That’s
about 1 in 100.
■■Epilepsy affects more than
300,000 children under the age
of 15 in the U.S.
■■More than 90,000 struggle
with uncontrolled seizures.
■■One in ten people will experience a seizure at some point in
his or her lifetime.
■■One in 100 people will develop
epilepsy in the U.S.
■■More than 570,000 adults over
the age of 65 in the U.S. have epilepsy.
■■Epilepsy affects more than
50,000,000 people worldwide!
■■Epilepsy is the third most
common neurological disorder.
■■It’s only behind stroke and
Alzheimer’s disease!
■■More people have epilepsy

20%

than Parkinson’s disease,
Cerebral Palsy, Muscular Dystrophy and Multiple Sclerosis
combined.
■■It is estimated that 50,000
deaths occur annually in the US
alone due to prolonged seizures.
■■Epilepsy results in an estimated annual cost of $15.5 billion in medical costs as well as
unemployment and underemployment.
The Anita Kaufmann Foundation
is solely dedicated to educating the
public about epilepsy and seizures.
They provide seizure first aid trainings and seizure first aid material.
They are the global sponsors of
Purple Day, the largest grassroots
epilepsy awareness initiative in
the world. For more information,
please visit www.akfus.org and
www.purpleday.org.
■■ it is estimated that 20
percent of our returning
soldiers who sustained a
traumatic brain injury will
develop epilepsy and seizures.

Do It Right The First Time
“I have reclaimed my life and my esteem again. My only regret is
that I wish I had known about MINCEP sooner.”

It Is Worth A Trip to MINCEP®
Treating adults and children from around the world

MINCEP®

Call our Intake Coordinator at (952) 525-4538
5775 Wayzata Blvd.

Live Free®

Minneapolis, MN

Helping people
from seizures and side effects.

Others Have Eliminated
Their Seizures.
So Can You.
At the Epilepsy Center of University Hospitals Neurological
Institute and the Division of Pediatric Epilepsy at University
Hospitals Rainbow Babies & Children’s Hospital, we believe
that the key to effectively treating children and adults with
seizures starts with an accurate diagnosis.
By using state-of-the-art technologies and the latest brain
mapping techniques, we can pinpoint the source of seizure
activity. This allows us to treat the needs of each patient
using a variety of treatment options – including minimally
invasive surgery.
The results?
We are now able to not only reduce seizures but possibly
eliminate them altogether.
To schedule an appointment,
Call 1-866-UH4-CARE
(1-866-844-2273)
To learn more about how you can eliminate seizures,
visit UHhospitals.org/seizurefree.

11100 Euclid Ave.
Cleveland, Ohio 44106
© 2011 University Hospitals NEU 00275

