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FINDING A CURE FOR EPILEPSY & SEIZURES

The mission of faces is to improve the quality of life for all people affected by epilepsy through
research, education, clinical programs, awareness, and community-building events.
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What's New in Antiepileptic Drugs?
by Dr. Jacqueline French

his article will provide a recap of the emerging

antiepileptic drugs (AEDs) and the clinical

advances we saw in 2008. In the last two decades,
a dozen new AEDs have been introduced to
the market. However, since 2003, a year when
Levetiracetam (Keppra™), Zonisamide (Zonegram™) and Oxcarbazepine
(Trileptal™) were all approved, only a single additional AED, pregabalin
(Lyrica™) joined their ranks. In contrast, this has been a banner year for
AED progress. There are many promising drugs in the pipeline, and we
have three new AED approvals. All the newly approved drugs were already
available in Europe, Rufinamide (Banzel™) for the last 6 months,
Vigabatrin (Sabril™) for the last decade, and Lacosamide (Vimpat™) only
for the last few months.

This is good news, as it means we know more about the effects of the drugs
in a broader population. Rufinamide, marketed by Eisai Pharmaceuticals, is
approved for use with children and adults with the Lennox-Gastaut
Syndrome, but it was also effective with partial seizures in clinical trials.
Common side effects are headache, dizziness, fatigue, somnolence, unsteadi-
ness, double vision, and nausea, but these tended to be mild, and few people
discontinued due to side effects in the trials that led to drug approval. No
safety issues have been identified with the drug. Some interactions with
other AEDs may occur. Vigabatrin, marketed by Ovation Pharmaceuticals,
will be approved for use in infantile spasms, a type of seizures occurring in
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fund pioneering research
programs that will help change
the future of epilepsy care.
This year’s faces Gala raised over
$2.9 million and honored
Dr. Blanca Vazquez from the
Comprehensive Epilepsy Center.

The faces Gala is our annual
event that benefits the

the Comprehensive Epilepsy
Center at NYU Langone Medical
Center by enabling it to provide

the highest level of care and

treatment for children and

adults with epilepsy, as well as
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Lisa Millman, Executive Director of faces

o
A MESSAGE FROM

reetings from faces. It has been quite some

time, but we are pleased to present the Spring
issue of the faces newsletter. faces has experi-
enced a number of changes over the past year—we have a new
home, a new website and new members of the team. What remains
the same is our commitment and dedication to our community and
to funding innovative and cutting edge research that will someday
lead to a cure.

By the time you receive this newsletter, you may already have seen
the April 20th issue of Newsweek with its cover story: “The Mystery
of Epilepsy: Why We Must Find A Cure.” Our own Dr. Devinsky is
featured in this very timely issue, which speaks of how epilepsy in
America is widely misunderstood and how research has been
grossly underfunded for far too long. The article makes note of
the incredible team at the Comprehensive Epilepsy Center with
attention paid to faces for its work in promoting research and
supporting new treatments. It is an incredible first step but we all
know we must do more to advance our mission.

The faces team plans to use the summer to prepare for the upcom-
ing year. We are already working closely with our Parents Network
and have scheduled Game Day and our Annual Conference. We also
look forward to trips to minor league baseball games and even kick
off the first ever faces Lemonade Stand challenge. There are many
ways to get involved and we welcome your ideas and support. When
you visit the Center, please stop by the faces office and say hello!

NYU faces
223 East 34th Street
New York, NY 10016
(646) 558-0900
facesinfo@nyumc.org
www.nyufaces.org

Founder:
Dr. Orrin Devinsky

Executive Director:
Lisa Millman

Communications and
Events Manager:
Linda Azarian

Program Coordinator:
Aletha Morris

Program Associate:
Ari Hershey

Sr. Recreational Therapist:

Peggy Guinnessey

faces is going green! In
an effort to be more
environmentally friendly,
we have created an
electronic version of our
newsletter. Please email
us if you are interested
at www.nyufaces.org.

The Epilepsy Phenome/Genome
Project is the largest study ever
created to identify genes that influ-
ence the development of epilepsy and
genes that affect the response to
treatment. The study is looking for
two types of people: 1) people who
have been diagnosed with epilepsy

and who also have a brother or sister
with epilepsy; 2) people who have
epilepsy due to infantile spasms,
Lennox-Gastaut Syndrome, polymicr-
ogyria, or periventricular nodular
heterotopia. To learn more please
visit http://www.epgp.org.
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What’s New in Antiepileptic Drugs? (continued from page 1)

infants, as well as for partial seizures. However, the
FDA will require people taking this drug to be mon-
itored closely. While it can be very effective for
seizure control, it is associated with the occurrence
of visual field restrictions that, once they occur, are
irreversible. Since monitoring cannot necessarily
avoid these problems, the potential benefits of
using the drug must outweigh the risks. UCB
Pharmaceuticals will market Lacosamide. It will be
approved for use in partial seizures only. Common
side effects are double vision, dizziness, headache

opportunities for patients whose seizures have not
been controlled with any of the previously available
AEDs. In addition, many other AEDs are currently
undergoing testing in clinical trials at the
Comprehensive Epilepsy Center. Anyone who
would like to find out more about clinical trials
should feel free to contact the Clinical Trials Team
or to ask their physician at the Center.

Dr. Jacqueline French is the Director of the Clinical Trials Consortium
at the Comprehensive Epilepsy Center at NYU Langone Medical Center
and is the recipient of the 2005 American Epilepsy Society Service

Award. She is head of the Scientific Advisory Board for the Epilepsy
Therapy Project and is the current Director of the epilepsy course for
the American Academy of Neurology.

and nausea, which are more common as the dose is
increased. No interactions with other AEDs are
foreseen. These three drugs will provide new

“Fun in the Sun”

At the faces Gala, held on March 10th, we announced that “In recognition of her

unparalleled compassion and dedication on behalf of her patients, we establish, in her honor,
the Blanca Vazquez Summer Camp Scholarship Program.” To learn more information about some of
the camps we sponsor, you may call the faces office at (646) 558-0900.

Sean is 9 years old and suffers from daily seizures. He is unable to speak. [ am his
sister so I will tell his story.

Sean and [ attend camp together. He is in the Comet Moon group. Sean’s favorite
activity of the entire day is swimming. He loves to kick and swim around on his
own. Running around in the yard or indoor gym is also lots of fun for him. He is
quite fast and usually hard to catch! In Arts & Crafts he will color and during
movies, Sean prefers to nap. At camp we have a D] that plays all the coolest music
and Sean loves to dance. He sways to the beat and hums the tunes. Several of Sean’s
classmates attend camp also so they have their group of friends. Sean cannot speak
and most of his friends can so they take on a protective role with him. Everyone in
camp knows that the cute little redhead is named Sean and he loves to sit on your lap
and cuddle. Although camp is in no way as structured as school is, a daily schedule is
followed. Campers are given choices to whether they prefer some activities to others.
Sean, through listening and signing, has learned to indicate his preferences to his
counselors. And if all else fails, they come to get me to help translate! Every summer
that Sean attends camp increases his independence and he has a great time. Thank
you for helping give Sean this opportunity. Sean Liam Quirk &
Counselor Danielle at

CYO Fr Drumgoole Day
Camp, August 1, 2008

Sincerely,
Shannon Quirk, Age 10
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PATIENTS CORNER

A key component of the faces mission is to promote awareness and the need for a
cure for epilepsy and seizures. Read these inspiring stories of people whose lives
have been touched by this condition.

Sure, medication, support and a good doctor are imperative, but if my atti-

tude were different it would be much more difficult to tackle the many setbacks that come along
with having this illness. When I was younger it was difficult to understand why this was happening
“to me”. I felt alone in a crowd. Now I am grateful that my seizures are controlled through medication.
[ feel confident amongst my peers. There are many ill-effects and side-effects that come along with this
affliction no matter what stage you are regarding any short term or long term recovery. However,
working hard to feel good gives me the strength and incentive to commute to work in NYC, to spend time
with my family, to enjoy vacationing and so many other activities. To achieve the finest quality of life
has always been a goal for me. Life simply has too many opportunities to pass by. Most importantly, I
refuse to let epilepsy win this battle as I continually stare it in the face and show it my courage. One
prescription that I would dispense and recommend - determination, all day, every day.

Regarding epilepsy, what I find helps me to deal with it best is my outlook.

RECREATIONAL THERAPY

In my ten years of working as a recreation therapist at the

HCC-12 Epilepsy Unit, I have had the fortunate experience of
working with many patients and families and exploring the
ways to enhance how they spend their free time.

One of the main things that I have learned is no matter the
severity of one’s seizure; there is always a place for one to engage
in recreation. Whether it is art, music, video games, sports or computers, patients need to have the
experience of and the independence to do something they absolutely love. For example, | remember one
particular patient who was in high school and unable to participate in his high school sports program
due to his seizures. The patient, his mother, and I all discussed at length how he could still be part of a
team; enjoy spending time with friends and socializing in a team setting without suiting up to play. The
result was assisting the coach of the high school football team. In this role he was at every practice and
on the field with the team at every Saturday game.

Family fun at the 2008 Game Day at Chelsea Piers

Though having epilepsy may create boundaries in one’s life, there are ways to adapt ones leisure
interests to help promote self-esteem and enhance ones quality of life.

Peggy Guinnessey has been the Senior Recreational Therapist on the Comprehensive Epilepsy Center at NYU Langone Medical Center for the past
10 years. Peggy is also the faces liason for the Parents Network.
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