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The Epilepsy Foundation Western/
Central Pennsylvania leads the fight to
stop seizures, find a cure, and overcome
the challenges created by epilepsy.

1501 Reedsdale Street
Suite 3002

Pittsburgh, PA 15233

412-322-5880
800-361-5885

412-322-7885 Fax
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Camp Hill, PA 17011
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717-730-6727 Fax

Visit www.efwp.org 

A champagne dress was one of the
highlights at Mardi Gras this year.

Purple ribbons were the theme of a
guided painting event in Johnstown.

Sofas Unlimited raised funds and awareness for National Epilepsy Awareness Month in
November.

Santa visited the Pittsburgh Holiday party.
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ON THE COVER: Leila Zorzie, accom-
panied by Matt Shields, shared her
story about living with epilepsy at the
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all rights reserved.  Reprinted by permission.
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A Note from the 
President and CEO
When people make decisions about you,
without your input, you generally don’t get
what you need or want.  How do you make
people pay attention to what you have to say
so that what you need and what you want to
see happen is taken into consideration?  The
answer is not complex nor is it illusive.  It is a
matter of self-advocacy – telling your story,
because your story matters.

In this issue of our newsletter, we hope to inspire you with examples, tips
and opportunities for you and your family to engage in self-advocacy.
Telling your story about epilepsy will help to push forward your personal
goals, and the mission of the Epilepsy Foundation.  You’ll read about
opportunities for teens and young adults to participate in conferences on
transition.  Leila Zorzie’s self-advocacy not only helped to increase
awareness of the many issues facing young people growing up with
epilepsy, it helped us to raise record making donations during our Mardi
Gras Gala.  And, you’ll learn more about how telling your story can help
promote epilepsy awareness within the PA General Assembly and
hopefully save our state funded programs all across the Commonwealth.

Still not sure you are ready to tell your story?  No need to worry.  There’s
an article on how to go about telling your story and where to turn for help.

Because your story matters.  

Because no one knows you better
than you.  

Because your story needs to be
told.  

Because if you engage in self-
advocacy you are more likely to
get what you want.  

Because in telling your story you
are telling the collective story of
epilepsy.  

Self-advocacy empowers,
enlightens and strengthens us
individually and as an epilepsy
movement.  

So I ask you, “What’s your story,
and who are you going to tell?”
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Camp Frog is a nationally-
recognized program that places
extra supportive and medical
services into existing YMCA
summer camp programs.  The
EFWCP provides specially trained
counselors (in addition to YMCA
staff) in the cabins to provide
seizure recognition and first aid,
build confidence, and provide
guidance to campers in a fun-filled
atmosphere.  A pediatric
neurologist and nurse are also on-
site the entire week of camp. 

While at Camp Frog, children and
teens will be able to participate in

exciting activities such as
canoeing, horseback riding, sports,
crafts, swimming, and more.  A
session of Studio E: The Epilepsy
Art Therapy Program was held at
the Camp Fitch location last year
and will likely return in 2016.

Camp Frog has been a part of the
EFWCP for over 30 years and has

changed many lives along the way.
Campers have made life-long
friends, learned independence,
developed interpersonal skills, and
flourished into strong young adults.
This experience can be positive in
so many ways.  We encourage you
to call us to see if your child or
teen is eligible to attend.

Spotlight on … Camp Frog

Upcoming
Education

Events
School Nurse Education

Workshop
April 30, 2016 | Johnstown

Call 814-262-7494 for more
information or to register.

Parent Workshop
May 5, 2016 | Monroeville

Call 800-361-5885 for more
information or to register.

Parent Workshop
May 13, 2016 | Altoona

Call 814-262-7494 for more
information or to register.

Parent Workshop
May 14, 2016 | Camp Hill

Call 800-336-0301 for more
information or to register.

Join us for Camp Frog!
For more information on your nearest Camp Frog session, please
contact your local camp coordinator:

Camp Conrad Weiser
Wernersville, PA
June 19-25, 2016

Pre-register by April 15, 2016
Registration must be completed

by May 20, 2016
Contact Gretchen Knaub 

at 800-336-0301 
or gknaub@efwp.org.

Camp Fitch
North Springfield, PA

July 10-16, 2016

Pre-register by May 2, 2016
Registration must be completed

by June 3, 2016
Contact Amanda Stein 

at 800-361-5885 
or astein@efwp.org.

SEE YOUAT CAMP!



Spring/Summer 2016 Newsletter  •  www.efwp.org 5

If you need help paying for your
medication, an excellent resource is
www.needymeds.org.  This website
has a list of all major prescription
drugs, and information on which 
of the following resources are
available.

Patient Assistance Programs
Prescription assistance can be offered
in the way of Patient Assistance
Programs (PAPs), which are created
by pharmaceutical companies to
provide free or discounted medicines
to people who are unable to afford
them. Each program has its own
qualifying criteria.

$4 Generics
The $4 Generics Drug Program lists
pharmacy retailers’ prescription
programs that offer generic
medications for a discounted price.
Many do not necessarily charge $4 for
their generic drugs, but do have prices
ranging from $4-$15 for a 30-day or
90-day supply.  Ask about the $4
Generics Drug Program because it is a
common name for this type of

program. These programs make it
possible for many struggling to pay
for their medication to get it.

Some generic drug programs require
enrolling as a member and/or paying
an annual membership fee.  Others do
not require any membership
enrollment. Before enrolling into a
program, always read the fine print.

Coupons, Rebates and More
Coupons, Rebates & More lists offers
of brand name medicine (over-the-
counter and prescription) and medical
supplies. These offers may be in the
form of a printable coupon, rebate,
savings card, 7-30 day free trial offers,
or free samples. There are a variety of
ways to receive the offers.  Some may
be printed right from their website,
others require registration, filling out a
questionnaire, or even obtaining a
sample from the doctor’s office.

Copay Card
Typically offered by companies that
make the drugs, copay cards are
designed to help people with private
insurance pay for their medications.

The copay card helps to reduce or
cover the co-payment required to get
medications at the pharmacy.  Each
program is different, but many require
a registration process prior to
presenting the copay card to the
pharmacist.  The patient hands the
copay card to the pharmacist when
their prescription is being filled.  The
amount of the copay may be reduced
or even covered entirely.

Support Pages
Support Pages offer a link to the
product website where additional
resources and services can be found.

Spotlight on … Medication Programs

Did you Know?
The EFWCP has an Emergency
Medication Assistance program.
We can pay for one month of
your prescription of your anti-
epilepsy medication while we
help you to find a long-term
solution.  Contact us to see if
you are eligible for emergency
medication assistance.

Join the Langford family in honoring the
memory of their son, Mason, while raising

money for a great cause!

Registration is open for golfers and tee and
green sponsors and donors for auction/raffle

items. For more information, contact 
JoAnn Gusty at 412-508-8472 or
mlangfordmemorial@gmail.com

Registration is OPEN!

Mason Langford
Memorial Golf Outing

May 15, 2016
Manor Valley Golf Course

Export, PA
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Leila’s Story: I am no longer alone in my journey!
Leila Zorzie shared her story of living with epilepsy at the 2016 Mardi Gras Gala. She asked
attendees to give generously so other kids living with epilepsy never have to feel alone.

My seizures start with an aura.  This is my body’s signal to me that my brain is misfiring and I’m about to have a
seizure.  Usually, I feel a sickness in my stomach and get dizzy and lightheaded.  There’s nothing I can do to stop
the impending seizure; I can only find a place to safely sit on the ground. At that point, I have no control over my
body.  I am at the mercy of my malfunctioning brain and must wait until I come out on the other side of my
seizure. This is terrifying.  To sit there, knowing that I have zero control over my body and will soon wake up from a
seizure feeling afraid, exhausted, confused, and with people standing over me with the same feelings, is
embarrassing and horrifying.  The worst part about this is that few people know this feeling.

Yes, I go to an epileptologist who understands the brain and seizures.  I have wonderful family and friends who
care for me in so many ways and do their best to empathize with me.  But truly, unless one has felt the loss of
control, the fear of what will happen when
you’re unconscious, and the disorienting
moments after waking, one does not know how
isolating seizures can be.

Then, I went to camp.  Not just any camp, but
one specifically for kids with Epilepsy.  It was
called Camp Frog and it was the first time I
experienced being with kids who were living the
same life as I was.  At camp, it was normal to
need more rest due to medication side effects.
It was okay to eat a special diet or have difficulty
completing activities.  Taking medication was
part of everyone’s daily routine.  Even having a
seizure was part of the norm here.  At this camp,
I realized that there were others just like me.   I
was cared for by teens and adults who had
Epilepsy and showed me that a “normal” life is
possible, even while navigating the abnormal
world of Epilepsy. These counselors reassured
me that I was safe and helped me navigate my
tricky, seizure ridden world. 

I had the same experience at Kids Speak Up, a program in which kids from all 50 states flocked to Washington D.C.
to advocate for Epilepsy funding and awareness.  Kids and adults from all over the country faced the same problems
and wanted to see change.  In the words of my 13 year old self, “When you are there, you forget about Epilepsy.  You
don’t feel different because everyone there has Epilepsy.  You can talk about it and not worry about what they are
going to think.”   It was that program that helped launch my passion for advocacy and education.  I saw how much
of an impact a group of people can really have if we stand together.   I still keep in touch with my fellow PA child
representative and am thrilled to see another girl with Epilepsy grow up to succeed in her chosen field.

Those experiences, and more, only happened because of the Epilepsy Foundation.  Had it not been for this
organization, I wouldn’t have met so many people like me; meeting these individuals validated all of my feelings
and helped me be at peace with my diagnosis.  Seeing so many successful adults ensured that I had the strength
to keep high standards and accomplish my goals. 

Some of the people at the Foundation have been with me every step of the way: from my first couple years
navigating a new diagnosis, during college, all the way through the completion of my Master’s degree. That
continuity of care is priceless; they remind me that my abnormal circumstances don’t equate to an abnormal life. I
can still live out the plans I have for myself with a little adapting; Epilepsy does not have to limit my success.  I can
truly empathize with others on their journey with Epilepsy due to the kindness of those who empathized with me.

Some days, I still feel isolated. But when I recall all of the experiences I’ve been granted, I remember that there are
in fact people who know what isolation feels like.  I’m no longer alone in my journey. And, I want to ask you to let
other kids know that they aren’t alone in their journey.  Your donations tonight will allow the Epilepsy Foundation
to reach more kids who need to know that they are not alone, who need to realize that there are others who are
just like them, and who need our help to grow up successfully, and achieve their dreams.  I hope that you will give
tonight, and I hope that you give generously.  There is no way for me to put a value on the benefits I received from
being involved with the Epilepsy Foundation but I can tell you that without their help I would not be at peace with
my diagnosis.

Leila Zorzie and Matt Shields at the Mardi Gras Gala.
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Epilepsy has affected your life.
Undoubtedly, you have countless
stories that you could share, but
how can you be sure that your
story will have a lasting impact on
the person you are sharing it with?

WHO?
Whether it is your local legislator,
your teacher, or a supporter of your
run/walk team, you should always
know your audience and tell your
story in a way your audience can
understand.

WHAT?
Focus on the parts of your story
that will make the most impact.
You may only have a few minutes
to talk or a small amount of space
to write, so make sure that every
word counts!

WHEN?
Share your story with anyone who
will listen!  The best way to help
raise epilepsy awareness is to share
your story so that people can put a
face with the diagnosis.

You can make a
difference!

We want you to share your story to
make a difference in the lives of
people living with epilepsy.  The
attached postcards are intended to
be sent to your PA Representatives
and State Senators.  You can share
why it is important to you, their
constituent, that they continue to
support epilepsy programs and
services in Pennsylvania.

Follow these simple steps to make
your voice heard:

1. Fill in the front of the postcards
with the reasons why you support
funding for epilepsy programs.  

2. Look up your Pennsylvania 
state legislators by visiting:
http://tiny.cc/findyourlegislator. 

3. Fill out the return address
section of the postcard.

4. Don’t forget to put a forever
stamp on the postcard!

5. Mail the postcards to your 
local legislators.

State Funding For epilepSY

Sharing Your Story

HOW TO WRITE
YOUR STORY

Start your story by 
setting the scene. 

What was life like before 
epilepsy came along?

Next, share what is causing/
could cause a change. 

Who has helped you along the 
way and how?

Lastly, tell what the listener can
do to ensure a happy ending. 
How do you want your story to

impact your listener?

Next, share the moment 
that everything changed.  

What did an epilepsy diagnosis
mean for your life?

More than 200,000 Pennsylvanians,
18,836 PA school students, and 1 in
26 Americans have epilepsy.  Ask the
PA General Assembly to recognize
the needs of these neighbors, family
members, co-workers, and friends in
our state budget.

State funding for epilepsy services
helps to pay for important programs
like the EFWCP Project School Alert
training for school nurses and teachers,
training for EMS personnel and First
Responders, community education
workshops, parent/family conferences,
individual education advocacy, and
consultation for patients and

parents.  The state budget also helps
to support staff in all of our offices
and keeps the doors of the
Johnstown and Camp Hill locations
open and serving those
communities.

The supplemental state budget for
2015-2016, H.B. 1801, included
$550,000 for the epilepsy services
line item.  Please thank the members
of the General Assembly for making
sure that funding for these important
programs will continue!

However, our advocacy work must
continue.  Governor Wolf did not

propose funding for epilepsy
programs in the 2016-2017 budget.
The EFWCP is hopeful that through
our continued efforts to make
officials in Harrisburg understand
the importance of these services, the
final budget for next year will include
funding in the Department of Health
epilepsy services line item in the
2016-2017 budget.

WE NEED YOUR HELP.
Thank Harrisburg for their support
this year, and ask them to include
funding for epilepsy programs in

the 2016-2017 state budget.

Detach postcards at perforations. 
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The 22nd Annual Mardi Gras Gala was held on Fat Tuesday,
February 9th, at The Westin Convention Center Pittsburgh.
Morgan O’Brien, President and CEO of Peoples, was
crowned King of the Mardi Gras. Through the support of
our corporate community, and generous individual donors,
the event raised over a half million dollars.

The Mardi Gras Gala is a fundraising event that honors a
community leader for their commitment and dedication to
the Pittsburgh region.  The event is traditionally supported by
the corporate community and their pledge to sponsor a
table/tables.  The event has become one of Pittsburgh’s
premier social gatherings and has been sold to capacity since
its inception.  If you would like to confirm your table and
celebrate Fat Tuesday 2017 with the EFWCP, please contact
Colleen Fulkerson at cfulkerson@efwp.org or 412-322-5880.

Westmoreland Sports Dinner and Auction

$25,000 Fleur De Lis 
Sponsors

$15,000 French Quarter 
Sponsors

Gateway Health

Giant Eagle

UPMC Health Plan

$10,000 Bourbon Street
Sponsors

ATI
Tom and Terri Bone

Covestro LLC
EQT Foundation

I.B.E.W. Local Union #5
PNC

Range Resources
Trumbull Corporation/

Lindy Paving

Over 130 people joined chairs Dr.
Lou and Diana Catalano at the 20th
Annual Westmoreland Sports
Dinner and Auction.  Flowered
prints and flip flops loomed large
at the luau-themed event.

Items for auction included: a one-
week stay in Cabo San Lucas,
tickets to local sporting events,
custom made jewelry, designer
handbags, and much more.

This event raised $35,500 in 2015.

Dr. Lou Catalano was presented with a commemorative photo football in honor of the
20th anniversary of this event.

King Morgan O’Brien (second from right) with dinner chairs
Nigel Hearne, John Paul and Dennis Yablonsky.  
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22nd Annual Mardi Gras Gala

Thank You to Our Mardi Gras Sponsors!
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Register for Fun Run/Walks!
The EFWCP will be involved in 4 walks this summer.  Please come out to join us at one or more of these awesome
events or sign up as a virtual walker to help us raise funds and awareness!

June 4th Erie Highmark Walk for a Healthy Community
@ Presque Isle State Park, Erie
This year the EFWCP will be one of 25 organizations participating in 
the Highmark Walk for a Healthy Community in Erie.  Highmark Inc.
underwrites the cost of the walk so that 100 percent of the money raised by
walkers goes to the participating organization.  Walk in support of the EFWCP
and join us for lunch immediately following the walk!

To register for the Erie run/walk, visit www.walkforahealthycommunity.org.

If you participate in any of the four run/walk events that the EFWCP is involved in, you are
eligible to win prizes based on the fundraising you do in support of people living with epilepsy.  

Don’t forget to check back later this spring on our Facebook page at www.facebook.com/
efwcp for the official announcement of this year’s prizes!

June 11th Johnstown Highmark Walk for a Healthy Community
@ Central Park, Johnstown
The EFWCP will also be participating as one of 18 organizations in the 
Highmark Walk for a Healthy Community in Johnstown.  Walk in support 
of the EFWCP and join us for lunch immediately following the walk as our 
thanks for supporting your friends and neighbors living with epilepsy!

To register for the Johnstown run/walk, visit www.walkforahealthycommunity.org.

July 30th Pittsburgh Family Fun Run/Walk for Epilepsy
@ PNC Park, Pittsburgh
Over 1,500 people are expected to gather at PNC Park this summer 
for the 28th Annual Pittsburgh Family Fun Run/Walk for Epilepsy.  Participants
will run a 5K course or enjoy a leisurely 2 mile stroll along the scenic North
Shore Trail.  At the end of the course, teams will meet up on the Roberto
Clemente Bridge for a one-of-a-kind tailgate party!

To register for the Pittsburgh run/walk, visit www.epilepsyrunwalk.kintera.org.

August 6th Harrisburg Senators Family Fun Run/Walk for Epilepsy
@ City Island, Harrisburg
This summer, support the people with epilepsy that you know by 
participating in the 14th Annual Harrisburg Senators Family Fun Run/Walk 
for Epilepsy.  Enjoy a 5K run or 2 mile walk course around the island, 
followed by a tailgate party in the Carousel Pavilion.  This event is hosted 
by the EFWCP and the Harrisburg Senators.

To register for the Harrisburg run/walk, visit www.epilepsyrunwalk.kintera.org.

Did 
You

Know?
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Upcoming Events
April 8-10
PASNAP Conference
State College

April 10-12
Share Your Story / PA
Public Policy Conference
Harrisburg

April 12
Legislative Breakfast
Harrisburg

April 12
Adult Primary Care
Provider Transition 
Focus Group
Greensburg

April 15
Scholarship Winners
Announced

April 17-19
Teens Speak Up!
Washington, DC

April 30
School Nurse Workshop
Johnstown 

May 5
Parent Workshop
Monroeville

May 13
Parent Workshop
Altoona

May 14
Parent Workshop
Camp Hill

June 4
Highmark Walk for a
Healthy Community
Erie 

June 11
Highmark Walk for a
Healthy Community
Johnstown 

June 19-25
Camp Frog
Camp Conrad Weiser, 
Wernersville

July
Oscar Recipients meet
their seizure response dog

July 10-16
Camp Frog
Camp Fitch, North Springfield

July 22-24
Transition Conference
State College

July 30
28th Annual Family Fun
Run/Walk for Epilepsy
PNC Park, Pittsburgh

August 6
14th Harrisburg Senators
Family Fun Run/Walk 
for Epilepsy
FNB Field, Harrisburg

September 17
Family Picnic
Pittsburgh

November
National Epilepsy
Awareness Month

Support Groups
Greensburg - Parents Group

Next meeting: April 30, 2016

Call Helen at 724-836-6822 
for more information. 

Hershey
First Tuesday of each month
Next meeting: May 3, 2016

Call Laura at 800-336-0301 
for more information.

Johnstown
First Tuesday of each month 

(except June)

Next meeting: May 3, 2016

Call Chelsea at 814-262-7494 
for more information.

York
First Thursday of each month

Next meeting: May 5, 2016

Call Gretchen at 800-336-0301 for
more information.

This free event will benefit the 
Epilepsy Foundation Western/Central PA

through generous donations 
from festival supporters 
and audience members

www.monroevillejazz.org

Saturday, August 20, 2016
Tall Trees Amphitheater
Monroeville Park

www.monroevillejazz.org
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Transition Conference

Kevin Gill, dressed as a tourist, at the luau-
themed Westmoreland Sports Dinner and
Auction.

Revelers who donated during Mardi Gras received a special shot glass bead.

The Old Stone Bridge in Johnstown, turned purple for Epilepsy awareness.

The EFWCP is hosting a Transition
Conference in State College, July 22-
24, 2016 for teens and their parents.
This is a perfect time for young
adults to begin working on a plan to
“transition” to adult life.

Last year’s participants revealed that
they especially liked the time they
had to share stories and discuss their
experiences with one another.

Teen Leadership Summit
participants, who have had previous
involvement with the foundation and
are developing their leadership skills,
met on March 18 and 19 to discuss
what they would like to learn at this
year’s conference.

This will not be just a “sit and listen”
conference.  Participants will identify
tangible goals to meet, as well as
action steps to take to meet those
goals.  Afterward, the foundation will
offer continuing support to facilitate
action steps, including being
available to answer questions,
postcard reminders, and newsletters
to the group.

Please contact Jordan at 800-361-
5885 or jhinds@efwp.org to learn
more and to be sure you receive
additional details about this event.

Above: Participants in the 2015 Teen
Leadership Summit were responsible
for helping to select the topics for the
2015 Transition Conference.  This year,
the Teen Leadership Summit was held
on March 18th and 19th.

Right: The 2015 Transition Conference
focused on healthcare.  Both the teen
participants and their parents were
encouraged to share stories and ask
questions as they navigated
transitioning to adult healthcare.
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