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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.
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Pittsburgh, PA 15233
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ON THE COVER: 
Camp Frog counselor, Annamarie
Green, and camper, Hayden Kingshipp,
pose proudly in this year’s Camp Frog
t-shirts.

A little rain didn’t stop these members of
Kaiden’s Crusaders from having a great
time at the Pittsburgh Fun Run.
photo by Bill Schmidt

Sydney Jackson saving the world at the
Pittsburgh family picnic.

Daniel Powell and his Oscar dog Lucas
complete their training.

Share Your Story conference participants put what they learned to
good use when they met with legislators to explain the
importance of state funding for the EFWCP.

Having fun and learning about penguins among other things at
the Teen Leadership Conference.
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A Note from the 
President and CEO
Football player, coach, and one-time executive
in the National Football League, Vince
Lombardi once said, “It is time for us all to
stand and cheer for the doer, the achiever – the
one who recognizes the challenges and does
something about it.” 

I want to stand up and cheer for all of you who
continue to recognize the challenges that face
our organization, who do something about it, and help to move us
forward!!  And thankfully, there are many, many of you!

In recent months the EFWCP has been tested.  The state budget impasse
placed a serious burden on our cash flow and we were confronted by rain
at more than one summer event.  But, our advocates, Board of Directors,
legislative leaders, and corporate sponsors worked hard to keep our
programs going with no service reductions and no program disruptions.
Our faithful walkers and runners turned out for our run/walk events,
despite what can only be described in one case as a “downpour.”  Our
advocates turned out in record numbers in our state capitol to fight for the
continuation of our state funding.     

As you read through this edition of our newsletter, you’ll see lots of news
about “doers,” “givers,” and “achievers”:  students who have excelled and
have been rewarded with scholarships; families who have been raising
money year after year to ensure that programs continue; volunteers who
organized local awareness events; and more.  

I hope you’ll do two things as you learn about these doers, givers, and
achievers.  I hope that you will join me in thanking them for their efforts
and their help in making all that we do here at the EFWCP possible.  And, I
hope that you will look for ways to join them.  Or, perhaps you will find a
new way to recognize the many challenges facing people who live with
epilepsy and help the EFWCP to do something about it.

I thank you, for all you do!

Peggy Beem-Jelley
President and CEO
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Spotlight on … Scholarships
The Epilepsy Foundation Western/
Central Pennsylvania has a
scholarship program offering 8
scholarships from $1,000 to $2,500
towards college or vocational
school.

To be eligible for the EFWCP
Scholarship, a person must: have a
diagnosis of epilepsy/seizure
disorder, provide proof of
acceptance to a post-secondary
academic or vocational program, be
a high school senior, attend school
full-time, and be a legal resident of
western/central Pennsylvania. 

Interested students must complete
an application including an essay.
Completed applications must be
received by March 15th.  Winners
will be announced April 15th, with

awards presented in June, July, and
August at our Fun Run/Walks.

In mid-October of each year, the
new application becomes available,
and is sent to high school guidance
counselors throughout the EFWCP’s
service territory.  If you are
interested in an application, please
talk to your guidance counselor, or
visit www.efwp.org/applications/
ScholarshipApplication.pdf.

The EFWCP has offered a
scholarship program since 2001.
Thanks to the generosity of private
and corporate donations, the
program has grown from five
$1,000 scholarships to eight
scholarships totaling $10,000.  We
have awarded a total of $100,000
to 93 students in the last 15 years!

Scott Mullen participated in Highmark
Walk for a Healthy Community in Erie with
his family and accepted his scholarship
check on the event stage.

Gianna Donate 
$2,500 Paige
Holland Memorial
Scholarship

Gwenhwyvar
Soergel 
$1,500 Rohr Golden
Scholarship

Jacob Dittrich 
$1,000 UPMC Center
for Inclusion at
UPMC Award

Vincent Mroz 
$1,000 Julie
McCormick Memorial
Scholarship

Philip Kerber 
$1,000 Celeste
Katherine DeFrank
Memorial
Scholarship

Cerridwen
McCann 
$1,000 EFWCP
Scholarship

Scott Mullen 
$1,000 EFWCP
Scholarship

Kassidy Steffey 
$1,000 EFWCP
Scholarship

Congratulations to the 2016
scholarship recipients:

Look into the crystal ball...
what does your future hold?

You can define your future!

The EFWCP is developing new programs
for 12-21 year olds to help them learn to

take charge of their adult lives.  Programs
will include conferences, retreats, and

more on leadership and transition.

Help us develop
these programs
while you learn 
to be your own 
best advocate!

Interested?  
Call Jordan at 
800-361-5885
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Spotlight on … Safety
There are always risks involved
with any diagnosis.  With epilepsy/
seizure disorders, you can reduce
your risk of having seizures by
following these steps: 

1. Take your medicine. On time,
every day, exactly as prescribed.

2. Keep a health diary. Include
things like seizure activity,
medication, test results, side
effects, and questions for your
doctor.

3. Create and share a seizure
response plan. Get your
doctor’s input and share your
plan with family, friends,
coworkers, and teachers.

4. Know your seizure triggers. For
many people, not getting enough
sleep, drinking too much alcohol,
or stress can cause seizures.

Your best safety advice comes 
from knowing yourself and your
seizure activity.  In addition to using
precaution when at home, here are
some other things to keep in mind:

Working Outside the House
• Use a lawn mower that stops

when you let go of the handle.

• Make sure power tools have
safety guards and will stop
running if you let go.

• Wear protective eyewear,
footwear, and gloves.

When Traveling
• Do not drive if you have been

having seizures.

• Carry information about your
condition, medications, and
essential contacts.  Consider a
medical alert bracelet.

• When traveling by air, carry your
medication in your carry-on, and
take extra in case your return
home is delayed.

• Ask your doctor how to
schedule your medicines in
different time zones.

At Work
• Think about risks specific to

your workplace and see if
anything can be changed to
make it safer.

• Talk to your employer about 
a seizure action plan and
educate your coworkers.

• Keep extra clothes at work in
case you need to change after
a seizure.

More information and safety tips are
available in the new EFWCP orange
brochure.

The county that you live in may have safety programs that could
help you!  Contact your local police department to find out if
these programs, or others like them are available in your area.

Special Needs Registry
A Special Needs Registry allows those with a
mental or physical disability to provide voluntary
information that would be helpful for emergency
personnel to know about when responding to a 
crisis.  The information provided will be shared 
with 911, fire, police, EMS, emergency planners, 
and first responders in times of crisis.  To see a
sample registration form, visit the website for 
the Allegheny County Special Needs registry at 

http://www.alleghenycounty.us/emergency-
services/911/special-needs-registry.aspx.

Project Lifesaver
Project Lifesaver is a program that is designed to provide
timely response to save lives and reduce potential injury
for adults and children who wander due to Alzheimer’s,
autism, and other conditions.  Individuals enrolled in
Project Lifesaver wear a small personal transmitter around
their wrist or ankle that emits an individualized tracking
signal.  If they go missing, the caregiver notifies their local
Project Lifesaver agency, and a trained emergency team
responds to the wanderer’s area.  Recovery times for
individuals participating in Project Lifesaver average 30
minutes, which is 95% less time than standard operations.
Learn more by visiting www.projectlifesaver.org.

MEDICAL HISTORY BRACELETS
These purple bracelets can
help keep your important
medical information close

by.  Enter your information
into the embedded USB and
it will be at your fingertips

when you need it.

Contact the EFWCP if you would like a bracelet, 
while supplies last.

Emm
a’s
Gift

The EFWCP provides financial support to qualified
applicants through a grant from the Emma Bursick

Memorial Fund for purchase of in-home monitoring 
devices to alert caregivers to seizure activity.

Visit http://www.efwp.org/programs/emmasgift/
to apply for a movement monitor.

Did you know?
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T he Many Ways to Give
The EFWCP depends on the goodwill of our supporters in order to fulfill our mission.  

People who believe in the work we do give to support our mission.

PLANNED GIVING
You may already know that you can
donate anytime online, or by mailing
in a donation, but did you know you
can make a lasting gift by including
us in your will or estate plan?  This is
called “Planned Giving.”

The simplest way to give is to
include us in your will, but there are
many options available, and one is
sure to fit your needs.  For more
information on planned giving,
please contact us.  

WORKPLACE GIVING
Your employer may participate in a
national workplace giving program,
which allows you to designate
automatic gifts from your pay.

United Way: Ask your campaign
manager for the correct donor
number for the Epilepsy
Foundation Western/Central
Pennsylvania (e.g. the United Way
of Southwestern PA campaign uses
number 288).

State Employees: Donate through
the Pennsylvania State Employees
Combined Appeal, using SECA
code 2000-001.

Federal Employees: Donate
through the Combined Federal
Campaign, using CFC# 99707.

SCHOLARSHIPS
Several families have donated to the
EFWCP to help fund scholarships
for graduating high school seniors;
and have a yearly scholarship
named after themselves or a loved
one.  Examples include the Paige
Holland Memorial Scholarship and
the Celeste DeFrank Memorial
Scholarship.

Check out page 4 to read more about the
EFWCP Scholarship Program and this
year’s recipients.

IRA DISTRIBUTIONS
If you meet certain requirements,
you can donate to charity directly
from your individual retirement
account (IRA).

A qualified charitable deduction
(QCD) allows you to transfer up to
$100,000 each year directly from
your IRA to a charity and not
recognize it as income.  And, it
counts towards your required
minimum distribution (RMD).

Requirements:

• You must be over 70-1/2 years
old to make a QCD

• The transfer from your IRA
must be made directly to the
Epilepsy Foundation
Western/Central PA (or another
charity that qualifies for a
charitable income tax deduction
of an individual)

• You must receive and keep the
contribution acknowledgement
from the EFWCP

• QCDs cannot be made from a
simplified employee pension, a
simple retirement account, or
an inherited IRA

• Funds that are withdrawn by
the donor and then contributed
do not qualify

Please consult your financial advisor
about your specific situation.

The Pittsburgh Penguins Foundation made a
generous contribution to our Bounce Out the
Stigma basketball event, which was also
sponsored by the Finish Line Youth Foundation.

CORPORATE GIVING
Thanks to the generosity of companies
in our region, we continue to grow and
expand the reach of our programs and
services.  Some companies help us start
new programs, like Lundbeck’s national
support of Studio E.  Other companies
sponsor fundraising events, like our
Run/Walks or Mardi Gras Gala.

The EFWCP would be happy to discuss
corporate philanthropy options with
your company.  Please contact our
development staff at 800-361-5885.

CORPORATE GIFT
MATCHING
Many companies offer gift
matching for the gifts that
you make to your favorite
charities.  Be sure to ask your
company if a gift matching
program exists - sometimes
all it takes is filling out a
simple form to double the
impact of your personal
donations!



• We donated a
Samsung Galaxy
Tablet to a boy
who has epilepsy
and autism.

• We gave a
Pebble Smart
Watch to a teen
living with
epilepsy who 
was getting
ready to start 
her college career. 

• We surprised a husband and
wife with an all-expenses-paid
weekend stay at Omni Bedford
Springs Resort and Spa.

• We sent an adult with epilepsy
and his parents to Pirates
Spring Training Camp in
Bradenton, FL with a new video
camera to document their trip.
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A special thank
you to Lundbeck’s
continued support
of Studio E: The
Epilepsy Art
Therapy Program.
The next session
of Studio E in the
Pittsburgh area is
being developed
and will take on a
new format and
target some new
audiences. 

If you would like to learn more about
the upcoming sessions, please call
Amanda at 800-361-5885.

Mark Zonneveld was diagnosed with epilepsy when he was in middle
school, and, like many kids, did not have an easy time adjusting to life with
seizures.  Although there were times that epilepsy seemed overwhelming,
he always tried to maintain a positive attitude and put a priority on having
fun.  After Mark passed away in May 2010, his family wanted to make sure
his legacy would live on in a way that could help other individuals and
families living with epilepsy.

The Zonne Fund (pronounced ZAHN-ee, and loosely translated to “sunny”)
was established in 2013 in memory of Mark, to provide fun experiences for
families affected by epilepsy.  Here are some of the fun things that the
Zonne Fund has accomplished, thanks to the generous support of donors
and donations of prizes:

The Zonne Fund:
Creating Mark’s Legacy

We invited 40 people to attend a Pirates
game in the World Series Suite, and we
gave each guest their own personalized
Pirates shirt and other goodies.

We invited over 60 people to a private
screening of The Minions (last summer) and
Finding Dory (this summer).  We provided
free popcorn and drinks, a themed goodie
bag, and a chance to win a prize basket.

Mark Zonneveld, above, was the inspiration
for the Zonne Fund.

What can I do? 
If you would like to support the Zonne Fund or any of the other

programs of the EFWCP, please visit www.efwp.org/donate.

If you would like to learn more about what is possible with your 
major gift, contact the EFWCP at 800-361-5885.

MARDI GRAS GALA
The 23rd Annual Mardi Gras Gala, taking
place on Fat Tuesday, February 28, 2017,
is the EFWCP’s largest corporate fundraiser.
Companies can show their support for the
EFWCP programs and services by
sponsoring a table at the event.  Table
sponsorships range from $5,000 to
$25,000, with incentives including: a
French Creole New Orleans style sit-down
dinner, company recognition at the event,
and logo recognition in the EFWCP color
ad in the Pittsburgh Business Times 2017
Giving Guide.

Congratulations to our 
2017 Mardi Gras King 

Jerry MacCleary 
President, Covestro LLC
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In an effort to promote the Monroeville Jazz Festival,
EFWCP staff and volunteers accompanied the Jazz
Festival Committee on the Monroeville 4th of July
Parade.  The Jazz Festival, held on August 20 benefitted
the EFWCP.  Approximately 900 people attended the
event, heard about epilepsy from Peggy, and raised
money to benefit the foundation. Many thanks to Chuck
Summerville, and the Jazz Festival Committee for this
opportunity to introduce epilepsy to a new audience. 

This new section of our newsletter will focus on
you – people who persevere with their epilepsy,
who raise money, and who raise awareness.
Send your stories and photos to staff@efwp.org.

Will Duncan, and his Oscar dog Lucy, meet with
Pennsylvania legislators following the Share Your
Story conference.

Throughout the
year there are
many EFWCP
supporters who
host sporting
events or
tournaments to
raise awareness
and funds for
epilepsy.  In the
early spring, the
McCormick family hosts a wiffleball tournament in
Indiana County.  In the last 11 years, Don and Pauline
McCormick and their team have raised over $150,000
in memory of their daughter, Julie.

Dakota Brown is an energetic
and caring teen with epilepsy.
These hard hats, adorned with
Epilepsy Awareness stickers,
belong to her father and two
uncles, who are her biggest
supporters. 

Melissa West (pictured here with WellSpan EEG Tech
Dallas Barclift) raised over $3,000 for the Harrisburg
Run/Walk.  Melissa underwent brain surgery and she
has been seizure free for 2 years. When asked what
motivated her, she replied, “I want other people to
have the same chance.  For me, that’s important - so
that someone else can be seizure free too.”



On August 26, the
Pennsylvania House
Appropriations Committee
held a public hearing in
Pittsburgh on Health and
Human Services.  The EFWCP
was invited to present
testimony at this event.  Our
president, Peggy Beem-Jelley,
spoke about epilepsy, some of
the challenges of epilepsy,
and the role of the
foundation.  Brigitte Jackson
and her son, Ian, who has

epilepsy also spoke, and were able to personalize the
effects of epilepsy for the committee members.

Shanna Rae, an aspiring singer/songwriter, held a
fundraiser at Mr. Ed’s Elephant Museum and Candy
Emporium in Ortanna.  Museum goers were invited to
relax with Shanna Rae’s music and to stop by the table
to learn more about epilepsy and the foundation.

Students in schools
across the state
raise awareness for
epilepsy
throughout the
year.  On the left,
Kiski Area Upper
Elementary
students wear
purple in support

of a classmate with epilepsy.  Below, Frankstown
Elementary students hold a purple day.
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THEN & NOW
By Gary Olszewski

THEN:
The year was 1962 when I had my
first seizure. I was twelve at the
time and it was very scary. My
parents were extremely secretive
about the incident, never telling my grandparents,
aunts, uncles, teachers, friends, or neighbors. My
affliction was a mystery to everyone. 

The years progressed and my seizures increased to
about six a month. It was still a secret and I was
scared. My teenage years were filled with fear. My
seizures increased to nine a month and there was
little hope of them slowing down.

I played football in high school, and the coaches
did not know of my illness. I was always wondering
if and when a seizure was going to attack. 

I thought I was stronger than the mysterious
problem so I did not take my medication. I didn’t
want to admit that my illness could hold me back,
so I lied about it. This stubbornness led to blowing
opportunities and being fired from jobs. I even lied
about my illness to attain my driver’s license,
putting myself and others on the road in danger. 

As I got older, I began to accept that I needed
help. I started taking treatment seriously. My wife,
Roberta, was there for me at every turn,
encouraging me to explore all possible therapies. I
then found the Epilepsy Foundation
Western/Central PA and have had them in my
corner since. Thanks to these positive influences, I
finally felt like my epilepsy was becoming
manageable; I was no longer afraid.

NOW:
Now, I proudly tell people I have epilepsy. I assure
anyone I meet who shares my affliction that there is
help out there. There are many new advancements
in medication and cutting-edge procedures that I
wasn’t fortunate enough to have as a youth.
Hopefully, with how far the medical field has
advanced, young people with epilepsy will not feel
the same fear that gripped me. 

Now, I am five years seizure free.

Makenzie Blystone not only
won her baton twirling
competition the day she was
dropped off at Camp Frog
this year, but she also won
Miss Saxonburg 2016.
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Run/Walk Wrap-Up
The EFWCP participated in the Highmark Walk for a Healthy Community in both Erie and Johnstown.  We also
held our own runs in Pittsburgh and Harrisburg.  Between the 4 events, over 2,200 participants raised $205,000.
Thank you to everyone who participated and helped to make these events a success!

2016 Highmark Walk for a Healthy
Community in Erie

2016 Pittsburgh Family Fun Run/Walk for
Epilepsy photo by Bill Schmitt

2016 Harrisburg Senators Family Fun Run/
Walk for Epilepsy              photo by Vince Bruno

2016 Highmark Walk for a Healthy
Community in Johnstown

Pinwheel flowers were available for
purchase in Pittsburgh and Harrisburg in
honor or in memory of loved ones with
epilepsy. photo by Mary Jane Bent

2016 Harrisburg Senators Family Fun Run/
Walk for Epilepsy              photo by Vince Bruno

Thank you to our Family Fun Run/Walk for Epilepsy Sponsors in Pittsburgh and Harrisburg!
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Upcoming Events
November
National Epilepsy
Awareness Month

November 1
Support Group 
Hershey

November 1
Support Group
Johnstown

November 3
Support Group
York

November 5
Parent Workshop
Hampton Inn & Suites South,
York

November 8
Election Day

November 12
Supporting Parents,
Supporting Kids Conference
Regional Learning Alliance,
Cranberry Township

November 24-25
Office Closed

December 1
Support Group
York

December 3
Holiday Party
Sokol Club, Pittsburgh

December 6
Support Group
Hershey

December 6
Support Group
Johnstown

December 9
Holiday Party
Anthony’s, Johnstown

December 10
Family Holiday Party
Radisson, Camp Hill

December 23, 26
Office Closed

2017
January 2
Office Closed

February 28
Mardi Gras Gala
Pittsburgh

March 26
Purple Day

DON’T FORGET!
Contact your local EFWCP

office to find out the
schedule for 2017 Support

Group meetings in a 
city near you!

Introducing a New Camp Option 
for Children with Epilepsy and

Intellectual Disabilities

Camp Firefly is a weekend camp
designed for children and teens
with epilepsy who need one-on-one
support.  It was designed to meet
the needs of children and teens
between the ages of 11 and 18 years
old who have an active diagnosis of
epilepsy or seizure disorder as well
as an intellectual disability. 

Camp Firefly‘s weekend camp is
held at The Woodlands in Wexford,
PA, under the watchful eyes of
trained counselors and staff.
Medical staff is available throughout
the entire weekend and will
administer medication and seizure-
related medical care, as needed. 

The EFWCP’s Camp Firefly
experience will be available on a
limited basis.  Please contact the
EFWCP to learn more about
eligibility and upcoming Camp
Firefly weekends.

Local Landmarks Turning Purple for 
National Epilepsy Awareness Month!

This November, local landmarks, like the Allegheny County
Courthouse, the Stone Bridge in Johnstown, and the Capitol Building

in Harrisburg are turning purple to support epilepsy awareness.

How are you PURPLEing for 
National Epilepsy Awareness Month?  

Let us know and share your photos 
with us at staff@efwp.org!
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