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The Epilepsy Foundation Western/
Central Pennsylvania leads the fight
to stop seizures, find a cure, and
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ON THE COVER: 
Maddie, a service dog from the 
Oscar Project, briefly wore an “I’m 
an Epilepsy Awareness Super Hero!”
cape over her vest at the Pittsburgh
Family Picnic.

EFWCP Staff in full costume for the Mardi Gras Gala. Barb and Katie Ruf helped staff to decorate our first tree for the
St. Vincent’s Festival of Trees in Erie.

Revelers get in the spirit at the Mardi Gras
Gala.

Santa visited the Harrisburg Christmas
Party, and helped to decorate cookies.

A guided painting event in Johnstown
helped bring out people’s inner artist.
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A Note from the 
President and CEO
Happy Spring!  Spring is a time of transition
which is big focus for us here at the EFWCP
this year. 

As American poet E. E. Cummings once said,
“It takes courage to grow up and become
who you really are.”  Although many teens
and children dream about what life as an
adult will be like, the path of transitioning from childhood to adulthood
is often a daunting task for both child and parent.  One filled with
twists and turns and obstacles that must be overcome.  Living with
seizures can complicate the process, because every young person will
need to manage their epilepsy in addition to their transition.  

To all families facing transition, have faith.  The EFWCP is here for you
every step of the way with programs you can participate in, strategies
that you can use, and opportunities to meet peers who are going
through the same challenges.  Check out the Got Transition steps you
will find on page 6.  This is just a start.  Consider attending the Next
Steps conference in August at Seven Springs.  And remember, once
you have completed your transition, everything you have learned from
your own journey can help make the path a little easier for future
generations.

Whether you are transitioning to adulthood, trying to find the perfect
combination of medications to control your seizures, or struggling to
make sure your child has all of the rights they deserve in their school, it
is difficult for a person never touched by seizures to understand how
challenging epilepsy can be to control.  I would like to invite everyone
and their families to travel to Harrisburg to take part in our Share Your
Story Conference on April 23-25, 2017.  You will learn about state laws
that affect people with epilepsy, how the State Budget impacts the
programs that are available to support your family, and, most
importantly, how to share your story and make an impact during a visit
to the State Capitol.  

Doing what is right often takes courage and inner strength we didn’t
know we have inside ourselves - transitioning to adulthood, sharing our
story, letting go of our children or just advocating for our neighbors
and friends.  It’s Spring!  Let’s shake off the winter blues, soak up some
sunshine and get out there together and help one another to make our
communities a better place for everyone living with epilepsy.  

Peggy Beem-Jelley
President and CEO
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Spotlight on … Seizure Monitors

Bed Monitor: The Emfit Movement
Monitor consists of two main pieces:
a flexible and durable bed sensor
placed under the mattress and a
bed-side monitor with sophisticated
embedded software. The Emfit
detects when a person has
continuous fast movements over a
pre-set amount of time (which is
adjustable to suit your needs) and
then triggers an audible alarm.

PROS: 

• Uses simple, basic technology 

• Easy to travel with

• Maintains privacy in the bedroom

• No monthly fees or subscriptions

CONS: 

• Bed use/only for people who have
seizures while sleeping

• Power wall adapter sold separately

• Caregiver must be in the house 
(or up to 500 feet away with the
optional remote alarm)

• Sensitivity levels must be adjusted
for your situation

Video Monitor: The SAMi monitor 
is a sleep activity monitor which is
placed facing the bed of the person
with epilepsy. During sleep, audio-
video information from a remote
infrared video camera is sent to an
application running on an iOS device
such as an iPhone or iPod Touch. The
SAMi app records and analyzes the
video for unusual activity. If the SAMi
notices repetitive movement, it will
sound an alarm in the SAMi app.

PROS: 

• Seizure activity can be recorded

• Can view the camera from your
free phone app

• Video monitor can detect lighter
types of movement

• If you already have an iOS device
and wireless network in the house,
it is fairly simple to set up

CONS: 

• No privacy for the person being
monitored

• A tech savvy person must be
involved in the set-up, as it
requires a dedicated wireless 
(wi-fi) router

• Only works with iOS (Apple)
devices

• Cannot travel with it

• Must be connected to the wi-fi 
(in the house) to receive the alert

Wearable Monitor: The SmartMonitor
Watch is a movement detection and
alerting monitor worn on the wrist. 
The watch is looking for 7 seconds of
repetitive, shaking motion. Once the
motion is detected, the SmartMonitor
will alert caregivers within seconds via
text message and phone call. The
SmartMonitor also has a help button
which the wearer can press to call for
help for any reason. Different plans
allow for one or more people to be
alerted as well as a GPS locating service.

PROS: 

• Works with both Android and iOS
devices

• Has a help button

• Increases independence of the
wearer

• Monitors day and night, as long as
you are wearing the watch

• Portable, easy to travel with

• The caregiver can receive text and
call alerts regardless of their location

CONS:

• User must be somewhat tech savvy

• Watch must be charged periodically

• Wearer must have a smart phone
with a data plan with them at all
times (no less than 15 feet away)

• Caregivers must have cell phone

• Monthly subscription plan fee

Movement monitor are designed to alert when they detect several seconds of sustained convulsive movement like
that of a tonic-clonic (grand mal) seizure. These devices can be used by parents, family members, and caregivers
to help provide care to people with tonic-clonic seizures. Each type of monitor has its pros and cons, and is suited
for particular situations.

Emma’s Gift
The Emma Bursick Memorial Fund (EBMF) was established in 2009 in
memory of Emma Bursick who died from Sudden Unexplained Death in
Epilepsy (SUDEP) at the age of seven. In order to help parents and
caregivers, the Emma’s Gift program is designed to provide movement
monitors to those who are at greater risk of SUDEP, those having nocturnal
convulsive seizures, or frequent daytime seizures. The EFWCP will provide
financial support to qualified applicants through a grant from the Emma
Bursick Memorial Fund for purchase of in-home monitoring devices.

Applications are accepted year-round, and submitted monthly for approval.
The application consists of a parent/applicant form and a physician form.

www.efwp.org/programs/emmasgift/

Absence, myoclonic, and other non-convulsive seizures are not a good
match for this program.

April 28-30, 2017

The Woodlands
Wexford, PA
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Spotlight on … Service Dogs
A seizure dog is a service dog fully
trained to assist a person with
seizures. There are two types of
dogs that are frequently discussed:
seizure ALERT dogs and seizure
RESPONSE dogs. It is a common
misconception that all seizure dogs
can be trained to predict seizure
activity and ALERT a person to an
oncoming seizure. While this can and
does happen in some cases, it is not
something that all agencies can
promise. Seizure dogs are
predominantly seizure RESPONSE
dogs, that is, they can respond when
a person has a seizure.

Some of the tasks that seizure
response dogs can be trained to do
include getting another person to
help, retrieving a medicine bag,
swiping a VNS magnet, pushing an
alert button located in the house,
staying with a person during a
seizure, and cuddling for comfort
after the seizure. The tasks are

dependent on the need of the person
the dog is being trained to assist.

A seizure dog/service dog is not a
pet, and is an enormous investment
in vet and food bills, time, energy,
and training. If you are considering a
seizure dog, it is important to do
your homework and properly
research the organization you are
interested in. Different organizations
train dogs for different conditions
and different age groups; it takes
different amounts of time for training
and different costs are involved in
acquiring the dog and maintaining
your certification.

A list of local and/or highly regarded
organizations that train service dogs
is located on our website at www.
efwp.org/OscarProjectAdditional
Resources/. Assistance Dogs
International provides a searchable
database of organizations
internationally and across the US.

Michael Zupancic loved his dog, Oscar. Oscar was a
devoted dog and constant companion for Michael.
Michael died much too young at the age of 46. The
Zupancic family established the Michael R. Zupancic
Seizure Response Dog Endowment Fund to help
epilepsy patients gain independence with a seizure
dog and to have a constant companion like Oscar. 

The fund helps by providing guidance and financial
support to children and adults who have
epilepsy/seizures who want to obtain specially trained
dogs that provide assistance to seizure patients. 

Eligibility guidelines, you must: 
•  be a child or adult with epilepsy/seizure diagnosis,

currently experiencing seizures,
•  be capable of commanding the dog,
•  live in our 49 county service area,
•  be able to travel to Pittsburgh for two multi-day

trainings,
•  be able to afford on-going care for the dog (food, 

vet bills, etc.), and
•  agree to return to the Pittsburgh area yearly for 

re-certification

Recipients are selected periodically based upon need,
availability of funds, and availability of dogs. 

The EFWCP and The Oscar Project can provide you
with general information and support on obtaining a
service dog for yourself or someone you love. If you
are interested in receiving help from The Oscar Project,
please contact us at 1-800-361-5885 to determine if
you would be appropriate for this or other service dog
programs.

Can I train my own service dog?
You may be tempted to pick your own puppy 
from the pound or a breeder and train it yourself.
Although there are some agencies who will train 
your own dog, or train you to train your dog, this
practice is discouraged.  Training a service dog is 
a commitment in time and money, and you have 
no guarantee that the dog will have the right
temperament, etc. to perform their duties.
Training a dog while you are caring for a person
with epilepsy is an overwhelming undertaking.

Shayna Pickwoad and Shadow
Oscar Pickwoad pass their certification
test.

2017

Camp Conrad Weiser
June 18-24, 2017 • Wernersville, PA

Camp Fitch
July 9-15, 2017 • North Springfield, PA

Camp
Frog



6 Epilepsy Foundation Western/Central Pennsylvania

TRANSITION    

Discovering: Learn about your provider’s 
approach to transition

The first step for transition is to talk to your doctor
about how they handle youth transitioning from their care
to an adult provider. You can start meeting with your doctor
alone, which will allow you to discuss things privately and
also gain confidence when asking questions about your
healthcare. Even if the doctor you see is a family doctor, it is
important to learn about transition because when you turn
18 you will be responsible for signing medical forms, calling
for refills on your medications, and picking up your
prescriptions.

Tracking: Know your own health information

When you start meeting with your doctor by 
yourself, it is important that you know your own

health information. Keep track of any changes to your
health since your last doctor’s appointment, and be sure to
have that information and a list of questions ready when
you go. Another simple change you can make is to start
carrying your own insurance card.

Preparing: Learn to manage your own healthcare

Taking charge of managing your own healthcare is 
not something that happens overnight. It is a good

idea to start the process early in your teens, in order to gain
confidence. The Got Transition website has a readiness
assessment that you can use to test your knowledge of the
things you should know and the habits you should form if
you are going to be managing your healthcare. There are
also helpful tools for parents, who sometimes have trouble
letting their children take charge of their own healthcare.

Planning: Get ready for adult healthcare

When you turn 18, your parents will no longer have 
legal control over decisions regarding your health.

For example, you will be the only one who can consent to
treatments or access your medical records. You will be
responsible for finding an adult provider, and it may take 
a little time to find a doctor that suits you.

Transferring: Make the change to an adult 
provider

When you transfer to an adult provider, you want 
to be sure to provide them with all of your medical
records. If you are receiving ongoing treatment for a
condition, you may want to ask your pediatric provider to
write a letter to accompany the records. Once you start
seeing an adult provider, you will be expected to know
how to manage all aspects of your healthcare, including
scheduling appointments, bringing everything with you
that you are expected to bring, and paying for the
appointments.

Completing: Provide feedback

Transitioning from pediatric to adult care is a long 
process that can seem overwhelming. Luckily, 

there are tools like Got Transition that help to simplify 
the process. The last step is to provide feedback on your
experience which will help make transitioning to adult
care smoother for future generations. The Got Transition
website has surveys that you can take. You can also get
back in touch with your pediatric provider to let them
know what worked well and what can be improved upon.

Healthcare Transition: 
Pediatric to Adult Care
The dictionary defines transition as “the process or a period
of changing from one state to another.” Throughout life,
everyone goes through many transitions, some more
difficult than others. One of the most difficult transitions
that is faced by people living with epilepsy is the transition
from childhood to adulthood, and especially pediatric to
adult healthcare. Luckily, there are many resources available
to you, both through the EFWCP and other organizations.

There is a federal program that exists, called Got Transition, to help all
youth transition from pediatric to adult healthcare. The goal of Got
Transition is to provide both health professionals and youth and families
with strategies and a roadmap to make the transition smoother. According
to Got Transition, there are six steps to follow when transitioning from
pediatric to adult healthcare.

1

2

3

4

5

6

V2I
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    ADULTHOOD

APRIL 21-23, 2017
BEST WESTERN PREMIER

HARRISBURG, PA 

The Youth Leadership Summit was developed to help
youth (ages 14-18) with epilepsy to develop personal
and leadership skills through a series of interactive and
skill-building sessions. Youth participating in the
Summit are highly encouraged to stay for the Share
Your Story Conference, which will provide these young
leaders with an opportunity to practice the skills they
have learned by taking on a leadership role during part
of the public policy conference. Transportation will be
available from the Pittsburgh area. Registration, meals,
and hotel stay are free for all participants.

If you would like additional information or are
interested in participating in this event, please contact
Jordan Hinds at 412-322-5880.

AUGUST 11-13, 2017
SEVEN SPRINGS RESORT

CHAMPION, PA 

The NEXT STEPS Transition Conference provides an
opportunity for youth with epilepsy and their parents to
develop skills that will make transition from childhood
to adulthood easier for the entire family. In the past, this
conference has focused on healthcare transition. 

If you would like additional information, please contact
Jordan Hinds at 412-322-5880.

APRIL 23-25, 2017
BEST WESTERN PREMIER

HARRISBURG, PA 

The Share Your Story/PA Public Policy Conference
gives individuals and families affected by epilepsy a
chance to have their voices heard! You will learn how
the state budget and policies affect people with
epilepsy and visit the PA State Capitol to share your
story. Teens who participate in the Youth Leadership
Summit will have an opportunity to lead discussions
with PA legislators on the importance of supporting all
Pennsylvanians living with epilepsy and seizures.
Registration, meals, and hotel stay are free for all
participants.

If you would like additional information or are
interested in participating in this event, please contact
Andrea Zonneveld at 412-322-5880.

Get Yourself Ready for Transition
The Epilepsy Foundation has several upcoming opportunities for youth with epilepsy to take an active role in
preparing for their transition to adulthood.

JOIN 
OUR 
TASC 
FORCE!
Have you been looking for a meaningful way to put
your creativity and technology knowledge to use?

The EFWCP is looking for enthusiastic teens 
to be part of a team that will develop a new
technology to support people living with epilepsy!
This TASC (Technology and Seizure Control) Force
will research the mobile tools that are available
today and brainstorm new ways to help people
manage their seizures.

If you would like additional information, please
contact Andrea Zonneveld at 412-322-5880.

V2I
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Caroline Foley ran the Towpath Marathon (26 miles
for the 1 in 26) and raised over $500 for her senior
project. 

Caroline’s younger sister Katie was diagnosed with
epilepsy in 2008.

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

Chloe Skylakon lost her sister to a seizure in August
2016. Chloe planned a bus trip to NYC and raised
$1,000 for the EFWCP in memory of her sister for
her run/walk team.

In recognition of National Epilepsy Awareness
Month, the Stone Bridge in Johnstown (above) was
turned purple. The Allegheny County Courthouse
(below) shared its purple color with red and green
to celebrate Christmastime as well. 

Gia Regan of Verona held a yard
sale and 100% of her proceeds
were donated to the EFWCP.  @
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Madisyn Kovach, of “Team Madisyn", and her friend
Harley Stuebgen, set out to raise awareness and
funds for epilepsy for their senior project. Madisyn
and Harley hosted a Spaghetti Dinner in November
at a local church in Baden, PA. The dinner raised
$2,808 for the EFWCP.

Madisyn was diagnosed with epilepsy her freshman
year of high school and spent three years treating
seizures (unsuccessfully) with various medications.
After being referred for brain surgery, she decided
to get a second opinion. Cleveland Clinic found a
brain tumor on her front temporal lobe. She had
brain surgery July 6th to remove the tumor and has
been seizure free ever since. 

Homespire Windows and Doors of Lewisberry, PA
ran a Facebook Campaign in November, posting
epilepsy facts throughout the month. By offering to
donate $1 per like, $2 per share, and $5 per review
to the EFWCP, they raised $535, and even had a
purple beanie giveaway! 

In November, the WTAE morning news team all wore
purple for Pancreatic Cancer and Epilepsy Awareness.
They posted it on social media and mentioned it on
the morning news. 

Liam Shea of Carmichaels Area High School
hosted two awareness/fundraising events. One
during a boys’ varsity basketball game, and one
the following week at a girls’ varsity basketball
game. “My goal is to help the Epilepsy
Foundation raise awareness about epilepsy and
to support epilepsy related services, education,
advocacy and research.” 

Liam’s older sister Paige has Lennox-Gastaut
Syndrome, and his younger brother Taggert
helped man the information tables during the
games. Together they raised $601.



10 Epilepsy Foundation Western/Central Pennsylvania

The 23rd Annual Mardi Gras Gala was held on Fat
Tuesday, February 28th, at the Westin Convention Center
Pittsburgh. Jerry MacCleary, president of Covestro, LLC,
was crowned King of the Mardi Gras. Through the
support of our corporate community, and generous
individual donors, the event raised $504,793.

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 to celebrate Fat Tuesday 2018 with
the EFWCP, please contact Colleen Fulkerson at
cfulkerson@efwp.org or 412-322-5880.

Jon Houston, 19, spoke to a crowd of over 700 corporate leaders at the
Mardi Gras Gala. Here is some of what he had to say:

“I cannot express to you the importance of the Epilepsy Foundation and
their programs. I wanted to come here tonight to share with you how
epilepsy has helped me to grow, not only as a ‘kid with epilepsy’ but, into
the man I am today...”

“The most valuable thing I learned at the Epilepsy Foundation is that I am
not alone. Looking back and into the future I see that nobody really cares
that much about me having epilepsy. They care about me as a person.
Instead of talking about how often I have seizures or how expensive it is to
have epilepsy, I talk about my girlfriends or the sports I am playing.
Working with the Epilepsy Foundation left me with the feeling that I was
not alone in this journey. It helped me to build a trust between myself and
the entire organization. I realize now that I am an important part of society.
I am working, going to college, and still volunteering at the Epilepsy
Foundation.”

Mardi Gras Gala

Mardi Gras King Jerry MacCleary (center) with dinner chairs
Randy Dearth, Jeff Broadhurst, Sy Holzer, Laura Ellsworth, Dave
Malone and Dennis Yablonsky.

Special guest speaker, Jon Houston.

Fleur De Lis 
Sponsors

French Quarter 
Sponsors

Eisai

Highmark Blue Cross
Blue Shield 

UPMC Health Plan

Bourbon Street 
Sponsors

Accenture

Bayer Business 
Services

Gateway Financial

Gateway Health

Range Resources

Thank You to Our Mardi Gras Sponsors!
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Upcoming Events
April 5
Studio E, Adults with
Epilepsy
Pittsburgh

April 8
Studio E, Caregivers
Pittsburgh

April 17
Scholarship Winners
Announced

April 21-23
Teen Leadership Summit
Harrisburg

April 23-25
Share Your Story/
PA Public Policy 
Conference
Harrisburg

April 25
Legislative Breakfast
Harrisburg

April 28-30
Camp Firefly
Wexford

May 13
School Nurse Workshop
Camp Hill

School Nurse Workshop
Johnstown 

May 20
Highmark Walk for a 
Healthy Community
Johnstown

Parent Workshop
Danville

May 29
Office closed 
(Memorial Day)

June 3
Highmark Walk for a 
Healthy Community
Erie

June 17
Pittsburgh Family 
Fun Run/Walk
Pittsburgh

June 18-24
Camp Frog at Camp 
Conrad Weiser
Wernersville

Summer
Oscar Project 
recipients chosen

July 3-4
Office closed
(Independence Day)

July 9-15
Camp Frog at Camp Fitch 
North Springfield

August 5
Harrisburg Senators 
Family Fun Run/Walk
Harrisburg

August 11-13
NEXT Steps Transition
Conference
Seven Springs

September 4
Office closed
(Labor Day)

September 16
Family Picnic
Pittsburgh

You can also support the
EFWCP by supporting 

these Third Party
Fundraising Events!

March 25-26
12th Annual Julie McCormick

Memorial Wiffleball
Tournament 
Indiana, PA

April 14-16
WCAL 91.9FM Annual Lock-In

California, PA

April 29-30
Leacock Family

Softball Tournament
Greentree, PA

May 21
Mason Langford Memorial 

Golf Tournament
Export, PA
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