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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

PO Box 667
Altoona, PA 16603

814-262-7494

3507 Market Street
Suite 203

Camp Hill, PA 17011

717-730-6779
800-336-0301

717-730-6727 Fax

Visit www.efwp.org 
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ON THE COVER: 
Families enjoyed a tailgate party on
the Clemente Bridge after the 2017
Pittsburgh Family Fun/Run Walk.

The Jackson Family wore as much purple as
possible in their 5K on Disney’s Castaway
Cay to help raise epilepsy awareness.

Both parents and teens attended the Take the Next Steps Conference to discuss the many
challenges associated with healthcare transition from pediatric to adult care.

In May, the Zonne Fund treated families to
a free showing of Guardians of the Galaxy
Vol. 2 during opening weekend.

Teens who participated in the Teen Leadership Summit demonstrated how to talk to
legislators as part of the Share Your Story Conference in April.
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A Note from the 
President and CEO
Open up your Facebook page and you’ll find
dozens of definitions for family. It’s
November. A month for celebration with
your family – both the one you were born
into and the ones you chose to make a part
of your life. The Epilepsy Foundation
Western/Central Pennsylvania (EFWCP)
would like to say “thank you” for making us part of your “family” and
for being a part of ours. The EFWCP is so happy and blessed that you
have chosen to join our western/central family.

The epilepsy community is filled with inspiring people doing
extraordinary things to support the people they love who are living
with seizures. Although these acts occur day-to-day, month-to-month
and year-round, we seem to notice them a bit more around National
Epilepsy Awareness Month. If you, someone you know or love is
celebrating National Epilepsy Awareness Month, we would love to hear
about it. Your story could be featured in the Raising Awareness/Raising
the Bar section of a future newsletter!

You will notice some changes in our staff family. Check out page 8 to
meet new EFWCP staff members and to see our heartfelt goodbye to
longtime friend and EFWCP employee Rick Boyle who retired in
September 2017. 

Here at the EFWCP we try to live by the wise words of
the adorable Disney alien, Stitch: “Family means no one
gets left behind or forgotten.” 

We have always been a family first, community-driven
organization. The money that is raised by the EFWCP
supports programs and services in western and central
Pennsylvania. And, our programs exist today because
you told us what you need and want. We always
welcome your feedback on how we can improve to
support you, your family, and the epilepsy community. 

So, if you are a person living with epilepsy, the parent of a child living
with seizures, a sibling, a donor, a friend, healthcare or community
provider, an event sponsor, grantor, a volunteer, or in any way support
the mission of the EFWCP, we thank you for being a part of EFWCP
family. You are the people we work for, laugh with, and love. You are
our family.

Peggy Beem-Jelley
President and CEO
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Information and Resources
Education is key. We have an
extensive lending library and other
resources available that we can tailor
to your needs.

Referrals
There are lots of other wonderful
programs and organizations out
there and we can connect you with
the ones that are best suited for you. 

NEW! Fayette County Family
Support Group 
Join us at the Mental Health
Association of Fayette County, 100
New Salem Rd, Uniontown, on
October 26th at 6 pm. Guest speaker,
Julie Michaels, will be answering your
questions about PA medical marijuana.

NEW! Parent Resource Binder 
The Caring for Your One-A Resource
for Parents of a Child with Epilepsy
binder is now available.  This
resource is geared towards parents
of a newly-diagnosed child, but
contains resources and tools for any
parents of a child with epilepsy.

Spotlight on … Parent Education
Getting a diagnosis 
of epilepsy for your 
child, no matter what 
age they are, can 
be devastating and 
overwhelming.

Education about epilepsy and what
services are available to you and your
family will help to ease your mind
and help you to manage your child’s
epilepsy. Here are some of the ways
the EFWCP can help to support you:

Parent Education Conferences
We offer educational workshops and
conferences throughout the year.
Currently, we are offering our
Supporting Parents Supporting Kids
conference in both the Harrisburg
and Pittsburgh regions this
November. We are also hosting a free
webinar series in partnership with
Neuropace.

Phone Support
Sometimes you don’t know what you
need help with and that’s okay. We
can provide phone support to walk
you through programs and services
that may help you the most.
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Spotlight on … Respite Care
Caring for an individual with
epilepsy can feel like a full time
job. It is important, however, to
take care of yourself first, so that
you continue to be able to care
for your loved one.

Respite care provides caregivers
a temporary rest from caregiving,
while the person with epilepsy
continues to receive care in a safe
environment. Respite care
programs can vary greatly,
depending on the company
facilitating them.

The EFWCP Respite Care
Program provides a maximum of
25 hours of free nursing care to a
family within a 1-year time period.
These respite care services are
provided in your home by
professional nursing agencies.
We have a list of nursing
agencies with which we have
existing contracts, but we are
happy to create new contracts if
there are agencies that are not on
our list that you would be
interested in working with. 

To be eligible for the EFWCP
Respite Care Program, you must:

• Complete the application
process and be approved for
the Respite Care Program

• Reside in the 49 counties of the
EFWCP service territory

• Have an active diagnosis of
epilepsy/seizure disorder
documented by a physician

• Provide a letter from a
physician that indicates a
diagnosis of epilepsy or seizure
disorder and a
recommendation for respite
care services

Once approved for the program,
you can use your respite care
hours to fill any need you have.
Some families have used their
respite care hours to:

• Take their other children to the
zoo, when it would have been
too hot for their child with
epilepsy to be outside safely for
that long 

• Go shopping for holiday or
birthday gifts

• Take some time for self-care or
to see an old friend

To learn more about the EFWCP
Respite Care program, contact
Jordan Hinds at 412-322-5880 or
jhinds@efwp.org.
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ACCommodAtionS: 
WHAT TO ASK FOR IN SCHOOL, C    

If epilepsy affects your child’s
ability to learn, you are entitled to
special education services through
the Individuals with Disabilities
Education Act (IDEA).

504 Plan 
Section 504 of the Rehabilitation Act of 1973 is a
federal civil rights law that prohibits the
discrimination of public school students with
disabilities. A 504 Plan is designed to remove
barriers that would prevent a child from thriving in
a school setting. Examples of accommodations you
can include in your child’s 504 Plan include:

• Extended time for tests/assignments
• Written notes/study guides
• Extra copies of text books/materials to keep at

home
• Shortened or chunked assignments
• Elevator access
• Tests taken in a separate room
Having a disability does not mean that your child
will automatically qualify for a 504 Plan.  Once you
request a 504 Plan, the school will do an evaluation
to determine if a 504 Plan is necessary.

Individualized Education Plan (IEP)
The Individuals with Disabilities Education Act (IDEA)
is a federal law that states that every child with a
disability is entitled to Free Appropriate Public
Education (FAPE) in the Least Restrictive
Environment (LRE) and will have an Individualized
Education Plan (IEP). An IEP describes the
educational goals and accommodations,
modifications, related services, and supports the
school is required to provide. In other words, the IEP
plan makes the information accessible to the student.

The IEP is a plan designed to meet your child's
needs as identified in the evaluation report. The 
IEP team should focus on answering the following
questions when creating the IEP:

• What is the child's education level?

• What goals do we have for the child?

• What do we want the child to learn during the
school year?

• What special education and related services are
needed to achieve these goals?

The IEP will include measurable annual goals that
require specially designed instruction to help the
student succeed. The IEP can also include program
modifications to make the academic and functional
goals achievable.

ACCOmmODATIONS IN SCHOOL
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    , COLLEGE, AND THE WORKPLACE

In college, 504 plans and IEPs do not exist, 
so it is important to be your own advocate
and ask for the accommodations you need. 

There are no structured plans for
accommodations in college, so students must
become their own advocates. It is important to
ask for accommodations starting at the
beginning of the school year. Here are some
examples of steps you can take:

• Talk to the Office of Disability Resources at
your school to generate a plan of action.
Upon request, they should be able to help you
notify instructors and other university
personnel of your approved accommodations.

• If you require housing accommodations, you
may need to talk to Housing Services. Some
college housing may not have elevators, so it
is important to make Housing Services
aware of your needs prior to the start of the
school year.

• Talk to your Resident Advisor (RA) and
roommate to explain what your seizures look
like and what they should do if you have a
seizure.

• Talk to your professors if you are concerned
about your ability to complete coursework
or if you think you might need additional
time when taking exams. It is important to
have this conversation before you have
already fallen behind in class.

ACCOmmODATIONS AT COLLEGE
In order to be protected under the Americans with
Disabilities Act (ADA), your employer must be made
aware of your condition. 

When interviewing for a job, in most cases it will not be
necessary for a person with epilepsy to discuss their
seizures. What you should disclose and when in an
employment situation depends on the job and the duties
that you might have to perform in that job. Letting your
direct supervisor know about your condition after you
are hired can be helpful for a number of reasons.
Providing managers and co-workers with information on
epilepsy will help them to not only understand but will
also make the work environment safer.

Additionally, in order to be protected as a person with a
disability under the Americans with Disabilities Act
(ADA), an employer must be aware of the fact that their
employee has a condition that meets ADA requirements.
If there are problems at work that are related to epilepsy
but the employer is not aware of your condition, you may
not be protected by the ADA. 

All work environments are different, but here are some
examples of reasonable accommodations that may be
appropriate for people with epilepsy in the workplace:
• Not working the night shift
• Not having job responsibilities that require climbing 

on tall ladders
• Having a room to go to when recovering after a seizure
• Having job duties provided in writing

It is important to remember that an accommodation is
only reasonable if it is not a hardship for the company. 

ACCOmmODATIONS AT WORK

madisyn Kovach - $2,500 Paige Holland Memorial
Scholarship 

Brittany Platt - $1,500 Rohr-Golden Scholarship

Alyssa Brown - $1,000 UPMC Center for Inclusion 
at UPMC Award

Jacob macLean - $1,000 Celeste Katherine 
DeFrank Memorial Scholarship

Jenna Whitmer - $1,000 Julie McCormick Memorial
Scholarship

Nathen Dietrich - $1,000 EFWCP Scholarship

Valerie Kosson - $1,000 EFWCP Scholarship

Sofia Spadotto - $1,000 EFWCP Scholarship



8 Epilepsy Foundation Western/Central Pennsylvania

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.

Jason Pearson, a former Camp Frog camper, is
celebrating a year and a half of being seizure free!
He is in his sophomore year in high school, is on the
varsity football team, and already has Penn State
scouts keeping their eye on him. With stellar grades
and a great big heart, we cannot wait to hear what
comes next in this young man’s life!

Board member Alan Shuckrow of Strassburger,
McKenna, Gutnik, & Gefsky, participated in the 10th
Annual Mixers and Shakers event. This networking
event, hosted by the Pittsburgh Area Chamber of
Commerce features signature cocktails by each
participating organization. While he didn’t win first
place this year, Alan and his coworkers raised
awareness about epilepsy and the foundation, while
also raising $676 at this fun event. 

Each year 91.9fm WCAL California (the college radio
station of California University of Pennsylvania)
raises awareness and money for a non-profit
organization near to their hearts. This April they
supported the EFWCP. DJs are “locked in” at the
station for 48 hours, or until they make bail through
contributions. They raised $1,204 for the EFWCP!

Kiley’s Krew hosted a grape Kool Aid/lemonade
stand to raise extra money for their Pittsburgh
Run/Walk team. Way to go Kiley!

New faces at work!
If you call the EFWCP, you may be connected with
someone new! Join us in welcoming:

• Paige Devlin: Community Education Coordinator,
Pittsburgh Office

• Greg mcConnell: Regional Coordinator, Altoona Office

• Yazmin Peña: Community Education Coordinator,
Pittsburgh Office

We also wish the best to Rick Boyle on his retirement! Rick Boyle relaxing on his last day at work.

tHEn noW
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Traveling with a Service Dog
By Fonda Phillips (and dawson)

I have had the opportunity to travel with my seizure
response dog, Dawson to Dallas, St. Louis, and
Honolulu. Dawson always does well on the plane. We
have had the most luck with Southwest Airlines. They
do not offer reserved seating, but if you approach the
desk when you get to your terminal, they will give you
a Priority Boarding pass and you will be allowed to
board first. You will want to grab the front seat,
because that is where you will have the most leg
room for you and your service dog. If the front seat is
not available, do not panic. Ask the flight attendant
politely to help you find a seat where your dog fits.
This is their problem, not yours. They will not want
your dog invading someone else’s space or his paws
or tail sticking out into the aisle. It will be their job to
ask someone to move if this is necessary.

Most recently, we flew Delta to Honolulu. Delta has
reserved seating and offers Premium Seats which are
a little more expensive than Coach, but cheaper than
First Class. Their Premium Seats offer a few more
inches of leg room. If you don’t want to pay more for
the Premium Seats, you can choose the seats in the
front row of coach which will always offer more leg
room. Try to book your trip far enough in advance that the front seats will be available in coach. For other
airlines, call the customer service department that handles “service dogs” and find out what their protocol is;
they all can be a little different. Remember, they cannot ask you to buy an extra seat for your service dog. 

Most airlines will tell you to arrive 2 hours before your scheduled flight. If you have a service dog, arrive 3
hours in advance. You will want to get through TSA and get to your terminal with enough time to walk your
dog to the dog relief area, plus take your dog on a nice walk around the airport to burn off some energy
before they have to sit for a long time.

If your flight is lengthy, as ours was to Hawaii, consider booking flights with layovers or an overnight stay to
break your trip in half. If you opt for a layover, it will need to be several hours in length, so you have time to
get your dog to the relief area, which may be on the other side of security. 

Call ahead to each airport and find out where their dog relief areas are. These relief areas may be some
distance from where your gate is, so you want to allow yourself enough time to take your dog to these areas
before boarding your plane. Remember, you may also have to go back through TSA to get to these relief
areas. Everything you take with you will be subject to inspection again, including yourself and your dog.
Remember your boarding pass and your ID to get back through TSA; they WILL ask for it. I always approach
a TSA agent before going outside the TSA area to let them know that I am taking my service dog outside. 
I ask them if I can go through the expedited TSA line when I return, because I have already been screened. 
I have always been granted permission to do this.

Because you have a service dog, you are subject to a hand test (where they swab your hands). If you fail 
the test, they will take you into a room and subject you to a pat-down. Your dog will have to go through the
x-ray machine and may also be patted down. They always have me go through the x-ray machine first and
call my dog through it after me.

Even though my dog behaves exceptionally on flights, I always take something for him to chew on and a few
treats. The flight attendants will typically give you a cup of ice for your dog. I would suggest ice only, so your
dog’s bladder will not fill, especially if your flight is a long one. Don’t give an excessive amount of treats
either for the same reason. 

Fonda received her service dog, Dawson, through the
EFWCP’s Oscar Project in 2015. They have gone on
many adventures together and learned a lot about
how to make traveling with a service dog as easy as
possible. This essay shares some of Fonda’s best tips!
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Upcoming Events

2017
October 26
NEW! Family Epilepsy
Support Group
Uniontown

October 27-29
Camp Firefly
The Woodlands

November
National Epilepsy Awareness
month (NEAm)

November (TBD)
Career Success for Youth 
with Epilepsy
Webinar

November 1 
Scholarship Applications
Available

November 2 
Support Group
York

November 4 
Supporting Parents,
Supporting Kids,
Parent/Family Conference
Harrisburg

November 7
Support Group
Hershey 

November 8
Sudden Unexplained Death 
in Epilepsy (SUDEP)
Webnar 

November 18
Supporting Parents,
Supporting Kids,
Parent/Family Conference 
Pittsburgh

November 19
Holiday Party
Erie

November 23-24
EFWCP offices closed

November 24-26
Festival of Trees
Erie

November 28
Give Big Pittsburgh Begins

December 5
Support Group
Hershey 

December 7
Healthcare Transition 
Seminar
Pittsburgh

December 7
Support Group
York

December 9
Holiday Party
Camp Hill

December 16
Holiday Party
Pittsburgh

December 25-26
EFWCP offices closed

2018
January 1
EFWCP offices closed

January 17
Overview of Epilepsy 
and Various Treatment
Options
Webinar

February 13
mardi Gras Gala
Pittsburgh 

April 18
Neuromodulation Treatments
for Epilepsy: RNS and VNS
Webinar

July 18
Updates on Diet, medication,
and medical marijuana 
in the Treatment of Epilepsy
Webinar

Congratulations to our 

2018 Mardi Gras King
Randy Dearth

Calgon Carbon
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NewsFree Books by mail Service!
The Library serves eligible Pennsylvania residents with
free public library services for people who have
difficulty reading standard print because of a visual,
physical, or reading disability.

All materials are mailed postage free from the library,
to your doorstep, and back again.  

Available materials include:

Audio Books Audio Playback Equipment
Audio Magazines Audio Described DVDs
Large Print Books Playaways

Digital downloads are also available.  There are never
any overdue fines or replacement fees!

For more information or to learn if you qualify, contact
Carnegie Library of Pittsburgh, Library for the Blind &
Physically Handicapped by calling 800.242.0586 or
emailing lbph@carnegielibrary.org.

ILAE Seizure Classifications 
The International League Against Epilepsy (ILAE) 2017
seizure classification replaces the 1981 classification.
Change in terminology is disruptive and can take a lot
of work. Adoption happens over time. The effect of the
update should be easier classification of all seizure
types, greater clarity, and more transparency of
terminology to the nonmedical and medical community. 

The first part of classifying a seizure refers to whether
part (focal onset) or the whole brain (generalized
onset) is involved. Use of other descriptive terms or
even free text is encouraged. For example, a “focal
impaired awareness seizure with tonic right arm
stiffening, followed by right arm clonic jerking.”

See a complete list at:
www.efwp.org/whats/WhatFirstAid.xml

Do you have trouble using the telephone, 
or do you know someone who does? 
CLASS (Community Living and Support Services)
can help! Individuals with disabilities who may not
be able to use standard telephones might benefit
from specialized equipment such as amplified
telephones, captioned phones, phones with large
buttons, and speaker phones. While this equipment
can be expensive, Pennsylvania's Telecommunication
Device Distribution Program (TDDP) can help.
CLASS provides the TDDP through its PIAT services.
For more information, contact Christina Chamberlain
at 412.683.7100 x2179 or
cchamberlain@classcommunity.org. 

Now available from the Office of 
Dispute Resolution: 
• The Parent Guide (IDEA) 2017 Version

(in English or Spanish)

• Understanding Special Education Due Process
Hearings for Parents

http://odr-pa.org/whats-new-at-odr/

CDC Report
The Centers for Disease Control (CDC) released a
new study that found the number of Americans with
epilepsy has increased. In 2015, 1.2% of the US
population had active epilepsy. This is about 3.4
million people with epilepsy nationwide: 3 million
adults and 470,000 children. Visit the CDC’s website
for more information about the study and more
epilepsy statistics. 

https://www.cdc.gov/epilepsy/data/index.html

Thank you to our Family Fun Run/Walk for Epilepsy Sponsors in Pittsburgh and Harrisburg!

Joy In Childhood
Foundation

in Kind SPonSoRS:
ALCo
Aramark 
Best Western Premier 
Cellone’s Bakery 
Clown Around town Ltd. 
dunkin’ donuts 
Eat’n Park 
Filson Water, LLC 
Giant Eagle Pharmacy 
Kessler’s 
Kona ice 
martin’s Potato Chips

monte Cello’s
Pepsi Bottling Group
Sam’s Club 
Sheetz 
Snyder’s Lance 
Stroehman Bakeries
target 
trax Farms 
tyler mountain
Utz Quality Foods 
Waste management 
Wegman’s  
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