EPILEPSY
FOUNDATION

Greater Cincinnati and Columbus

Save the Date...

Saturday, June 13, 2015
Elks Run Golf Course, Batavia, Ohio

The pﬂ/a te

Taylor Huth Memorial Scholarship Program

A college scholarship fund set up by the family and friends of Benjamin
"Taylor” Huth to remember and celebrate Taylor’s zeal and love for life.

Every year the Epilepsy Foundations awards
scholarships to young adults with epilepsy
who are heading to or are already in college.
These scholarships come from the proceeds
of our annual golf outing and are in memory
of Taylor Huth, a person with epilepsy who died at an all too early
age. This scholarship fund keeps Taylor’'s memory alive as he touches
the lives of countless young people with epilepsy.

If you would like to apply for the scholarship this year, go to our
website at www.epilepsy-ohio.org and follow the link for scholarships.
The deadline to apply is February 27, 2015, and the winners will be
announced at our Emerald Miles on March 21°,

Memorial
Golf Tournament

Emerald

MILES

5K RUN/WALK 3.21.15

IN LOVING MEMORY OF DENNIS STEMLER

As Emerald Miles celebrates its 15" anniversary, we are hopeful that it
will continue to grow as it has done every other year. Last year we
raised a record amount of $84,375 and are hoping to surpass that with
$90,000 this year. This growth over the years can be contributed to
one thing: our dedicated and loyal team captains who encourage family
and friends to come out and support a great cause! Last year we had
74 teams take part in the event. These teams made special shirts,
wore crazy hats and generally had a great time as they stood up tall
for someone with epilepsy.

If you have not started a team already, simply go to
www.emeraldmiles.kintera.org/2015 and follow the directions for
setting up a team. We encourage you to personalize your team page by
adding pictures and telling your epilepsy story. These stories touch
hearts and share with the world how epilepsy impacts people’s lives. If
you need assistance setting up your team, simply call our office at
877-804-2241.

We look forward to seeing everyone at Newport on the Levee at 9:00
a.m. on March 21°t,



http://www.epilepsy-ohio.org/
http://www.emeraldmiles.kintera.org/2015
http://www.epilepsy-ohio.org/events/emerald-miles-5k-runwalk-2/
http://www.epilepsy-ohio.org
http://www.epilepsy-ohio.org/news/taylor-huth-memorial-scholarship-program/
http://www.epilepsy-ohio.org/events/benjamin-taylor-huth-memorial-golf-outing/

The Update is a periodic
newsletter published by the
Epilepsy Foundation of Greater
Cincinnati and Columbus (EFGCC).
The EFGCC was founded in 1953
to assist people with epilepsy, and
their families, in meeting their
multiple health and social needs.
We provide direct services to
optimize each person’s
understanding of epilepsy and to
improve their methods of coping
with epilepsy in all facets of their
lives.
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The Established Status Epilepticus Treatment Trial (ESETT) is a multicenter, randomized, double-blind,
comparative effectiveness study of fos-phenytoin, levetiracetam, and valproic acid in subjects with
benzodiazepine-refractory status epilepticus. Patients will be recruited by two national emergency
research networks: Neurology Emergency Treatment Trials (NETT) network and Pediatric Emergency
Care and Applied Research Network (PECARN). Each network has successfully undertaken a Status

Epilepticus treatment trial under exception from informed consent Established
(EFIC) rules. For more detailed information click Synopsis. Status
' Epilepticus
The Epilepsy Foundation will be hosting an informational meeting v Treatment

about ESETT on Thursday, April 16, 2015, 6:30 PM at our main Trial
office at 895 Central Ave., Suite 550, Cincinnati, Ohio 45202.


https://www.facebook.com/pages/Epilepsy-Foundation-of-Greater-Cincinnati-and-Columbus/82539136706
http://sitemaker.umich.edu/nett/files/synopsis.docx
http://www.esett.org/

Stroll 2015 Round-Up

Thanks to all who participated in our annual Stroll
for Epilepsy on January 31, at Polaris Fashion Place.
A great time was had by all and we raised over
$26,000 for our services, including: our camp,
support groups, counseling, advocacy and more.
Thanks to the 170 people who came out to
participate. A big thanks also to our sponsors who
made the event possible:

Polaris Fashion Place

AEP, our Title Sponsor
OhioHealth tl’@

Sunivion

Tarrier Steel ])l]epsy

Nationwide Children’s Hospital
. P A Family Friendly Walk
Szasz Family

Riverstone Oral and Dental Implant Surgery
Lundbeck

Cyberonics
UCB, Inc.

Finally we want thank

everyone who set up a

team for the event:

Bri's Team Jay’s Crew Team OhioHealth
Colin’s crew Logan’s Support team Team OSU
Drew’s Crew Team AEP Team Taylor
EB’s Journey Team Hannah Team Tori
Epi Hereos Team Jack Attack Timmons Grand Mall Walkers
Gotham'’s Hereos Team Kacey Waldsmith Walkers
Hammer Time Team Mel Westmoor Warriors
Hoofin’ It for Jillian Team Mount Carmel

© 000 0000

Volunteer Work Projects

Although the thoughts of working outside doing landscaping and painting
seem far off as we battle the cold, spring will be here before we know it. As
we look to this glorious time of the year, we are presently scheduling
companies and organizations to volunteer at one of our four group homes in |
Clermont County. These work days are a great way for us to get much needed |
projects accomplished, while giving the volunteers an opportunity to bond and
work together outside of their office setting. We have already confirmed
projects with Liberty Mutual, General Electric, DeanHouston and the University
of Cincinnati. If your company would like to lend us a helping hand at one of
our homes, please click here or call our office at 513-721-2905. We will work
with groups from 5-50 and can do a "2 day or whole day project.

Page 3


http://www.epilepsy-ohio.org/events/stroll-for-epilepsy/
http://www.epilepsy-ohio.org/volunteer/community-care-days/

y 2015 Camp Sessions Filling up Quickly

(ot
Registration has begun for our camp sessions this year and already some are getting
(‘)()X({? close to filling up. Please call our office (877-804-2241) or email
mfindley@epilepsy-ohio.org if you are interested in attending any of the four sessions below:

Spring Camp - March 27-29

Camp for Champs Day Camp - Week of June 22-25, 9:00 a.m. to noon daily
Summer Camp - July 12-16

Fall Camp - September 25-27

Younq Adults Group

9.2 This is a reminder that on the 3™ Wednesday of every month, a group of young ¢
"’3%“ adults with and without epilepsy meet at Lookout Joe Coffee Roaster in Mt. R0
% Lookout for an evening of fellowship, fun and support. They gather at 7:00 p.m. ¢,
"’3%" and hang out until the conversation dies down. If you would like to join this group "’3%"
Qy o simply go to Lookout Joe’s on the 3™ Wednesday or call our office at ;3%

020,20

"3‘%“ 513-721-2905.

BHEXRBXRBLRBRBBRE

You Will Be Missed

On January 31, 2015 Susan Marie Everhart passed away
unexpectedly. Susie, as we affectionately called her, was a
resident of the Benton Center for more than 25 years. She
loved the color red, hamburgers, laughing, and her brothers. Susie will always have a
special place in our hearts. We were drawn to her for her spirit and fire, and for her
sweetness. She could brighten your day just by smiling at you, or by bursting out into
her wonderful laughter. Susie was full of life = you could often find her dancing with
staff or enjoying a pop at Benton Center. It was simply impossible to be unhappy
around Susie. It's not very often the world is blessed with someone as precious as
Susie, and we are all honored to have had her in our lives.
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http://www.epilepsy-ohio.org/programs/support-groups/young-adult-group-cincinnati/
mailto:mfindley@epilepsy-ohio.org
http://www.epilepsy-ohio.org/programs/camp-flame-catcher/camp-flame-catcher/

Highlights from the Hill

...the latest in advocacy news

Epilepsy Foundation Seeks Greater Protections in ACA Marketplace Plans

As part of the I Am (Still) Essential campaign, the Epilepsy Foundation and 32 affiliates
joined nearly 300 national and state patient organizations on a December 19" letter to
HHS Secretary Burwell in response to a recently proposed rule for ACA plans. The letter
highlights some of the positive changes proposed by HHS and suggests additional patient
protections that could improve meaningful access to quality care. The Epilepsy Foundation
also submitted a detailed comment letter on the proposed rule. You can view the letters at
WWW.epilepsy.com/aca.

Two Area Youth Heading to DC to Advocate for Epilepsy

We are happy to share that Sydney Nelson from Northern Kentucky, and Gabrielle (Abby)
White from Columbus, Ohio, will be traveling to Washington DC to meet with our
legislators in April to advocate for the needs of people with epilepsy. Sydney and Abby will
be spending a couple days with other youth from around the country as they learn how to
Speak Up and Speak Out about epilepsy. After their training, they will then spend a

“Day on the Hill” sharing concerns that are near and dear to our heart.

Congratulations and good luck Sydney and Abby!

In Ohio

On June 16 Ohio’s Governor John Kasich signed into law legislation that will exempt
Schedule V drugs, including many anti-epilepsy drugs (AEDs), from the state’s prescription
drug monitoring program (HB 483). The Epilepsy Foundation of Greater Cincinnati and
Columbus has urged the Ohio legislature to exempt Schedule V drugs from the monitoring
program. The inclusion of Schedule V drugs in the monitoring program causes unnecessary
delays and prevents timely access to physician-directed care. HB 483 removes
unnecessary barriers to care for people living with epilepsy and other conditions treated by
Schedule V medications. Read our letter to the Ohio legislature at http://bit.ly/OHExempt.

Families with Autism Spectrum Disorders

2015 Autism & ALL Special Needs Expo

Helping Families Make Connections

Save The Date! e
tamilies with g,

Saturday, April 4th AUTISM EXPO

Sharonville Convention Center, Cincinnati, OH Www.familieswithasd.org

www.autismexpo.org



http://www.epilepsy.com/aca
http://bit.ly/OHExempt
http://www.familieswithasd.org/autism---all-expo.html

A support program for those caring for loved

ones with Lennox Gastaut Syndrome (LGS).

Learn from and connect with
others just like you.

« Learn about LGS from a nurse practitioner
= Hear about transition of care for your loved one

=« Connect with an LGS Family Advocate who will
share personal stories of caring for a child living
with LGS

Kelly, LGS Family Advocate

When Where

Monday, Cincinnati Marriott North
February 23, 2015 6189 Muhlhauser Rd.
Check In: 5:40 PM West Chester, OH 45069

Program Start: 6:00 PM

Featuring

Peggy Clark, Nurse Practiioner, Cincinnati Children's Hospital
Kelly, LGS Family Advocate

Complimentary parking and refreshments will be provided. Wheelchair accessible.
You are welcome to bring a guest.

Register Today for this FREE informative program!
Call: 1-866-281-3501 and visit www.livingwithlgs.com

Living
with
Educational Program Sponsaned by: (Lu) & 2014 Esssi Co. Lid. All righis Reserved 0702 LGS



http://livingwithlgs.com/

February 23, 2015 6:00PM
Living With LGS, Cincinnati Marriott
North, 6189 Mulhauser Rd, West
Chester, Ohio 45069 (see page 6)

March 04, 2015 6:00-8:00 PM
Columbus Adult Support Group: Bing
Cancer Center at Riverside Methodist
Hospital (500 Thompson Ln., Columbus,
OH 43215). Park in the purple parking
garage! * First Wednesday

March 11, 2015 5:30—7:00 PM
Warren County Support Group: Kidd
Coffee (653 Reading Rd., Mason, OH,
45040) *2nd Wednesday

March 17, 2015 6:00 PM

Huntington, WV Epilepsy Support Group
(Enslow Presbyterian Church 1338
Enslow Blvd Huntington, WV 25701)
*3rd Tuesday

March 18, 2015 7:00- 8:00 PM
Young Adult Group: Lookout Joe Coffee
Roaster (2901 Robertson Ave,
Cincinnati, OH 45209) *3rd Wednesday

March 18, 2015 6:00- 7:30 PM
Hamilton County Epilepsy Support
Group: Epilepsy Foundation’s Main
Office (895 Central Ave., Suite 550,
Cinti, OH 45202) *3rd Wednesday

March 21, 2015 9:00 AM
Emerald Miles 5k Run/Walk, Newport on
the Levee

March 26, 2015 9:00 AM—12:30 PM
Seminar “Side-Effects of Psychotropic
Medications” The Health Foundation of
Greater Cincinnati; $55

March 31, 2015 6:30—8:00 PM
Columbus Parent Support Group and
Teen Support Group: Bing Cancer
Center at Riverside Methodist Hospital
( 500 Thomas Ln., Columbus, OH
43215). Park in the purple parking
garage! *Last Tuesday

April 1, 2015 6:00- 8:00 PM
Columbus Adult Support Group

April 8, 2015 5:30- 7:00 PM
Warren County Support Group

Calendar of Events

April 11, 2015
National Walk for Epilepsy
Washington DC

April 15, 2015 7:00 PM—8:00PM
Young Adult Group: Lookout Joe

April 15, 2015 6:00 - 7:30 PM
Hamilton County Support Group

April 21, 2015 6:00 PM
Huntington, WV Support Group

April 28, 2015 6:30- 8:00 PM
Columbus Parent Support Group and
Teen Support Group

April 30, 2015 9:00 AM—12:30 PM
Seminar: “Personality Type: A look into
Understanding Ourselves and Others”
The Health Foundation of Greater
Cincinnati; $55

May 6, 2015 6:00—8:00 PM
Columbus Adult Support Group

May 13, 2015 5:30—7:00 PM
Warren County Support Group

May 19, 2015 6:00 PM
Huntington, West Virginia Support
Group

May 20, 2015 6:00-7:30
Hamilton County Support Group

May 20, 2015 7:00- 8:00 PM
Young Adult Group: Lookout Joe

May 26, 2015 6:30—8:00 PM
Columbus Parent Support Group and
Teen Support Group

May 29, 2015 9:00 AM—12:30 PM
Seminar: “When Nothing Else Seems to
Work: The Promise of Neurofeedback”
The Heath Foundation of Greater
Cincinnati, $55

June 3, 2015
Columbus Adult Support Group

June 10, 2015 5:20- 7:00 PM
Warren County Support Group
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June 13, 2015 8:00 AM

Taylor Huth Memorial Golf Outing

(Elk Run Golf Course, 2000 Elklick Rd.,
Batavia, OH 45103)

June 16, 2015 6:00 PM
Huntington, WV Support Group

June 17, 2015 7:00—8:00 PM
Young Adult Group: Lookout Joe

June 17, 2015 6:00 7:30 PM
Hamilton County Support Group

June 18, 2015 9:00 AM—12:30 PM
Seminar: “Depression: It's More than
just the Blues” The Health Foundation of
Greater Cincinnati; $55

June 30, 2015 6:30-8:00 PM
Columbus Parent Support Group and
teen Support Group

July 1, 2015 6:00- 8:00 PM
Columbus Adult Support Group

July 8, 2015 5:30-7:00 PM
Warren County Support Group

July 14, 2015 6:00- 7:30 PM
Clinton County Support Group

July 15, 2015 7:00- 8:00 PM
Young Adult Group: Look Out Joe

July 15, 2015 6:00—- 7:30 PM
Hamilton County Support Group

July 21, 2015 6 PM
Huntington, WV Support Group

July 28, 2015 6: 30—8:00 PM
Columbus Parent Support Group & Teen
Support Group

Like

Like us on Facebook to keep up
with all of our events!



https://www.facebook.com/pages/Epilepsy-Foundation-of-Greater-Cincinnati-and-Columbus/82539136706

LIVE U N ITED Did you know that the

E PI LE PSY Epilepsy Foundation offers
FREE support at your
FOUNDATION child’s IEP meeting? Call if

Greater (incinnati and Columbus 4 would like us to

United Way of Warren County
www.warrencountyunitedway.org
| | | | | ||

| | | | | | | | | | |
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We would like to extend our warmest thanks to the following foundations for their generous support by =
awarding the Epilepsy Foundation grants for our many services. Thanks to their generosity we are able I

to continue to serve those with epilepsy and their families. 2014 Grants that were received and the

" programs they were designated to:

ICamp Flame Catcher: Community Education Program: ;

Ronald McDonald House Charities... $1,000 The Charles H Dater Foundation... $10,000 I

= The Epilepsy Foundation of America... $1,350 The Epilepsy Foundation of America , “African
American Outreach” $10,000

ICounseIing Program: The Epilepsy Foundation of America , “Asian =

The Columbus Foundation... $2,500 American Outreach”... $10,000

. The Harry C Moores Foundation... $7,500 The Epilepsy Foundation of America , “Peer Youth I

The Honor Project... $20,000 Education”...$2,500

The Spaulding Foundation... $17,500 The Epilepsy Foundation of America , “School Nurse

I StudioE Art Therapy Lundbeck... $7,000 Training”...$8,000

The Epilepsy Foundation of America , * Seniors and
Seizures Training”...$5,000

" Residential Group Home Improvements:
IThe John A Schroth Family Charitable Trust ,
|

PNC Bank Trustee... $20,000
The Hatton Foundation... $40,000

Mission statement:

The Epilepsy Foundation leads the fight to stop seizures, find a cure and overcome the
challenges created by seizures.

Epilepsy Foundation of Greater Cincinnati and Columbus

895 Central Ave., Suite 550 ¢ Cincinnati, OH 45202 ¢ Phone: (513) 721-2905 /(877) 804-2241 ¢ Fax:
(513) 721-0799

E-mail: efgcc@epilepsy-ohio.org ¢ Web address: www.epilepsy-ohio.org



mailto:efgc@cincinnatiepilepsy.org
http://www.cincinnatiepilepsy.org
http://www.epilepsy-ohio.org/

