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Late registration 9:30 AM ~~~~~ Walk start 10:30 AM ~~~~~ Car Show 11:00 AM 

Please join us at the Walk for Epilepsy to meet our 2011 Honorees;  

Jessica Waters and Gunnar West.   
 

Jessica Waters from Beavercreek, Ohio, was recognized by EFWO this past winter, with the Joan Schreck 

Inspiration Award .  She is active at Ferguson Middle School and in her community in helping to educate 

others about seizures. In addition, Jessica was the first person with a disability to be crowned Miss Ohio 

Junior Teen America.  Weôve asked Jessica to wear her crown and sash and be available for photos!      

Jessica does not let epilepsy define her!   
 

Recently, six-year old Gunnar West received the news that every child with seizures wants to hear; he is 

being weaned  from his seizure medication with the hope of no more seizures!   While Gunnar lived with 

seizures since he was two years old, his goal has always been to be just like every other boy his age.  He 

did not want his seizures to stop him even though sometimes, his body did not cooperate.  Gunnar and his 

family raise awareness of epilepsy and raise funds for the Foundation so that other families, will have ac-

cess to information and services.  We thank the West and Dixon families for their  continued and sustained 

support of EFWO and wish Gunnar the best in living a seizure free life!.   
 

Also to benefit EFWO is the Taj Kreuzerôs SpeedFest Car Show taking place in tandem with our Walk for 

Epilepsy.  Visit more Taj Kreuzer events at www.kreuzers.com and register for the Walk at                 

WalkForEpilepsy.kintera.org. You can join an already-formed team, or create one of your own!     

Make this a celebration day for your loved one living with seizures.  Itôs simple!    
 

If you have epilepsy and want to be recognized at the Walk, please be sure to call soon and reserve a 

special PURPLE SHIRT! See you soon at the Walk for Epilepsy and SpeedFest Car Show! 



Important Updates  

Ortho-McNeil Recalls TOPAMAX 
On Friday, April 14th, Ortho-McNeil Neurologic Division of Ortho-McNeil-Janssen Pharmaceuticals, 

Inc., announced its voluntary recall of two lots of TOPAMAX® (topiramate) 100mg Tablets. These two 

lots were shipped between 10/19/2010 and 12/28/2010 and distributed in the U.S. and Puerto Rico. 

While the recall encompasses approximately 57,000 bottles of TOPAMAX®, the company believes 

there are fewer than 6,000 bottles remaining in the marketplace. The recall stems from four consumer 

reports of an uncharacteristic odor thought to be caused by trace amounts of TBA (2,4,6 tribromoani-

sole). 
 

If you experience an uncharacteristic odor associated with their medication, return the tablets to your 

pharmacist, and contact your healthcare professional if they have questions. You can also contact the 

TOPAMAX® Line at 1-866-536-4398 (Monday ï Friday, 9 am ï 5pm ET). Additional information 

from Ortho McNeil about the recall can be found on Topamax.com, RxForSafety.com, and                

OrthoMcNeilNeurologics.com.  

 

Grant Updates - Childcare Personnel & Middle School 
 
The EFWO was awarded training grants to pilot several Seizure First Aid and Awareness programs tar-

geting specific populations. These grants were awarded by the Epilepsy Foundation in partnership with 

the Center for Disease Control. Once these programs run through their pilot stages, the feedback pro-

vided by the various audiences helps to fine-tune the programs to roll out for use on a national level.     
 

While EFWO staff member Katie Russell has continued to train EMS personnel and high school stu-

dents, she added another pilot program; the Childcare Personnel Training Program.  This program 

teaches Child-care workers about seizure first aid, as well as how to recognize seizures in children. Katie 

has trained over 530 Child-care personnel. If you know of a childcare facility that has not received this 

training, contact Katie@ohioepilepsy.org. Though the grant period ends in May, we hope to continue 

trainings as long as they are needed.  
 

The second grant received last year was the Seizures and You: Take Charge of the Facts;  Middle 

School Program. This program teaches students: 
To achieve a basic understanding of epilepsy as a medical condition 

To identify and learn about different types of seizures 

To learn what to do when someone is having a seizure, and what you should never do 

To learn about the stigma of epilepsy and the effect it has in regards to bullying  
 

Staff member, Laura Estandia, took the program to the community in January and has trained over 800 

students in 8 different counties. This program is also appropriate for middle aged youth in boy/girl scout 

troops, summer camps or other venues.  Please call if interested in scheduling a training session. 

DILANTIN® 30MG DRUG SHORTAGE  
The Epilepsy Foundation has learned that Pfizer is anticipating a shortage of DILANTIN 30 mg 

(Extended Phenytoin Sodium Capsules, USP)   . Please let us know if this shortage has caused you any 

problems. 
 

EPILEPSY MEDICATION MEBARAL TO BE DISCONTINUED  
Recently, the company that manufactures the prescription medication Mebaral CIV (brand of mephobar-

bital tablets), Lundbeck, notified the Food and Drug Administration (FDA) that this medication would 

no longer be produced. .  For anyone who was using this therapy, the Epilepsy Foundation strongly en-

courages you to immediately discuss alternative treatments and therapy transitioning with your neurolo-

gist or health care provider.  



Epilepsy Education  

WHAT YOU SHOULD KNOW  

Most people with epilepsy live a full life span. However, there are potential factors associated with liv-

ing with epilepsy and seizures that may increase the risk of early death.  Although SUDEP is not well 

understood, it is suspected to sometimes be related to heart rhythm problems during a seizure.  SUDEP 

occurs more often among people with convulsive seizures, especially generalized tonic-clonic seizures 

that are not well controlled.  More research is needed to fully understand what causes SUDEP. 
 

WHAT IS SUDEP? 
 

A death is referred to as a ñSUDEPò when a seemingly health person dies unexpectedly and no reason 

for the death can be found.  The most common criteria used to determine whether a death is due to 

SUDEP: 

The person has epilepsy (defined as two or more unprovoked seizures) 

The person died unexpectedly while in a reasonable state of health 

The death occurred suddenly and during normal activity (often during sleep, and found in or near the 

bed) 

The death was not the direct result of status epilepticus (when a convulsion continues for more than 

5 minutes without signs of stopping)  

An obvious medical cause of death could not be determined at autopsy. 
 

Potential causes of SUDEP include irregularities in heart rhythm, breathing dysfunction, disturbance in 

brain circulation and seizure-induced hormone and metabolic changes. 

 

It is not unusual for people to learn about SUDEP only after the loss of their loved one or someone 

elseôs.  There is little data available at this time on the cause(s) and how to prevent it.  Since doctors 

have no clear answers they may feel uncomfortable discussing SUDEP.  That is why the Epilepsy Foun-

dation is working to educate health care providers about how to talk with their patients about health risks 

and SUDEP and is empowering individuals to initiate discussions with their health care providers.   

Resources for more information about SUDEP can be found at the following sites: 

1) www.epilepsyfoundation.org/about/SUDEP/    2) www.dannydid.org    3) www.sudepaware.org/

index.html     4) www.sudep.org. 

SUDEP - Sudden Unexplained Death in Epilepsy 

We need your help! 
 

A lot of what happens at the Foundation is supported by the kind-

ness and talents of our committed volunteers. Please help us reach 

more people with the assistance they desperately need.  

We need volunteers in the following areas: 

Set-up and Clean up for events      

Clerical/Administrative help in the office 

Technical and IT expertise 

HOPE Mentorsðto mentor other families with epilepsy 

Event committee members 
 

 Contact us TODAY to get involved!  

 Upcoming events you can help us with! 

 June 11thð2011 Walk for Epilepsy  

 July 7, 8, 9, 10thðMud Volleyball  

 September 19ðGolf Scramble for Epilepsy 

 October 15thðFall 2011 Treasure Hunt 



Information & Resources  

Charitable Gifts of Life Insurance Policies 

Many charities ask their donors to consider contributing life insurance policies rather than (or in addition 

to) cash in order to make substantially larger gifts than would otherwise be possible. The advantage to 

donors is that they can make a sizable gift with relatively little up-front cash outlay (or even no cash, if 

an existing policy is donated). Although the charity may have to wait many years before receiving a pay-

off from the gift, typically that is not a problem, as the charity is more than happy to receive a larger 

contribution than the donor might otherwise be able to make.  

 

If handled correctly, a life insurance policy donation can result in a charitable income tax deduction for 

the donor for the value of the policy. It will be necessary to obtain a qualified appraisal of the life insur-

ance policy to support the policy value and amount of the deduction. A charitable deduction is also 

available for any cash contributed in future years to continue paying the premiums on a policy that was 

not fully paid up at the time it was donated. However, if handled incorrectly, no deduction is allowed. 

Therefore, it is very important to understand the rules for charitable contributions of life insurance    

policies. 

 

Individuals who are still carrying large amounts of life insurance that are no longer needed are good  

candidates for this type of charitable gift. If you are considering the donation of a life insurance policy, 

you should consult with your tax advisor. We can help ensure that you receive the expected income or 

transfer tax deduction and that the contribution works as planned. 

 

Charities that anticipate receiving contributions of life insurance policies should be familiar with the 

documentation requirements, including written acknowledgment of the contribution and the qualified 

appraisal rules.  For more information about charitable contributions of life insurance policies, please 

contact us.                                                                           Taken in part from the Battelligence Report.  

 

 
 

We welcome Lynn Ayres to our staff.  She is filling a part- time, 

temporary role as Client Advocate for the Epilepsy Foundation of 

Western Ohio.    Lynnôs experience has been as a registered nurse, 

and has volunteered as a friend of the agency for many years.  Her 

brother, Ric Ayres, was a past President of the EFWO Board, and a 

recipient of the volunteer of the year award.   Lynn also enjoys golf, 

gardening and reading,  but is now able to devote more of her time 

to helping clients who contact the Epilepsy Foundation for          

assistance and to volunteer for special events. 

We welcome Laurie Sullivan as the new Event Coordinator  for 

the EFWO. Laurie comes to us with a background in Education, 

Sales and Fundraising. She is eager to embrace the Foundationôs 

friends, clients, and community supporters. She is anxious to make 

a difference in the lives of those who are affected by epilepsy.   

Laurie has a BS in Education and Marketing. She currently lives in 

Bellbrook and is engaged to be married in the fall. Three lovely 

children, one grandson, two dogs and two cats keep her busy. She is 

an avid reader, gardener and jewelry artisan. 

Welcome to our new staff members 



Opportunities and Fun  

Saturday, July 9th!  Itôs time to get Muddy!!!! 

Now accepting teams, sponsors & volunteers 

(Behind Wegerzyn Garden Center 1301 E. Siebenthaler Ave. Dayton, OH)   

Gates open 7am!    Games start at 9am!   

www.daytonmud.com    REGISTER NOW!  Like us on Face Book 

 

 

Thank you to our generous sponsors,  the planning committee and all who supported  

this fun event to benefit epilepsy services and programs. 

2011 Planning Committee:  Chair, David Brown, Hilary West, Andrea Walther, Michael J. Valle DO,  

Rob Fortman, Jason Selke, Chris Holloway and Janine Poppa 

A special thank you to designer, Jason Selke, and photographer,  James Razor 

http://images.thecarconnection.com/sml/facebook-logo_100182759_s.png


EFWO Happenings  

EFWO Holiday Party & Awards Dinner  
With over 100 clients and their families present, the Holiday Party was a success! Since 2010 

marked the end of yet another great year for the Foundation, we had many people to thank!  

Thank you to all our award recipients and all the other volunteers that step forward to  

make a difference!  

Ric Ayres Award 

Thomas Harkenrider 
Sam Hemmeter accepts the award on 

behalf of Tom.  In appreciation of  

Tomôs  exemplary Board service in  

working to meet the EFWO mission! 

Distinguished Volunteer 

Jim Terry  
Our appreciation for your         

selfless service to benefit people 

with epilepsy ! 

Community Spirit Award  

John Dixon and The Taj Kreuzers 
In recognition of your exemplary efforts  

to serve our community! 

Joan Schreck Inspiration Award   

Jessica Waters 
By shining a light on epilepsy in your  

community you inspire hope in others. 

Family of the Year 

The West Family 
As you work to improve  

Gunnarôs life with epilepsy,  

you  touch so many others!   

Advocate of the Year   

Heather Koss 
In appreciation of your effort  

to improve the lives of people  

living with seizures by  

educating others! 

Personal Achievement  

Angela Riley  
Keep shining brightly for all to 

see! 

The Board of Trustees in attendance 
(from left) Edward Smith, Victoria Sparks, Sam Hemmeter, Hilary 

West, Scott Parker, David Brown and Bob Burritt. 

 



In January of this year Centerville's Primary Village North 

School PTO hosted their annual "Fitness Challenge" fundraiser 

for the school.  The school pledges the final lap of the "Fitness 

Challenge", which equals 10% of the proceeds, to a local charity. 

This year the Epilepsy Foundation was chosen as the recipient of 

these funds.   

Thank you to Centerville Primary Village North students and ad-

ministrators and to Andrea Walther and her son, Jake, who ran 

with this idea and made it happen!  The Epilepsy Foundation of 

Western Ohio received a check for $450.00.  EFWO Katie Rus-

sell is pictured to the left with Jake Walther and Gracie Bowser. 

We are excited that these youth are now Seizure Smart! 

 

 

EFWO Happenings  

 

 

2011 National  

Walk for Epilepsy  
 

Ŷ 

 

 Kids Speak Up,  

Public Policy Institute, 

Washington D.C. 

Ÿ 

EFWO President and CEO, Janine Poppa,   

Jessica Waters, & her mother, Chastity  

Irwin Register represent EFWO at the  

National Walk for Epilepsy in D.C. in March.  

Pictured with Dr. Akua G. Asare from  

Senator Sherrod Brownôs office, (l to r) Kids 

 Speak Up  advocates, Xavier Legualt, Bre-

ana Plessinger and  Jessica Waters. 

Over 60 teams competed in this popular 

event.  Congratulations!   
Champs of the Pro Route: 

1. Omaôs Angelsð2 hrs: 27min 

2. Thirty Somethingsð2 hrs: 37min 

3. Puzzles Mindsð2 hrs: 38min 
 

Newbie Route Champs:  

Five Math Teachers & One Engineer 2 hrs 13 min 

Thank you to the Spring Treasure Hunt planning team, 

The MJôs.  (l to r, back row): John Gaster, Matt Sauer, 

Amy Sauer (front) Meredith Sauer, Emily Gaster 

Kids Speak Up message taken to our    

Representatives on Capitol Hill 
 (Please call your representative and ask for their sup-

port on these important issues.) 
 

 1) RAISE Act of 2011 - Raising Awareness      

      and insight into seizures and epilepsy.  We     

      hope to increase epilepsy awareness in our   

      communities nationwide targeting school   

      nurses, educators, first responders, and         

      employers. 

 

 2) We encourage Congress not to abandon        

      funding for critical epilepsy public health pro  

      grams. We ask for them to maintain funding  

      for the CDC at $7.9 million and for Project  

      Access at HRSA for $3.7 million. 

 

 3) Of the $30 billion spent on medical research,  

     only 1/2 of 1% is spent on epilepsy. We ask  

     for support of $160 million for National  

     Institute of Health for epilepsy. 

 


