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Get ready for some summer fun!! Epilepsy affiliates across the country 
are getting ready to welcome campers with epilepsy for an experience 
of a lifetime. Contact your local Epilepsy Foundation affiliate to find 
out more information.  
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Inside this issue:  

 

This article by Lynda Resnick describes a re-

cent brainstorming session which involved the 

American Epilepsy Society, The Epilepsy 

Foundation, the Epilepsy Therapy Develop-

ment Project, the International League Against 

Epilepsy and Citizens United for Research on 

Epilepsy to develop a unified message around 

epilepsy.  

Know the Facts about Medication 
Switching  
The Epilepsy Foundation announced a new report of survey data  ob-
tained from more than 1000 consumers who report an increased risk 
of seizures and side effects when they have switched from one manu-
facturerõs formulation of an antiepileptic drug (AED) to another. 
Learn new actions that you can take if your child experiences prob-
lems with medication switching.  

Medical Home Website New and 
Improved  
The National Center for Medical Home Implementation (NCMHI) has 
launched a new and improved Web site ( www.medicalhomeinfo.org )! 
The new site features a plethora of resources and information de-
signed to help you learn more about family -centered medical home 
and how practices, families, and states are implementing and ad-
vancing medical home in states, communities and practices.  

http://www.epilepsyfoundation.org/epilepsyusa/magazine/Issue2-2010/summercamp2010.cfm
http://www.huffingtonpost.com/lynda-resnick/help-us-bring-epilepsy-ou_b_584786.html
http://www.huffingtonpost.com/lynda-resnick/help-us-bring-epilepsy-ou_b_584786.html
http://www.epilepsyfoundation.org/medicationswitching/index.html
http://www.epilepsyfoundation.org/medicationswitching/index.html
http://www.epilepsyfoundation.org/medicationswitching/Consumer_Survey_Report%20_Recommendations.pdf
http://www.medicalhomeinfo.org
http://www.medicalhomeinfo.org
http://www.medicalhomeinfo.org/
http://www.epilepsyandmychild.com/


Children with Epilepsy Feel Equal to Healthy Siblings  

A study funded by the 

National Institutes of 

Health and the Robert 
Wood Johnson Founda-

tion found that children 

with epilepsy often face 

multiple challenges ñ 

not only seizures but 

learning, cognitive and 

school difficulties, side 

effects from medication, 

and, not surprisingly, 

social stigma from their 

peers.  

  

It's no wonder parents 

say their children with 

epilepsy have a substan-

tially worse quality of life 
than their other, healthy 

children. But ask a child 

with epilepsy about his or 

her life, and the answer? 

Not so bad.  

  

Reporting in the current 

online edition of the jour-

nal Value in Health , lead 

study author Dr. Christine 

Bower Baca, a Robert 

Wood Johnson Clinical 

Scholar and a clinical 

instructor in the UCLA Department 

of Neurology, and her colleagues 

found that children with epilepsy 
say their quality of life is compara-

ble to that of their healthy siblings.  

Click here  to read the rest of this  

Epilepsy USA  article . 

not be withheld from children 

with Dravet syndrome because 
vaccination before or after disease 

onset does not affect their clinical 

outlook.   

Proposed links between childhood 
vaccination and neurological dis-

orders have repeatedly caused 

controversy and have affected vac-

cination uptake. Pertussis vac-

Pertussis vaccination might trig-

ger earlier onset of seizures in 
children with the genetic disorder 

Dravet syndrome , but does not 

worsen the condition or the intel-

lectual disability that many of 

these patients experience, a retro-
spective study published online in 

the June edition of The Lancet 
Neurology  reports. The article con-

cludes that the vaccination should 

cineñto prevent whooping 

cough ñis routinely given to chil-
dren together with diphtheria and 

typhoid vaccines (DTP), has been 

linked in the past with vaccine 

encephalopathy ñin which sei-

zures and intellectual disability 
develop.  

Follow this Epilepsy USA  article 

here .  

Vaccination May Trigger Earlier onset of Seizures in Children with 
Dravet Syndrome  

Now, a new study from the UCLA 

Pediatric Epilepsy Surgery Program 

has found that surgery at UCLA to 
treat catastrophic pediatric epilepsy 

ʄ cerebral hemispherectomy being 

one type ʄ has improved over the 

past two decades and has led to 

more successful outcomes, includ-

ing freedom from seizures. The re-

searchers credit improvements in 

diagnostic technology and experi-

ence in selection and operations as 

reasons for the program's success.  

 

Read the complete story of Rachelõs 

journey and the study that im-

proved her quality of life here  in the 

Epilepsy USA  article.  

Pediatric Epilepsy Patients Show Improved Outcomes After Surgery  

By the age of 5, Rachel, who lives 

on a farm near a small town in 

Iowa, had been struggling with sei-
zures brought on by intractable epi-

lepsy for nearly three years...  

  

As Rachel's seizures became worse 

and she continued to lose strength 

on her left side, imaging tests 

showed that her brain's right hemi-

sphere was atrophying. Seizure 

medications failed to work, and her 

parents felt like they were losing her 

ñ both cognitively and physically.    

Page 2 Epilepsy & My Child Newsletter  

 

http://www.epilepsyfoundation.org/epilepsyusa/news/Children-with-Epilepsy-Feel-Equal-to-Healthy-Siblings.cfmC:/Documents%20and%20Settings/vhill/My%20Documents/Class
http://www.epilepsyfoundation.org/epilepsyusa/news/Children-with-Epilepsy-Feel-Equal-to-Healthy-Siblings.cfm
http://www.epilepsyfoundation.org/epilepsyusa/magazine/
http://www.epilepsyfoundation.org/infants/myoclonicepilepsy.html
http://www.thelancet.com/journals/laneur/issue/current
http://www.thelancet.com/journals/laneur/issue/current
http://www.epilepsyfoundation.org/epilepsyusa/magazine/
http://www.epilepsyfoundation.org/epilepsyusa/news/Vaccination-May-Trigger-Earlier-Onset-of-Seizures-in-Children-with-Dravet-Syndrome.cfm
http://www.epilepsyfoundation.org/epilepsyusa/news/Vaccination-May-Trigger-Earlier-Onset-of-Seizures-in-Children-with-Dravet-Syndrome.cfm
http://www.epilepsyfoundation.org/epilepsyusa/news/Vaccination-May-Trigger-Earlier-Onset-of-Seizures-in-Children-with-Dravet-Syndrome.cfm
http://www.epilepsyfoundation.org/epilepsyusa/news/Pediatric-Epilepsy-Patients-Show-Improved-Outcomes-after-Surgery.cfm
http://www.epilepsyfoundation.org/epilepsyusa/magazine/
http://www.epilepsyfoundation.org/epilepsyusa/news/Pediatric-Epilepsy-Patients-Show-Improved-Outcomes-after-Surgery.cfmC:/Documents%20and%20Settings/vhill/My%20Documents/Class


www.Goeyc.org  The Spot for Young People with Epilepsy ðA web-

site for teens and young adults with epilepsy  

 

KASA  ï (Kids As Self Advocates) -  A national, grassroots project cre-

ated by youth with disabilities for youth. They are teens and young 

adults with disabilities making choices and advocating for themselves.  

 

 

Healthy and Ready to Work  A system of services dedicated to as-

sisting all youth with special health care needs (YSHCN) receive the 

services necessary to transition to all aspects of adulthood, including 

adult health care, employment and independence.  

 

The Arc  is the worldôs largest community based organization of and for people with intellectual and develop-

mental disabilities, devoted to promoting and improving supports and services for all people with intellectual 

and developmental disabilities.  

 

For Teens and Young Adults  
Resources you can use  

Kidõs Corner 
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Explore your Epilepsy IQ!  

Read the following statements and decide whether you think each one is true or false.  

1. Epilepsy affects people of all ages, races, and ethnic backgrounds.  

2. Nearly 3 million Americans are living with epilepsy.  

3. Every year 200,000 Americans will develop seizures and epilepsy for the first time.  

4. Epilepsy can develop at any time of life, but especially in early childhood and old age.  

Answers: 1) True; 2) True; 3) True; 4) True  

http://www.Goeyc.org
http://fvkasa.org/index.php
http://www.hrtw.org/about_us/index.html
http://www.thearc.org/netcommunity/

