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Epilepsy 

About Epilepsy 

According to the National Institute of Health, 
“epilepsy is a brain disorder that causes people to 

have recurring seizures. The seizures happen 

when clusters of nerve cells, or neurons, in the 

brain send out the wrong signals. People may 
have strange sensations and emotions or behave 

strangely. They may have violent muscle spasms 

or lose consciousness.” 

 
There are many types of seizures. These can be 

classified into two broad groups: 

 

 Primary Generalized Seizures: 

Seizures begin with widespread 
involvement of both sides of the brain. 

 Partial Seizures: Seizures begin with 

involvement of a smaller, localized area 

of the brain. With some partial seizures, 
the disturbance can still spread within 

seconds or minutes to involve 

widespread areas of the brain 

(secondary generalized seizure). 
 

Children with epilepsy may struggle in school 

even when they are seizure free because of 

medication side effects, underlying brain 

dysfunction, or other psychosocial issues. 
Likewise, children with epilepsy are significantly 

more likely to show symptoms of ADHD (about 

1/3 of children with epilepsy are also diagnosed 

with ADHD). 
 

For more information on epilepsy and related 

conditions, please see the NIMH website 

(nimh.org). 
 

 

 

 
 

 

 

 

 
 

Local Medical Resources 

Cleveland Clinic Epilepsy Center (designated 
level IV center) 

 Board-certified pediatric epileptologists, 

epilepsy neurosurgeons, pediatric 

neuroradiologists, clinical 
neurophysiologists, pediatric 

neuropsychologists, and a dedicated 

team of pediatric nurses, nursing 

assistants and EEG technologists 
 On-staff child psychiatrist 

 Self-contained, 8-bed pediatric epilepsy 

monitoring unit 

 First stereoelectroencephalography 

(SEEG) program in North America 
 Among a select number of institutions 

in the world with 

magnetoencephalography (MEG) 

 Performs more than 100 pediatric 
epilepsy surgeries each year 

1-216-448-6440 

my.clevelandclinic.org 

 
MetroHealth Neurology Services 

Offers an experienced team of board-certified 

neurologists providing comprehensive 

neurological care to children and adults. 

216-778-3958 
www.metrohealth.org 

 

University Hospitals Neurological Institute: 

Epilepsy Center (designated level IV center) 
 Board-certified pediatric epileptologists 

and neurosurgeons working closely with 

a coordinated team of pediatric 

specialists 
 Advanced medications and innovative 

dietary and surgical therapies 

 Collaboration with Case Medical Center 

to offer cutting-edge diagnostic 
techniques and treatment 

1-216-UH4-KIDS 

www.uhhospitals.org 

 

 
 

Whether your child is newly diagnosed, you have recently moved to the west side, or you are looking 

for more information to augment your child’s services, we’re here to help. This resource guide will help 
you connect with some of the most critical information, services, and support you’ll need when dealing 

with an epilepsy diagnosis. 

 

TIP: Click the links or globe icons to go directly to provider web pages. 
 

Connecting for Kids (connectingforkids.org) is a nonprofit 

organization dedicated to providing education and support 
for families with questions or concerns about their 

children’s development. The services and groups listed in 
this guide are a sampling and are for informational 

purposes only; providers, methodologies, or companies 

listed are not endorsed or recommended by Connecting 
for Kids. 

 

For more information, or to have your organization added 
to this guide, please contact Sarah Rintamaki at 1-440-

250-5563 or info@connectingforkids.org 
 

© Connecting for Kids 2014 

 

http://my.clevelandclinic.org/neurological_institute/epilepsy/about.aspx
http://www.metrohealth.org/body.cfm?id=1132
http://www.uhhospitals.org/rainbow/services/epilepsy
http://www.nlm.nih.gov/medlineplus/epilepsy.html
http://www.nlm.nih.gov/medlineplus/epilepsy.html
http://my.clevelandclinic.org/neurological_institute/epilepsy/about.aspx
http://www.metrohealth.org/body.cfm?id=1132
http://www.uhhospitals.org/rainbow/services/epilepsy
http://connectingforkids.org/
mailto:info@connectingforkids.org
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Local Hospitals (continued) 

University Hospitals Rainbow Babies & 

Children’s Hospital: New Onset Seizure 

Clinic 

Outpatient program providing diagnostic services, 
referrals, treatment, and follow-up care for 

children who experience a first seizure. Locations 

include downtown, Westlake, and Medina. 

1-216-286-6644 

www.uhhospitals.org/rainbow 
 

 

Organizations 

The Anita Kaufman Foundation 

Provides educational materials and support to 
individuals with epilepsy. Also works to end 

discrimination against individuals with seizure 

disorders. 

1-210-655-0420 
www.akfus.org 

 

Citizens United for Research in Epilepsy 

(CURE) 

Leading nongovernmental agency fully committed 
to funding research in epilepsy. 

1-800-765-7118 

info@CUREepilepsy.org 

www.cureepilepsy.org 
 

Danny Did Foundation 

Works toward advancing awareness of epilepsy 

and sudden unexplained death in epilepsy 
(SUDEP). Part of the foundation’s mission is to 

seek out seizure detection and prediction devices 

that may assist in preventing deaths caused by 

seizures. 

1-800-278-6101 
info@dannydid.org 

www.dannydid.org 

 

Epilepsy Association 
Offers education, support and community events 

to Northeast Ohio families and individuals with 

seizure disorders. The association also offers The 

Kids and Family Support Program; a free service 
designed to help parents to overcome obstacles 

in managing a child’s epilepsy. This service 

includes face-to-face visits from a case worker to 

help identify and cope with challenges and to find 
resources. 

1-216-579-1330 

info@epilepsyinfo.org 

www.epilepsyinfo.org 

 

Organizations (cont.) 

Epilepsy Foundation 

The nation’s leading organization in the fight to 

stop seizures and SUDEP, the Epilepsy 

Foundation is dedicated to finding a cure and 
overcoming the challenges created by epilepsy. 

The foundation site includes introductory 

information on epilepsy, tools (such as an 

epilepsy diary), and community forums. The 

foundation also offers a 24/7 helpline. 
1-800-332-1000 (helpline – English) 

1-866-748-8008 (helpline – Español) 

ContactUs@efa.org 

www.epilepsyfoundation.org 
 

Epilepsy Free Foundation 

Supports people with epilepsy and seizure 

disorders towards a life with FREEDOM FROM the 
limitations that EPILEPSY might bring. This 

organization also offers camp scholarships and 

educational materials. 

1-212-682-7929  
www.epilepsyfree.com 

 

PurpleDay.org 

Grassroots effort dedicated to increasing 

awareness about epilepsy worldwide by wearing 
purple annually on March 26th. 

partners@purpleday.org 

www.purpleday.org 

 
 

Diagnosis-Specific 
Organizations 

Aicardi Syndrome Foundation 

Volunteer-based, non-profit organization 

dedicated to raising research funds and 

awareness for Aicardi syndrome, a rare 
neurologic disorder occurring almost exclusively 

in females (46,XX). 

1-800-374-8518 

research@aicardisyndromefoundation.org 
aicardisyndromefoundation.org 

 

The Brain Recovery Project 

Funds and publishes research that addresses 
neuroplasticity and cortical changes following 

epilepsy surgery – primarily hemispherectomy  – 

with the goal of helping children who have had 

epilepsy surgery to reach their full potential. 

1-626-833-2067 
info@brainrecoveryproject.org 

brainrecoveryproject.org 

http://www.epilepsyinfo.org/
http://www.epilepsyfoundation.org/
http://www.purpleday.org/
http://www.uhhospitals.org/rainbow/services/epilepsy/new-onset-seizure-program
http://www.cureepilepsy.org/home.asp
http://www.akfus.org/
http://aicardisyndromefoundation.org/
http://brainrecoveryproject.org/
http://www.dannydid.org/
http://www.epilepsyfree.com/
http://www.uhhospitals.org/rainbow/services/epilepsy/new-onset-seizure-program
http://www.akfus.org/
http://www.akfus.org/
mailto:info@cureepilepsy.org
http://www.cureepilepsy.org/home.asp
mailto:info@dannydid.org
http://www.dannydid.org/
http://www.epilepsyinfo.org/html/support.htm
http://www.epilepsyinfo.org/html/support.htm
mailto:info@epilepsyinfo.org
http://www.epilepsyinfo.org/
mailto:ContactUs@efa.org
http://www.epilepsyfoundation.org/
http://www.epilepsyfree.com/
mailto:partners@purpleday.org
http://www.purpleday.org/
file:///C:/Users/Karla/Documents/Clients/Connecting%20For%20Kids/Epilepsy/research@aicardisyndromefoundation.org
http://aicardisyndromefoundation.org/
mailto:info@brainrecoveryproject.org
http://brainrecoveryproject.org/
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Diagnosis-Specific 
Organizations (cont.) 

Dravet.org 

Global partnership of parents and medical 

experts united in the goal of improving 

treatments for children with Dravet (Syndrome), 

Spectrum Disorders, while empowering families 
to cope with the daily challenges of this disorder. 

1-866-828-1843 

info@dravet.org 

dravet.org 
 

Dravet Syndrome Foundation 

Volunteer-based, non-profit organization 

dedicated to aggressively raising research funds 
for Dravet syndrome and related conditions.  

1-203-392-1950 

info@dravetfoundation.org 

www.dravetfoundation.org 
 

Dup15q Alliance 

Provides family support and promotes awareness, 

research and targeted treatments for 

chromosome 15q11.2-13.1 duplication 
syndrome.  

1-855-dup-15qa 

info@dup15q.org 

www.dup15q.org 
 

The Hemispherectomy Foundation 

Offers parent testimonials from surgical centers, 

camp tuition assistance for children who have 
undergone a hemispherectomy and information 

about different diagnoses leading to this surgery. 

hemifoundation.homestead.com 

 

Hope for Hypothalamic Hamartomas (HH) 
Volunteer-based nonprofit organization founded 

by parents of children with hypothalamic 

hamartomas (HH). Our goal is to create a single, 

credible source for information about the 
diagnosis, treatment and support of individuals 

with HH. 

admin@hopeforhh.org 

hopeforhh.org 
 

Intractable Childhood Epilepsy (ICE) 

Alliance 

Nonprofit organization dedicated to improving 
lives of children affected by intractable epilepsy 

through evidence-based information and 

advocacy for appropriate medical treatment.  

www.ice-epilepsy.org 

 

Diagnosis-Specific 
Organizations (cont.) 

International Foundation for CDKL5 

Research 

Offers support, education, advocacy information 

and research on cyclin-dependent kinase-like 5 

(CDKL5). 
1-330-612-2751 

www.cdkl5.com 

 

Lennox-Gastaut Syndrome Foundation 
Nonprofit organization dedicated to providing 

information about Lennox-Gastaut Syndrome 

(LGS) while raising funds for research, services 

and programs for patients and families. 
1-718-374-3800 

info@lgsfoundation.org 

lgsfoundation.org 

 
PCDH19 Alliance 

Focuses on promoting scientific research with the 

goal of finding better, more effective treatments 

and, ultimately, a cure; providing information 

and support to affected families; and assisting 
the efforts of the medical community, to improve 

the lives of children and families affected by 

PCDH19 Female Epilepsy. 

www.pcdh19info.org 
 

Polymicrogyria Awareness Organization 

Non-profit organization promoting awareness, 

diagnosis and the treatment of Polymicrogyria 
through education, research, advocacy and 

support for individuals with Polymicrogyria. 

1-904-894-9745 

information@pmgawareness.org 

pmgawareness.org 
 

Rasmussen’s Encephalitis Children’s Project 

(National) Nonprofit founded in 2010 to increase 

awareness regarding Rasmussen's Encephalitis 
(RE) and supporting scientific research directed 

towards a cure. The organization also supports 

research dedicated toward the recovery process 

following hemispherectomy surgery, a life 
altering, radical brain surgery that is the only 

known "cure" for the disease. 

swohlberg@rechildrens.com 

www.rechildrens.org 
 

 

 

 

http://dravet.org/
http://www.rechildrens.org/
http://hopeforhh.org/
http://www.dravetfoundation.org/
http://www.ice-epilepsy.org/
http://hemifoundation.homestead.com/welcome.html
http://www.pcdh19info.org/
http://lgsfoundation.org/
http://www.dup15q.org/
http://www.cdkl5.com/
http://pmgawareness.org/
mailto:info@dravet.org
http://dravet.org/
file:///C:/Users/Karla/Documents/Clients/Connecting%20For%20Kids/Epilepsy/info@dravetfoundation.org
http://www.dravetfoundation.org/
mailto:info@dup15q.org
http://www.dup15q.org/
http://hemifoundation.homestead.com/welcome.html
mailto:admin@hopeforhh.org
http://hopeforhh.org/
http://hopeforhh.org/
http://www.ice-epilepsy.org/
http://www.cdkl5.com/
mailto:info@lgsfoundation.org
http://lgsfoundation.org/
http://www.pcdh19info.org/
http://pmgawareness.org/contact-us/
http://pmgawareness.org/
http://pmgawareness.org/
mailto:swohlberg@rechildrens.com
http://www.rechildrens.org/
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Diagnosis-Specific 
Organizations (cont.) 

Ring14 USA Outreach 

Nonprofit advocate for those affected by rare 

genetic disorders of the 14th chromosome, from 

the children who suffer from the symptoms to all 

the doctors, caregivers, friends, and family who 
help to care for these children every day. 

info@ring14usa.org 

ring14usa.org 

 
SUDEP Aware 

Dedicated to raising awareness and 

understanding of Sudden Unexpected Death in 

Epilepsy (SUDEP), with the ultimate goal of 
finding its cause(s) and prevention. 

1-855-85-SUDEP 

info@sudepaware.org 

www.sudepaware.org 
 

 

Early Intervention (birth to 3) 

Ohio Help Me Grow 

Available at no cost to all Ohio families with 

qualifying children under three years of age. Ask 
your pediatrician for more information or click the 

Referrals tab on the Help Me Grow website. 

 

Cuyahoga County 
1-216-698-7500  

helpmegrow.org 

 

Lorain County 

1-440-284-4443  
loraincounty.us 

 

 

County-Specific Services 

Applewood Centers 
(Cuyahoga, Lorain) Nonprofit agency providing 

mental health services, social services and 

education to children, adolescents and families. 

Services include The Eleanor Gerson School and 
an array of community-based services including 

psychiatry, in-home therapy, school-based 

counseling, prevention and consultation services. 

1-216-696-5800 (Cuyahoga) 

1-440-324-1300 (Lorain) 
www.applewoodcenters.org 

 

 

 

 

County-Specific Services 
(cont.) 

The Centers 

(Cuyahoga) Nonprofit, offering services in early 

learning, health & wellness, workforce 

development, youth and family services and 

emergency food distribution.  
1-216-432-7200 

www.thecentersohio.org 

 

County Board of Developmental Disabilities 
Both Lorain and Cuyahoga counties offer services 

through departments of developmental 

disabilities ranging from therapy and educational 

services to camps, transportation, assistive 
devices and financial support. 

 

Cuyahoga County 

1-216-241-8230 
www.cuyahogabdd.org 

 

Lorain County (Murray Ridge Center) 

1-440-329-3734 

www.murrayridgecenter.org 
 

Educational Service Center (ESC) of 

Cuyahoga County 

Offers parent and professional seminars and free 
monthly drop-in service to review IEPs. 

1-216-524-3000 

info@esc-cc.org 

www.esc-cc.org 
 

Educational Service Center (ESC) of Lorain 

County 

Offers parent and professional seminars and 

parent mentors to help with the IEP process. 
1-440-324-5777 

info@esclc.org 

www.loraincountyesc.org 

 
 

 

 

 
 

 

 

 
 

 

 

 

http://www.esc-cc.org
http://www.esc-cc.org
http://helpmegrow.org
http://www.loraincounty.us/getdoc/a1fdd9e3-1832-4243-b983-181b04dc8fd9/Help-Me-Grow.aspx
http://ring14usa.org/
http://www.sudepaware.org/
mailto:info@ring14usa.org
http://ring14usa.org/
mailto:info@sudepaware.org
http://www.sudepaware.org/
http://helpmegrow.org/
http://www.loraincounty.us/getdoc/a1fdd9e3-1832-4243-b983-181b04dc8fd9/Help-Me-Grow.aspx
http://www.applewoodcenters.org/how-we-can-help/eleanor-gerson-school
http://www.applewoodcenters.org/
http://www.thecentersohio.org/
http://www.cuyahogabdd.org/
http://www.murrayridgecenter.org/
mailto:info@esc-cc.org
http://www.esc-cc.org/
mailto:info@esc-cc.org
http://www.loraincountyesc.org/
http://www.cuyahogabdd.org/
http://www.murrayridgecenter.org
http://www.thecentersohio.org/
http://www.applewoodcenters.org
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County-Specific Services 
(cont.) 

The Nord Center 

(Lorain) Nonprofit offering behavioral healthcare 

services for school-aged children and 

adolescents, including: 

 Individual and group counseling  
 Family counseling  

 Community psychiatric support services 

 Parenting groups  

 Family team meeting approach  
 Dialectical behavior therapy  

 Psychiatric care  

 Trauma-focused cognitive behavior 

therapy  
1-440-204-4161 

www.nordcenter.org 

 

OhioGuidestone 
(Cuyahoga, Lorain) Formerly Berea Children’s 

Home & Family Services, this nonprofit offers 

services for families ranging from early childhood 

and school-based mental health services to 

parenting classes and a respite care connection. 
1-440-234-2006 

ohioguidestone.org 

 

Our Lady of the Wayside 
(Cuyahoga, Lorain) Offers residential, respite, 

transportation, and day programming services in 

coordination with county departments of DD. 

1-440-934-6054 
www.thewayside.org 

 

 

Ohio Department of Education 

Students with an epilepsy diagnosis may qualify 

for special education services under the disability 
category “other health impairment.” If your child 

has been diagnosed with epilepsy and s/he is 

struggling at school as a result of that disability, 

contact your school for an eligibility evaluation. 
 

Jon Peterson Special Needs Scholarship 

Program (JPSN) 

Allows parents of children on an IEP to waive 
public education and use state reimbursement to 

cover education and supportive services under 

any disability diagnosis. Services must be 

provided from the approved Peterson scholarship 

provider list. 
Peterson.scholarship@education.ohio.gov 

www.ode.state.oh.us 

 

Ohio Department of Education 
(cont.) 

“Whose IDEA is This?” Guide 

Prepared by the Ohio Department of 

Education, this guide helps parents to 

understand the language of the Individuals with 

disabilities Education Improvement Act of 2004 
(IDEA). 

 

Education Advocacy 

iAdvocate 

Free mobile application, developed by the 
Syracuse University School of Education 

containing strategies, a compilation of 

approaches that parents can pursue as advocates 

and resources. Available for iOS and Android. 
iadvocate.syr.edu 

 

National Center for Learning Disabilities 

(NCLD) Parent’s Guide to IDEA 

Covers important topics under IDEA in easy-to-
understand question/narrative format, from 

requesting an evaluation to handing discipline 

and disputes. 

www.ncld.org 
 

Ohio Coalition for the Education of Children 

with Disabilities (OCECD) 

Offers programs to help parents become 
informed and effective representatives for their 

children in all educational settings. One-to-one 

support available. 

1-800-374-2806 ext. 20 

www.ocecd.org 
 

Wrightslaw 

Accurate, reliable information about special 

education law, education law, and advocacy for 
children with disabilities. 

www.wrightslaw.com 

 

Note: The Westlake Porter Public Library’s 
special-needs section also keeps a print copy of 

“Wrightslaw.” To check availability, search for 

“Wrightslaw” here. 

 
 

 

 

 

 
 

 

http://www.ocecd.org/
http://www.ncld.org/parents-child-disabilities/idea-guide
http://iadvocate.syr.edu/
http://www.nordcenter.org/
http://www.ohioguidestone.org/
http://www.thewayside.org/
http://nichcy.org/disability/specific/ohi
http://www.wrightslaw.com/info/tests.evals.crabtree.htm
https://scholarship.ode.state.oh.us/Provider
https://scholarship.ode.state.oh.us/Provider
mailto:Peterson.scholarship@education.ohio.gov
http://www.ode.state.oh.us/GD/Templates/Pages/ODE/ODEDetail.aspx?page=3&TopicRelationID=1540&ContentID=111331&Content=122865
http://iadvocate.syr.edu/
http://www.ncld.org/parents-child-disabilities/idea-guide
http://www.ocecd.org/
http://www.wrightslaw.com/
http://catalog.westlakelibrary.org/uhtbin/cgisirsi/?ps=Mwx0M1Pxb0/0/52140020/60/1180/X
http://education.ohio.gov/GD/Templates/Pages/ODE/ODEDetail.aspx?Page=3&TopicRelationID=1540&Content=124547
http://www.thewayside.org
http://www.ohioguidestone.org
http://www.wrightslaw.com
http://www.nordcenter.org
http://www.ode.state.oh.us/GD/Templates/Pages/ODE/ODEDetail.aspx?page=3&TopicRelationID=1540&ContentID=111331&Content=122865
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Funding  

Bureau for Children with Medical Handicaps  

Ohio Department of Health program that 

connects families with medical providers and 

offers supplemental insurance to assist families 
with covering the costs of diagnosis and 

treatment. Applications are made through a 

BCMH certified doctor (usually the diagnosing 

specialist) 

1-800-755-4769 
BCMH@odh.ohio.gov 

www.odh.ohio.gov 

 

Epilepsy Free Foundation 
Offers camp scholarships for children with 

epilepsy between the ages of 6 and 18. 

1-212-682-7929  

www.epilepsyfree.com 
 

The Hemispherectomy Foundation 

Offers camp tuition assistance for children who 

have undergone a hemispherectomy. 
scholarship@hemifoundation.org 

hemifoundation.homestead.com 

 
 

Support Groups 

Cleveland Clinic Project CARE 4 Epilepsy 

Free online resources via Facebook to help teens 

with epilepsy and their families live better with 
epilepsy: 

 

For Teens - E-BEATS: Epilepsy Buddies 

Encouraging Advocating Telling our Stories. Email 

Jane Timmons-Mitchell, PhD at jct2@case.edu for 
an invitation to join the group. 

 

For Parents - CEOS: Coping with Epilepsy Online 

Support. Email Laura Neece-Baltaro, MBA at 
EpilepsyAce@gmail.com for an invitation to join 

the group. 

 

Epilepsy Association Support Groups 
The Epilepsy Association sponsors several 

different support groups throughout the year to 

help individuals affected by epilepsy learn how to 

cope a daily basis. These groups are open to the 

public. For more information about these groups, 
please call.  

1-216-579-1330 

Epilepsyinfo.org 

 
 

 

Support Groups (cont.) 

Parents Inspiring Kids with Epilepsy Seizure 

Disorders (PIKES) Support Group 

This Epilepsy Association group is for parents of 

children with epilepsy who are looking for support 
and connections to others who can relate to the 

daily challenges of having a child with epilepsy.  

The group meets on the second Tuesday of each 

month at the Parma Library from 6-7:30 PM. 

Lwood@epilepsyinfo.org 
1-216-579-1330 

Register Here 

Group Info Sheet 

 
University Hospitals Pediatric Epilepsy 

Support Group: Rainbow of Hope 

Gives patients and their families the opportunity 

to meet and share their experiences with other 
families affected by epilepsy and receive comfort, 

support and advice. Meetings are held each week 

at UH Rainbow Babies & Children’s Hospital under 

the guidance of our pediatric epilepsy staff.  
www.uhhospitals.org 

 

 

Seminars 

Cleveland Clinic Project CARE 4 Epilepsy 

Health Chats 
These online seminars are presented in a video 

“chat” format and cover a range of topics from 

epilepsy in school to diet and surgery options. For 

upcoming topics or to register, look for 
“Project CARE” under the Health Chat 

calendar. 

chat.clevelandclinic.org 

 

CURE Seminars 
From time to time, CURE (Citizens United for 

research in Epilepsy) offers free audio seminars. 

Topics range from epilepsy care and prevention 

to new research in the field. Check CURE’s news 
feed for new events. 

www.cureepilepsy.org 

 

Epilepsy Association Seminars 
The Epilepsy Association offers periodic seminars 

on a range of topics, from new diagnostic and 

treatment options to tips and techniques for 

dealing with epilepsy in daily life. 
Epilepsyinfo.org 

 

 

 

http://www.odh.ohio.gov/odhprograms/cmh/cwmh/bcmh1.aspx
http://epilepsyinfo.org
http://www.uhhospitals.org/rainbow/services/epilepsy/support-programs
http://www.epilepsyinfo.org/html/community_events.htm
http://www.cureepilepsy.org/news/news.asp
http://chat.clevelandclinic.org/
http://www.epilepsyfree.com/support-for-epilepsy/continuing-education-and-summer-camp-scholarships/
http://hemifoundation.homestead.com/ctap.html
http://www.odh.ohio.gov/en/healthresources/healthcareprovidersmap.aspx
mailto:BCMH@odh.ohio.gov
http://www.odh.ohio.gov/odhprograms/cmh/cwmh/bcmh1.aspx
http://www.epilepsyfree.com/support-for-epilepsy/continuing-education-and-summer-camp-scholarships/
mailto:scholarship@hemifoundation.org
http://hemifoundation.homestead.com/ctap.html
mailto:jct2@case.edu
mailto:EpilepsyAce@gmail.com
http://epilepsyonfo.org/
mailto:Lwood@epilepsyinfo.org
https://interland3.donorperfect.net/weblink/weblink.aspx?name=epilepsyassoc&id=22
http://www.epilepsyinfo.org/pikes.pdf
http://www.uhhospitals.org/rainbow/services/epilepsy/support-programs
http://chat.clevelandclinic.org/
http://www.cureepilepsy.org/news/news.asp
http://www.epilepsyinfo.org/html/community_events.htm
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Epilepsy-Specific Websites 

Epilepsy.Com 

Online resource provided by the epilepsy 

Foundation.  Includes articles, community 

(forums/chats), applications (free My Epilepsy 
Diary) and other resources. 

Epilepsy.com 

 

National Association of Epilepsy Centers: 

Center Locator 
Online directory of epilepsy centers in the U.S. 

www.naeclocator.org 

 

Rare Epilepsy Network (REN) 
Collaboration of several epilepsy organizations 

and universities with the goal of building a 

patient-centered and -driven database designed 

to provide the patients and their families an 
opportunity to participate in research that will 

improve the lives and quality of care for people 

with rare epilepsies. 

ren.rti.org 
 

Seizure Tracker Software 

Free online seizure tracking software. 

www.seizuretracker.com 

 
 

Other Websites 

The following websites are not epilepsy-specific, 

but contain great resources. 

 
Centers for Disease Control (CDC) 

The CDC has a large collection of online 

information and printable resources on epilepsy, 

from epilepsy basics to the latest research and 

clinical trials. 
www.cdc.gov 

 

The Charlie Foundation for Ketogenic 

Therapies 
Provides information about diet therapies for 

people with epilepsy, other neurological disorders 

and select cancers. 

www.charliefoundation.org 
 

Chelsea Hutchison Foundation 

Many links and information on service dogs and 

trainers. The foundation also provides grants to 
help with the cost of seizure response dogs and 

electronic monitors. 

www.chelseahutchisonfoundation.org 

 

 

Other Websites (cont.) 

Clara’s Menu 

Toddler-friendly recipes for the Ketogenic diet. 

clarasmenu.com 

 
Live Special 

User-friendly, online gateway to the Northeast 

Ohio special needs service providers. 

1-216-378-2204 

www.livespecial.com 
 

National Institute of Neurological Disorders 

and Stroke 

Provides an overview and treatment information 
along with a list of organizations and resources.  

www.ninds.nih.gov 

 

Red Treehouse 
Provides a welcoming and vibrant online 

community for Ohio families and professionals to 

explore resources to help children and young 

adults, prenatal through age 25. Includes both 
epilepsy-specific resources and other childhood 

developmental specialties. 

1-216-229-0556 

www.redtreehouse.org 

 
Wrightlaw Yellow Pages for Kids 

Listing of service providers, schools, support 

groups and legal experts in Ohio.  

www.yellowpagesforkids.com 
 

 

Downloads 

A Child’s Guide to Seizure Disorders 

Epilepsy Foundation booklet geared toward 

educating children about epilepsy. Discusses 
seizures, medication, first aid and more.  

 

Be SMART about Epilepsy  

On-line e-book for school personnel 
provided by the Epilepsy Association. This 

guide is designed to help create a safe and 

healthy environment for students with epilepsy. 

 
Cognition & Epilepsy 

 Epilepsy Foundation booklet that explains 

how epilepsy can affect school performance. 

 
 

 

 

 

http://www.epilepsyfoundation.org/resources/upload/078CGS.pdf
http://www.epilepsyinfo.org/besmart/download/BeSmart.pdf
http://www.epilepsyfoundation.org/resources/upload/170cog.pdf
http://www.Epilepsy.com
http://www.naeclocator.org/
https://www.seizuretracker.com/index.php
http://www.chelseahutchisonfoundation.org/
http://www.cdc.gov/epilepsy/index.htm
http://www.ninds.nih.gov/disorders/epilepsy/epilepsy.htm
http://www.charliefoundation.org/
http://clarasmenu.com/
https://ren.rti.org/
http://www.epilepsy.com/
http://www.naeclocator.org/
https://ren.rti.org/
https://www.seizuretracker.com/index.php
http://www.cdc.gov/epilepsy/index.htm
http://www.charliefoundation.org/
http://www.chelseahutchisonfoundation.org/
http://clarasmenu.com/
http://livespecial.com/home.aspx
http://www.ninds.nih.gov/disorders/epilepsy/epilepsy.htm
http://www.redtreehouse.org/main
http://www.yellowpagesforkids.com/help/oh.htm
http://www.yellowpagesforkids.com/help/oh.htm
http://livespecial.com/home.aspx
http://www.redtreehouse.org/main


 

 

 

Connecting for Kids: Resource Guides 
For new diagnosis and new residents on Cleveland’s west side 

 

 
 

 

Epilepsy 
 

Downloads (cont.) 

Diastat Administration Form 

PDF instructions for administration of 

emergency Diastat (rectal). This instruction 

can be kept with a school dose of emergency 
medication. 

 

First Aid for Seizures 

The CDC offers several seizure first aid handouts 

which can be great communication devices for 
schools, church groups and camps. 

Grand-Mal Bookmark 

Grand-Mal Poster 

Complex, Partial. Psychomotor, Temporal Poster 
 

Manual for Parents of Children with Epilepsy 

Addresses many of the challenges of 

parenting a child with epilepsy, from 
worries over health and well-being to navigating 

the special education system. 

 

Seizure Action Plan 
PDF template provided by the Epilepsy 

Association that can be used to create a 

seizure response plan to keep on file at school.  

 

Seizure Documentation Form 
PDF template created by the Epilepsy 

Association for use by school personnel 

when documenting a seizure during school. 

 
Seizures, Epilepsy, and Your Child 

Epilepsy Foundation booklet geared toward 

helping parents understand the epilepsy 

diagnosis and what it means for their child. 
 

Traveler’s Handbook for People with 

Epilepsy 

Offers general advice for travelers, covering 

such topics as accommodation, insurance, 
driving and getting around. It also includes a set 

of First Aid instructions, reminders regarding 

medication and a very practical selection of 

phrases. 
 

Understanding the Behavioral Aspects of 

Epilepsy 

Having epilepsy can significantly contribute 
to psychological and behavioral problems 

even if seizures or totally controlled. This guide 

addresses some common behavioral issues 

associated with epilepsy. 
 

 

 

Downloads (cont.) 

“You Are Not Alone” 

Online toolkit developed by The CDC 

specifically for parents of teens who have 

epilepsy. 
 

Books & DVDs 

The Westlake Porter Public Library’s special-

needs section maintains a collection of books and 

DVDs with information on epilepsy. 

 
Books included on the Connecting for Kids 

special-needs shelf can be checked out using only 

an Ohio driver’s license. You do not need to be a 

Westlake resident or hold a Cuyahoga county 
library card. 

 

American College of Physicians Home 

Medical Guide to Epilepsy, D. Goldmann 
 

Epilepsy: Information for You and Those 

Who Care about You, E. Wyllie  

 

Epilepsy: Patient and Family Guide, O. 
Devinsky 

 

Growing Up with Epilepsy: A Practical Guide 

for Parents, L. Blackburn 
 

The Ketogenic Diet: A Treatment for 

Children and Others with Epilepsy, J. 

Freeman 
 

My Friend Has Epilepsy, A. Levene  

 

 

 
 

 

 

 
 

 

 

 
 

 

 

 
 

 

 

 

This document was updated on 11/14.  If you have a printed 
copy and would like a free electronic version so that you can 
use the links, please email us at info@connectingforkids.org. 

This guide was prepared with 

generous assistance from the 
Epilepsy Association. For more 

resources, personalized assistance 
and support visit EpilepsyInfo.org or 

call 1-216-579-1330 

 

This guide was prepared with 
generous assistance from the 

Epilepsy Association. For more 
resources, personalized assistance 

and support visit EpilepsyInfo.org or 

call 1-216-579-1330 
 

http://www.epilepsyinfo.org/Resources/Diastat_Administration.pdf
http://www.epilepsyinfo.org/Resources/Seizure_Action_Plan.pdf
http://www.epilepsyinfo.org/Resources/Seizure_Documentation_Form.pdf
http://www.epilepsyfoundation.org/resources/upload/9197-EF-Seiz-AndYourChild.pdf
http://www.ibe-epilepsy.org/travellers-handbook-for-people-with-epilepsy/
http://www.epilepsyfoundation.org/resources/upload/183BAG.pdf
http://www.cdc.gov/epilepsy/toolkit/index.htm
http://www.scribd.com/doc/47390338/Manual-for-Parents-of-Children-With-Epilepsy-Caplan
http://www.epilepsyfoundation.org/resources/upload/EFA268.pdf
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