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Advocacy and Support

Resources - IEPs and the 504 Plan

California Department of Education
www.cde.ca.gov/sp/se/qa/caprntorg.asp

Learning Disabilities Online
www.ldonline.org

California Parent Training and Information Centers
www.taalliance.org/ptidirectory/index.asp

National Dissemination Center for Children with
Disabilities (NICHCY)
www.nichcy.org

The Complete IEP Guide:

How to Advocate for Your Special Ed Child, 5th ed.,
by Lawrence M. Siegel

Publication information:

Berkeley: Nolo, 2007 - ISBN: 978-1-4133-0510-4

Office of Civil Rights
www.hhs.gov/ocr/

Disability Rights California

Spanish: &

Special Education Rights and
Responsibilities Free legal advice for individuals with
disabilities and their families.

1-800-776-5746

www.pai-ca.org or www.disabilityrightsca.org

Partners in Policymaking
www.partnersinpolicymaking.com/

A resource to teach parents and self-advocates to change
the way people with disabilities are supported, viewed,
taught, live and work.

Families and Advocates Partnership for Education
(FAPE), PACER Center

1-952-838-9000 (TTY: 1-952-838-0190)

Email: fape@fape.org

www.fape.org or www.pacer.org

FAPE aims to improve the educational outcomes for
children with disabilities. This website links families,
advocates, and self-advocates to communicate the new focus
of the Individuals with Disabilities Education Act (IDEA).

Sensory Integration Network
www.sinetwork.org/home/index.html

A website for parents, teachers, and therapists on sensory
integration problems. It contains useful information that
further explains Dysfunctional Sensory Integration to
teachers.

Jeanne A. Carpenter Epilepsy Legal Defense Fund'®
www.epilepsylegal.org

1-800-332-1000 Ext. 4

A resource for managed referrals, information, and legal
support for families in an effort end epilepsy-related
discrimination in the United States.

Educating people at school

According to the experts, the best way to prevent
misunderstandings about epilepsy at school is to step
in early. At the beginning of the year, talk to your child’s
teacher and school nurse and explain that your child has
epilepsy. You may want to take some brochures about the
disorder. Getting the right information to the right people at

Wrightslaw

www.wrightslaw.com

A comprehensive website dedicated to special education,
including what rights children and parents have, and how
parents can advocate for their children. Both IEPs and
Section 504 accommodations are discussed. Any question
or concern a parent could have about getting needed
services for their child is covered. Most content is written
specifically for the site by the Wrights, an attorney and a
psychologist, both experts in special education.

school early can make a big difference in your child’s school
experience. Refer to the next section “How can I educate
others about my child’s epilepsy/seizure disorder?”

There are products available to teach other children about
epilepsy/seizure disorder so that students and friends
understand more about seizures. You may want to explore
some of the resources listed on the following page.
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Advocacy and Support

Epilepsy/Seizure Disorder Products

Beach Park
www.epilepsy.org.uk/kids/
Website for kids

KidsClub
http://www.epilepsyfoundation.org/kidsclub/
nonflash/home/index.html

Website for kids

The Kids on the Block, Inc.

1-800-368-5437
http://www.kotb.com/kob2.htg/epilepsyfeature. html
Educational programming (puppet show and curricula).
The Kids on the Block Program on epilepsy was

developed in conjunction with the Epilepsy Foundation.

It addresses a variety of issues surrounding seizure
disorders and provides a basic understanding of seizures,
demonstrates seizure first aid, emphasizes the importance
of supportive and open friendships, and examines issues of
discrimination.

The following California Family Resource Centers
offer Kids on the Block:

¢ Parents Helping Parents
408-727-5775
www.php.com

Spanish: L 3

Rowell Family Empowerment
of Northern California
1-877-227-3471
www.rfenc.org/index.php

Spanish: [ %

How can | educate others about
my child’'s epilepsy/seizure
disorder?

Often times you will have to educate others about epilepsy/
seizure disorder and your child’s condition. It is important
to make sure that everyone is aware of what to do when
a seizure occurs. But you also want to make others feel
comfortable when they are around your child. The
more knowledge a person has about epilepsy, the more
comfortable he or she will feel around your child therefore
creating a healthier environment for your child.

When you explain your child’s epilepsy, clearly explain the
terminology and then explain in simple terms what this
means and how seizures might occur. Encourage others to

ask questions. Attempt to remove the mystery around your
child and his or her seizures. You may want to hand out a
brochure or even a video so they can find out a little more
on their own and have time to process the information.

The way in which others are informed affects how they
treat your child. This goes for your child, as well. If you
learn to talk about epilepsy/seizure disorder, your child
will, too. Children are more likely to feel confident about
themselves and accept their epilepsy when they know
how to talk about it and are not ashamed.

Children and youth with epilepsy must also deal with
the psychological and social aspects of the condition.
These include public misperceptions and fear of seizures,
uncertain occurrence, loss of self-control during the seizure
episode and compliance with medications.

Openness and honesty are the best ways to combat any
stigma surrounding epilepsy/seizure disorder and you
will probably find that most people are empathetic and
supportive if they understand the condition and know
how they can help.

Please make sure your child is given many opportunities
to ask questions and discuss his/her concerns or fears.
When possible, he/she also needs to be encouraged to take
on some aspects of management of the condition.

You may be getting to know a great deal about epilepsy/
seizure disorder, but there are still a lot of people out there
who do not. As you educate others about your situation
and that of your child, you will help spread the word and
reduce the stigma surrounding epilepsy. Please do not
take others’ lack of knowledge personally.

There are materials available to help make the task of
educating others easier. Many find that a good videotape
or DVD to hand out to a school teacher or babysitter
can help tremendously. For recommendations and to
obtain materials, contact your local Epilepsy Foundation
affiliate, Parent Training and Information Center (PTIC) or
Community Parent Resource Center (CPRC).

Each of the local Epilepsy Foundation affiliates provides
seizure first aid training free of charge. Most of the
educational resources are free, as well.

For first aid training or any questions
about epilepsy or related services, contact

The Epilepsy Foundation of America
8301 Professional Place, East

Landover, MD 20785-2238
1-800-332-1000
www.epilepsyfoundation.org
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Appendix:

There are a variety of forms available to help keep track of seizures and other information about your child’s condition.
The following pages contain a selection of such forms. Choose the pages that work for you and make copies so you can
easily track your child’s records. If you would like to print copies from PDF format, access the Guide online at the Epilepsy
Foundation of Northern California website:

www.epilepsynorcal.org
(Find "Project Access" under Resources)

These forms are also available in Spanish and Farsi. To obtain a copy, please call the USC UCEDD at 323-361-3830 or access
the forms online at the USC UCEDD website.

www.uscucedd.org
(Type "Epilepsy Resource Guide" in the SEARCH box)
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Clear Form

F1 - Epilepsy and Seizure Disorders: A Resource Guide for Parents

Seizure Log

Directions: Use this form to keep track of your child’s seizure activity. Your notes will help your nurse and physician in further treatment of your child.

Time Time Current
Seizure Began Seizure Ended Medication and Dose

Any

Da .
= Intervention?

Description of Seizure

This tool was developed from the federal Maternal and Child Health Bureau, Health Resources and Services Administration under grant ‘H98MCO8579, funded to the USC UCEDD, Childrens Hospital Los Angeles, through its initiative, Project
Access: Improving Care for Children with Epilepsy Support was also provided by two other partners in Project Access: the National Initiative for Children's Healthcare Quality (NICHQ), under grant ‘U23MC038893, and the Epilepsy Foundation
of America, under grant ‘U23MC03909.



F2 - Epilepsy and Seizure Disorders: A Resource Guide for Parents

Clear Form

Seizure Description Sheet

Directions: Please check (v') what happens (or happened) during your child's seizure and bring this sheet to your
child's neurology appointment.

Description of Spell or Seizure

Body [] whole [ right [ teft [ can't tell
Movement [] jerking [] stiffness [] jerking and [] can’t tell
stiffness
&
[Jup [] closed [] right > [] left €

1]
\) :

‘@ [] stare [ ]stare and blink [ ] no change [[] can't tell
‘\\IO, “‘,,‘ “‘," ‘n‘t'
O SR O RO
)

Skin Color [ vlue v [Jno change v [ can't tell

| 4

Toilet [] pee-pee [] poop [] none [ ] can't tell
e ; =

% w2
Mouth [ dry [] drool [] foam [] bite tongue [ can't tell

How Often | [T daily [Jweekly [] monthly []other:

i

After Seizure or Spell
’:Iasleep ] drowsy ] atert [ confused ] paralyzed

< @ @

This tool was developed from the federal Maternal and Child Health Bureau, Health Resources and Services Administration under grant "H98MCO8579, funded to the
USC UCEDD, Childrens Hospital Los Angeles, through its initiative, Project Access: Improving Care for Children with Epilepsy Support was also provided by two other
partners in Project Access: the National Initiative for Children's Healthcare Quality (NICHQ), under grant “U23MC038893, and the Epilepsy Foundation of America,
under grant “U23MC03909.
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Clear Form

Seizure Action Plan

This form provides information to assist in the safe care of this child during a seizure

Name: DOB: Age: Age during 1% Seizure:

Parent/Guardian: Home: Work: Cell:

Alt. Contact: Home: Work: Cell:

Primary Doctor: Office: Fax: Alt.:

Neurologist: Office: Fax: Alt.:
Seizure Type Length Frequency Description

Does your child act differently before a seizure? [1Yes [ No  Explain:

How does child act after a seizure is over?

How do other illnesses affect child's seizures?

Seizure First Aid

In addition to Basic Seizure First Will child need to leave

Aid, the following procedures the classroom? [ Yes [ No

should be done when the child ghould an extra change of

has a seizure: clothes be kept at school? [ Yes [ No

If "yes," where are they kept?

Does child have a VNS? [ Yes [ No

If "yes," when should magnet be used?

Seizure Emergency

A seizure emergency for this child is:

I:l Administer emergency medication listed below

Contact school nurse at:

If an ambulance is required, transport to:

Notify parent at:

Protocol

Notify emergency contact at:

ooo oo

Notify doctor:

Doctor's Name Phone

Emergency Medication Plan

Basic Seizure First Aid

e Stay calm & track time

e Keep the child safe

® Do not restrain

* Do not put anything in mouth

e Stay with the child until fully
conscious

® Record seizure in log
e Turn the child on their side
For tonic-clonic seizures:
® Make sure head is protected
e Keep airway open/watch breathing

A Seizure is generally considered an
EMERGENCY when:

e A convulsive (tonic-clonic) seizure
lasts longer than 5 minutes

The child has repeated seizures
without regaining consciousness

e The child has a first time seizure
¢ The child is injured or has diabetes
e The child has breathing difficulties

Medication Dosage Method

When to use

Special Considerations/Safety Precautions

(with school activities, sports, trips, etc.)

Doctor Name & Signature:

Parent/Guardian Signature:

School Nurse Signature:

This tool was developed from the federal Maternal and Child Health Bureau, Health Resources and Services Administration under grant “H98MCO8579, funded to the
USC UCEDD, Childrens Hospital Los Angeles, through its initiative, Project Access: Improving Care for Children with Epilepsy Support was also provided by two other
partners in Project Access: the National Initiative for Children's Healthcare Quality (NICHQ), under grant “U23MC038893, and the Epilepsy Foundation of America,

under grant “U23MC03909.
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Clear Form

My Child’s Profile

Name

Date of Birth

Height Eye Color

Weight Blood Type

Languages Spoken Sex O male O female

Home Work Mobile

Telephone

Address

Parent/Guardian

Home Work Mobile

Telephone

Address

Parent/Guardian

Home Work Mobile

Telephone

Address

Emergency Contact

Relation

Home Work Mobile

Telephone

Primary Health Insurance

Health Insurance Plan

Plan Number

Secondary Health Insurance

Health Insurance Plan

Plan Number

This tool was developed from the federal Maternal and Child Health Bureau, Health Resources and Services Administration under grant "H98MCO8579, funded to the
USC UCEDD, Childrens Hospital Los Angeles, through its initiative, Project Access: Improving Care for Children with Epilepsy Support was also provided by two other
partners in Project Access: the National Initiative for Children's Healthcare Quality (NICHQ), under grant “U23MC038893, and the Epilepsy Foundation of America,
under grant “U23MC03909.
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Clear Form

My Child’s Profile

(Continued)

Primary and Secondary Diagnosis

Medical Alerts

Most Recent Hospitalization History Including Surgeries

Date Reason Name of Hospital Attending Doctor
. .. Office Number
Primary Care Physician
. Office Number
Neurologist
Notes

This tool was developed from the federal Maternal and Child Health Bureau, Health Resources and Services Administration under grant "H98MCO8579, funded to the
USC UCEDD, Childrens Hospital Los Angeles, through its initiative, Project Access: Improving Care for Children with Epilepsy Support was also provided by two other
partners in Project Access: the National Initiative for Children's Healthcare Quality (NICHQ), under grant “U23MC038893, and the Epilepsy Foundation of America,
under grant “U23MC03909.



Clear Form

F5 - Epilepsy and Seizure Disorders: A Resource Guide for Parents

Medication Log

Directions: Complete the chart below, listing all medications (prescription, over-the-counter, vitamins and supplements) your child takes. If the directions for
a medication changes, mark through that row and begin a new row with updated directions. Be sure to bring this sheet with you to all of your
child’s medical appointments so you can review the information with your child’s providers.

Start Name of Dosage Frequency What is it used for? End Comments
Date Medication Date

This tool was developed from the federal Maternal and Child Health Bureau, Health Resources and Services Administration under grant ‘H98MCO8579, funded to the USC UCEDD, Childrens Hospital Los Angeles, through its initiative, Project
Access: Improving Care for Children with Epilepsy Support was also provided by two other partners in Project Access: the National Initiative for Children's Healthcare Quality (NICHQ), under grant ‘U23MC038893, and the Epilepsy Foundation
of America, under grant ‘U23MC03909.
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Clear Form

Doctor’s Visit Notes

Directions: Usethisformtoremindyourselfaboutquestionsyouhaveforyourchild'sdoctorandtorecordyourownnotes
from the visit.

Date of Appointment

Name Phone

Doctor

Before the Visit

1. Reason for today's visit?

2. How long has it been going on?

3. What makes it better/worse?

4. What have you tried so far?

5. What do you hope will happen
at this visit?

Notes from the Visit

1. What is the diagnosis?

2. Does my child need a
prescription? If yes, what is the
medication and dosage?

3. What should the medication
do and when?

4. Is there anything I should
watch out for/side effects?

5. If no medication is needed,
what should I do for my child
to resolve the issue?

6. What should I do if my child gets
sick or has more symptoms?

7. Where can I get more
information?

This tool was developed from the federal Maternal and Child Health Bureau, Health Resources and Services Administration under grant “H98MCO8579, funded to the
USC UCEDD, Childrens Hospital Los Angeles, through its initiative, Project Access: Improving Care for Children with Epilepsy Support was also provided by two other
partners in Project Access: the National Initiative for Children's Healthcare Quality (NICHQ), under grant ‘U23MC038893, and the Epilepsy Foundation of America,
under grant “U23MC03909.
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Doctor’s Visit Tips

Get Ready

1. Bring any information that you have about your child (My Child's Profile)
2. Bring pen/pencil and paper to take notes

3. Check your data and be specific about all changes in your child's health status (Seizure Log, Seizure
Description Sheet)

4. Have a list of all medications your child is currently using, including over-the-counter drugs
(Medication Log)

5. Have a list of reactions your child has experienced from any medications, prescribed or over-the-
counter

6. Write all of your questions down before visiting the doctor (Doctor's Visit Notes)

Tell the Doctor:

. How your child has been doing

. Information about successes and setbacks

. Detailed information about changes and symptoms that are different from your child's normal status
. What you are concerned about

. When the symptoms started changing

. How often and when the symptoms occurred

N O U W N -

. What you have tried to relieve the symptoms and your child's response

Don’t Leave the Doctor’'s Office Without:

. Instructions and name(s) for new and old medication(s)

. Asking how long the child will be on medication and whether there are refills

. Asking about possible side effects or cross-reactions of medication(s)

. Asking what the child can eat with new medication(s)

. Asking if you need authorization before filling the prescription for your specific insurance provider
. Understanding all follow-up questions including how to report changes in symptoms

. Asking the doctor if you need a follow-up appointment

O N N U = W N =

. Making the next appointment, if needed

This tool was developed from the federal Maternal and Child Health Bureau, Health Resources and Services Administration under grant “H98MCO8579, funded to the
USC UCEDD, Childrens Hospital Los Angeles, through its initiative, Project Access: Improving Care for Children with Epilepsy Support was also provided by two other
partners in Project Access: the National Initiative for Children's Healthcare Quality (NICHQ), under grant ‘U23MC038893, and the Epilepsy Foundation of America,
under grant “U23MC03909.



Clear Form

F7 - Epilepsy and Seizure Disorders: A Resource Guide for Parents

Encounter Log

Date Name/Agency & Phone Purpose Type Result

Telephone
Written

In person
Email

Fax

Telephone
Written

In person
Email

Fax

Telephone
Written

In person
Email

Fax

Telephone
Written

In person
Email

Fax

Telephone
Written

In person
Email

Fax

O0000 | 00000 | Oooooo | ooooo|ooooaO

This tool was developed from the federal Maternal and Child Health Bureau, Health Resources and Services Administration under grant ‘H98MCO8579, funded to the USC UCEDD, Childrens Hospital Los Angeles, through its initiative, Project
Access: Improving Care for Children with Epilepsy Support was also provided by two other partners in Project Access: the National Initiative for Children's Healthcare Quality (NICHQ), under grant ‘U23MC038893, and the Epilepsy Foundation
of America, under grant ‘U23MC03909.



Clear Form

E8 - Epilepsy and Seizure Disorders: A Resource Guide for Parents

Key Contacts

Name Contact Numbers Address(es) Special Notes
Epilepsy Foundation Phone: 925-224-7760 5700 Stoneridge Mall Rd., Suite 295
Northern California Toll Free: 1-800-632-3532 Pleasanton, CA 94588
Fax: 925-224-7770 Website: www.epilepsynorcal.org

This tool was developed from the federal Maternal and Child Health Bureau, Health Resources and Services Administration under grant ‘H98MCO8579, funded to the USC UCEDD, Childrens Hospital Los Angeles, through its initiative, Project
Access: Improving Care for Children with Epilepsy Support was also provided by two other partners in Project Access: the National Initiative for Children's Healthcare Quality (NICHQ), under grant ‘U23MC038893, and the Epilepsy Foundation
of America, under grant ‘U23MC03909.
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An electronic version (PDF format) of the Guide
can be accessed via the Internet at the
Epilepsy Foundation of Northern California website:

www.epilepsynorcal.org/docs/parent_guide.pdf
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® Not another moment lost to seizures =\  Not another moment lost to seizures™ @\ Not another moment lost to seizures
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UNIVERSITY of ALASKA ANCHORAGE i e s i o F NEVADA WYOMING INSTITUTE FOR DISABILITIES

Project Access: Improving Care for Children with Epilepsy is a grant (¥H98MCO8579) from the federal Maternal and Child
Health Bureau, Health Resources and Services Administration, awarded to the USC University Center for Excellence in
Developmental Disabilities, Childrens Hospital Los Angeles. The grant subcontracts with UCEDDs in Alaska and
Wyoming, Family TIES of Nevada, and the Epilepsy Foundation of Northern California. The Epilepsy Foundation
Northwest and the Epilepsy Foundation of Colorado also provide support. Two other partners in Project Access also provide
support: the National Initiative for Children’s Healthcare Quality (NICHQ) and the Epilepsy Foundation of America.

4650 Sunset Blvd., MS# 53 ¢ Los Angeles, CA 90027-6062 ¢ Phone: 323-361-3830
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