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• How to handle IEP and 504 meetings with 
confidence.

• Advocating for the right classroom 
accommodations.

• Protecting your child’s rights regarding 
seizures, medical absences, and 
emergency plans.

• How to organize your medical team, 
manage behavior concerns, and speak up 
so the school listens.

What we’ll cover today



Unique Challenges
• Invisible Burden: Recurrent 

seizures, memory gaps, 
processing fatigue, learning and 
mental health challenges.

• Medical Impact: Absences, in-
school health needs, exclusion 
from activities or curriculum.

• Duration: Conditions can be 
temporary or lifelong, 
complicating planning.

• Confusion: Uncertainty often 
stalls needed support.



Legal Protections: Your Safety Net

Section 504 / ADA
Ensures Equal Access. 

Prevents discrimination. 

Changes *how* a child learns, 

like rest breaks, extra time, 

virtual instruction, or a modified 

schedule.

IDEA (IEP)
Ensures Specialized Instruction 

(Special Education). For kids 

whose medical journey impacts 

*what* they learn. Focuses on 

unique academic, functional, and 

behavioral needs.

Health Plans (IHP)
Specific medical care at school. 

Outlines diagnoses, daily needs, 

emergency procedures. Best when 

merged into the IEP for  for legal 

accountability.

(American Academy of Pediatrics. (2025, July 14). Supporting children and youth with epilepsy at school.)

https://www.aap.org/en/patient-care/epilepsy/managing-pediatric-epilepsy/supporting-children-and-youth-with-epilepsy-at-school/


The Comprehensive IEP
The Whole Child: Covers academic achievement, functional performance, 
social emotional (including behavior and self-regulation), and medical safety 
in one document

Academic Core: Add specific catch-up goals for reading, math, and writing if 
significant instruction was missed .

Real-Life Accommodations: Ask for practical tools like elevator passes, a 
second set of textbooks for home, scheduled brain breaks, or assistive tech.

PRO TIP: The IEP is a Legal Contract
It must cover EVERYTHING: learning, attention, processing speed, behavior, 
and social-emotional needs. If it affects their school day, it belongs in the IEP.



Meaningful Assessments
Comprehensive evaluation in all 
areas of suspected disability

Evaluator expertise (brain surgery + 
invisible impacts)

Collaborative approach (parents and 
child are part of the process)

Re-evaluate at least every three 
years (don’t accept records review)



Medical Information and Emergency Planning

Individualized Health Plans (IHPs)

Detailed Medical Information in IEPs Seizure Action Plans
Create a comprehensive seizure action 
plan outlining the steps to take in the event 
of a seizure. Incorporate this plan into the 
student's IEP or 504 plan. (See Seizure 
Action Plan Coalition & Seizure Safe 
Schools Courses, Epilepsy Foundation)

Emergency & Evacuation Plans
Create clear, actionable emergency plans 
that detail steps to take during a medical 
emergency, including communication 
tools, sensory needs, access to medication, 
evacuation procedures, and staff training.

Individualized Education Plans should 
include comprehensive medical information 
(diagnoses, medications, accommodations) 
to ensure the school is prepared to support 
the student's needs. (see Managing Epilepsy 
in Schools | Managing Health Conditions in 
School, Centers for Disease Control)

Develop detailed Individualized Health Plans 
(IHPs) that outline the student's medical 
needs, emergency protocols, and 
responsibilities of school staff. Include 
mental health diagnosis and support needs.

https://seizureactionplans.org
https://seizureactionplans.org
https://learn.epilepsy.com/collections/seizure-safe-schools-courses
https://learn.epilepsy.com/collections/seizure-safe-schools-courses
https://www.cdc.gov/school-health-conditions/chronic/epilepsy.html
https://www.cdc.gov/school-health-conditions/chronic/epilepsy.html
https://www.cdc.gov/school-health-conditions/chronic/epilepsy.html


Social 
emotional 
impacts



Attendance & Truancy Issues

Addressing Frequent 
Absences

Letters to 
the school

Flexibility with 
Scheduling

PRO TIP: 
The school cannot punish the child for medically related absences.



Building Your Team

Open communication 
between parents, school, 

medical professionals

Importance of 
parental 

involvement

Preparing detailed 
input for IEP 

meetings

Students with complex medical needs require 
comprehensive supports and personalized education. 



Training and Accessibility

Schools must create a safe and supportive environment for all students, 
including those with complex medical needs or disabilities.

Training for all staff who interact with the student

Supports in every setting (lunch, recess, field trips) with 
needed accommodations

Including extracurricular activities



Inclusion & Supports

• Mainstream is the starting 
point.

• Explore general education 
accommodations.

• Keep the child connected to 
peers and curriculum.

• Some students may need 1:1 
support to access the school 
day.



The Placement Continuum

Mainstream
Full inclusion with supports 

is the legal starting point 

and the goal.

Homebound 
(Gen Ed)
For temporary medical 
recovery.  Provides 
minimal instruction during 
short-term recovery 
periods.

Homebound 
(IDEA)
A specialized IEP placement 
for long-term needs. Requires 
full  FAPE, including regular 
assessments and services.



Preparing for the Future

Postsecondary Planning:

• Transition goals in the IEP

• Foster self-advocacy skills

• Prepare for college or the 

workplace

• Healthcare management is key



SUPPORT

LEGAL & 
FINANCIAL

Private Insurance

Case Manager
Mom

Medicaid

Bennett’s Care Map

PEDIATRIC PROVIDERS
Neurology - epilepsy specialist
Neurovascular specialist
Neurosurgery
Radiology
Genetics

DEVELOPMENTAL 
ASSESSMENTS
Neuropsychological
Mental Health

EDUCATION & 
EMPLOYMENT

Dental
Vision

AUDIOLOGY

INSURANCE

HEALTH

Assessment
Auditory training
Hearing aids?
SLPVISION  

Neuro-ophthalmology
Optometry
Developmental optometrist
Vision therapy

MENTAL HEALTH
Counseling
Crisis Management
Medication

ADULT PROVIDERS
Neurology - movement disorder specialist
Neurosurgery - hydrocephalus & shunt management
Primary care - wellness, Rx, labs, referrals, 
vaccinations, Urgent care/ED
Orthopedist
Physiatrist
Orthotist
Sleep specialist
Dermatologist
Urologist

THERAPIES
Occupational Therapy
Physical Therapy

PEOPLE
Family
Friends 
Neighbors

1:1 SUPPORT STAFF
Adaptive skills training
Behavior coach/BCBA
Social coach/personal assistant

THERAPISTS
Behavior coach
Executive function specialist
1:1 counseling
Family therapy
Music therapy
Bodywork
Massage

TRUST & ESTATE
Attorney
Financial Advisor

ABLE ACCOUNT

STATE & FEDERAL 
BENEFITS
SSI
Benefits Specialist
IHSS
Regional Center/SDP
Independent Facilitator
Medicaid Waiver
HCBS
DDS
Housing (Section 8 waitlists)

CONSERVATORSHIP

RECREATION & 
COMMUNITY

Special Olympics
Lighthouse for the Blind
Best Buddies
Center for Independent Living
Dating coach
Financial coach
Transportation
Vacation travel

GROUPS
Pediatric Epilepsy Surgery Alliance
DEE-p Connections
AS/ND List Serv
Support for Families
Epilepsy Surgery Support
Council of Parent Attorneys and Advocates
Stanford Neurodiversity Project

SCHOOL
Disability Services & Programs for Students (DSPS)
Computer Adaptive/Assistive Technology 
Tutor
Course advisor
Counselor
Professors

EMPLOYMENT
Vocational Rehab Dept
Regional Center Employment Specialist
Service Agency
Career Counselor
Job Coach
Assistive Technology
Employer

DENTIST

Bennett
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Goal Bank
Our IEP GoalBank includes sample 
goals in Literacy, Math, Assistive 
Technology, Hearing & Listening, 
AAC, Behavior, Speech & Language, 
Executive Function, Life Skills, 
Health, OT, PT & APE, Vision, O&M, 
and Transition.

Transition Roadmap for 
Youth with Neurological 
Conditions
This course covers the transition to 
adulthood, healthcare transition, 
future planning, decision-making, and 
more.

Educational Transition For 
Youth With Neurological 
Conditions 
100+ page guide to help use the IEP 
to support the transition process; 
includes info on health transition, 
college resources, template letters, 
and checklists. 

The Almost Everything List
Our resource list includes information 
about school, adult life, financial 
assistance, decision-making, family 
resources, and more. Be sure to check 
back regularly for new resources. 

Special Education 
Resource Guide
A comprehensive spreadsheet 
designed for parents, caregivers, and 
educators; includes 
accommodations, related services, 
staff training, and more.

School Advocacy Toolkit

Our website and YouTube 
channel
Our website and YouTube channel offer 
comprehensive, valuable resources, 
including guides and webinars on learning, 
therapies, and more.

https://epilepsysurgeryalliance.org/2022/02/15/our-new-goal-bank-will-help-you-navigate-your-childs-iep/
https://advocacyuniversity.teachable.com/p/education-transition
https://advocacyuniversity.teachable.com/p/education-transition
https://advocacyuniversity.teachable.com/p/education-transition
https://www.childneurologyfoundation.org/wp-content/uploads/Education-Transition-for-Children-With-Neurological-Conditions-FINAL.pdf
https://www.childneurologyfoundation.org/wp-content/uploads/Education-Transition-for-Children-With-Neurological-Conditions-FINAL.pdf
https://www.childneurologyfoundation.org/wp-content/uploads/Education-Transition-for-Children-With-Neurological-Conditions-FINAL.pdf
https://docs.google.com/document/d/1PRcsMAODUGkzcNmsc-mc4NBU8Zxh_ZmuYjFYBUxRs7U/edit?tab=t.0
https://docs.google.com/spreadsheets/d/1Ey6-oKx2jCculq8ihNdqK5AXh4Bq2TRf6NhlFzu0YsY/edit?gid=0
https://docs.google.com/spreadsheets/d/1Ey6-oKx2jCculq8ihNdqK5AXh4Bq2TRf6NhlFzu0YsY/edit?gid=0
https://epilepsysurgeryalliance.org
https://www.youtube.com/@PESAlliance
https://www.youtube.com/@PESAlliance


Thank you
Audrey Vernick
Director of Patient and Family Advocacy
Pediatric Epilepsy Surgery Alliance
P: 833-675-3335
avernick@pesalliance.org

pesalliance.or
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research
information + resources

peer support
school training

advocacy +
collaboration

pesalliance.org 


