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What is 
Self - Advocacy?

Self - advocacy means speaking up for 

yourself to make sure your needs are 

understood and respected. You can use 

it in healthcare, in the community, and 

with family members.

When you hear the word ‘advocacy ’ what feelings come up for you?



Barriers to Self-Advocacy

Common barriers:

• Fear of not being taken seriously.

• Feeling rushed during medical 

visits.

• Stigma and misunderstanding 

from others.

• Fear of discrimination in school, 

work, or the community.



Navigating the 
Healthcare System

• Write down questions and bring them to 

appointments.

• Track incidents, medications, and side 

effects.

• Ask for clear explanations in plain 

language.

• Bring a trusted support person.

• It’s okay to get a second opinion.

“I need more time to understand this option before making a decision.”



Prepare for Your Visit

• Make a list of any concerns since your last visit, thinking about:

– Symptoms you have experienced

–Medication side effects

–Mood changes

–Any ways you have felt unsafe

• Put accommodations in place:

–Do you need any communication assistance?

–Do you need any special considerations for noise, lights, etc.?



Utilize S.T.E.P.S. to have open and stronger 

conversations with your healthcare providers.

S -  Seizures: Track seizure types, frequency, and triggers.

T - Treatment:  Share what’s working, what’s not, and any 

side effects.

E -  Emotional Impact:  Talk about mood, stress, or how 

epilepsy affects daily life.

P -  Personal Goals:  Discuss what you want (school, work,    

independence, quality of life).

S -  Safety:  Raise questions about risks, first aid, driving, 

activities, and SUDEP awareness.

Example Resource



Example Resource



What Your Support Person Can Do

• Review your questions beforehand and help you prioritize them

• Remind you if you forget to ask a question that was important to you

• If you get overwhelmed at any point, they can continue with the 
questions you prepared

• Take notes for you while you are in conversation with the doctor

• Be an extra set of ears and summarize the key points of the 
appointment at the end



A second opinion helps you confirm your 

diagnosis, explore treatment options, and 

feel confident in your care.

It is your right as a patient; seeking another 

perspective is common and accepted.

Prepare your records: bring test results, 

medications, seizure logs, and questions!

IT’S OKAY TO ASK FOR 
ANOTHER PERSPECTIVE

What questions would you want answered 

in a second opinion?



BE HONEST & EXPRESS 

YOUR GOAL

EMPHASIZE 

COLLABORATION

NORMALIZE IT. IT IS NOT A REFLECTION 

OF YOUR PROVIDERS COMPETENCE.

“I’d like a second opinion to 

better understand my 

treatment options.”

I’d like a second opinion to 

explore all available options 

and feel confident in my 

treatment plan.

“I value your expertise and 

want another perspective 

before making a decision.”

“I hope to get another 

perspective while still 

keeping you involved in my 

care.”

"I really value your expertise and the care 

you’ve given me. To make sure I fully 

understand all my options and feel 

confident in my treatment plan, I’d like to 

get a second opinion. Could you help me 

with my records or a referral? I hope to 

keep you involved in my care as I explore 

this."

Communicating Your Needs Confidently
Together, We Speak. Together, We Are Heard. Together, We Thrive.



Advocacy in the 
Community

What is one situation in your daily life 

where more awareness would make 

things easier for you?

“I live with _______, and here’s what helps keep me safe…”



Community Advocacy

SCHOOL WORKPLACE MYTHS

IEP/504/Seizure Action Plans
Accommodations, Seizure 

Action Plans, staff trainings

Correct myths that exist about 

your condition

FUNDRASING/ 

AWARENESS
SUPPORT GROUPS SHARE YOUR STORY!

Join local awareness 

events/ volunteer to help

Attend in - person or virtual 

support groups

The best way to advocate is to educate 

those who may not understand! Share your 

experiences!



Advocate at Work
• Accommodations for you

• Trainings for your colleagues



Advocate at School

• Accommodations for you

• Trainings for staff and classmates



Example Resource
A Seizure Action Plan (SAP) is a written guide 

that explains an individual’s specific seizure 

types, how to respond safely during a seizure, 

when to seek emergency help, and any 

medications or precautions needed. It includes 

emergency contacts and important safety 

information.

Importance:
• Safety: Ensures others know exactly what to do during a 

seizure.

• Advocacy: Gives you a clear way to communicate your 

needs in school, work, or public settings.

• Preparedness: Reduces fear, uncertainty, and stigma.

• Empowerment: Puts YOUR voice at the center of your 

care and daily life.



Self-Advocacy in Legislation 

• Vote for candidates who listen to and support you and members of your 
community

• Get on advocacy mailing lists for your community

• Pay attention to new bills that may impact you (legiscan.com)

• Write a letter or talk to your representative about how they can support 
you and your community



From Patient to 
Self - Advocate: 
Practical Skills

“I’m the expert in my experience; you’re 

the expert in medicine. Let’s work 

together.”



Skills Toolbox

Rights

Document

Allies

Learn about disability protections, patient rights, 

and reasonable accommodations if needed

Keep log/journal for records of symptoms, 

interactions, calls

Indentify supportive people who you can lean on

“I” Use “I” statement (“I need...”, “I feel...”)

Ask Ask for clarification, Seek 2nd opinion if needed

Practice Advocating take practice and repetition. Listen to 

build understanding and trust. Don’t give up if the 

first answer is “no”.

“Advocacy is not just 
for me — it’s for 

every person living 
with epilepsy.”

“I want to contribute 
fully, and that 

means making sure 
my health needs are 

respected.”

“Please slow down. I 
want to fully 

understand before 
we move on.”



Empower
Educate
Advocate

YOU MATTER
Advocating for yourself isn’t always easy — it takes 

courage, practice, and persistence. But every time 

you speak up, you protect your safety, your rights, 

and your future.

Questions/ Comments/ Connect

info@epilepsyadvocacynetwork.org

815- 846 - 0881

Kari Jones



OPENDiscussion
ADVOCATING 

FOR 
YOURSELF
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