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What 1s
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?
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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.
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* Write down questions and bring them to
appointments.

* Track incidents, medications, and side
effects.

 Ask for clear explanations in plain

language. C
 Bring a trusted support person.
* It's okay to get a second opinion.



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.?




With the right S.T.E.P.S., you can have stronger conversations with

your healthcare provider and work together to reach your goals.

S.T/E.P.S.

e for Patients With Epilepsy

A Discussion Guid

How often are you having seizures? Please check one and fill in the blank
where appropriate.

Do you experience any of the following symptoms while having
a seizure? Please check all that apply.

O times per month 0 times per year [J Muscle jerking [[] strong sense of déja vu
D times per day D times per week D Seeing, smelling, tasting, D Muscle stiffening

. hearing, or feeling things that = 2
D | don’t know aren't there D Repetitive behaviors

D Involuntary muscle
movements

What time of day do your seizures occur? Please check all that apply. [J Contusion

D Convulsions

D Morning D Afternoon D Nighttime

D Loss of consciousness

How long do your seizures normally last? D S D Other:

TREATMENT

On a scale of 1 to 10, how well is your current epilepsy medicine{s) working?

Utilize S.T.E.P.S. to have open and stronger
conversations with your healthcare providers.

Since starting your current treatment, have your seizures been

Please circle one.
1 2 3 4 5 6 7 8 ) 10
Inee wetningl lwtriung satrermety well

What side effects (if any] are you experiencing with your current epilepsy
medicinels]? Please check all that apply.

less frequent? Please check one.

Cyes [ no

Have you missed any doses lately? Please check one.
D YES D NO D | don't know

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

(] pizziness [] Sleepiness . ,
[ Hesdache ] Dbt chaipen roanhasd T-Treatment: Share what’s working, what’s not, and any
[C] Doubte vision [] other: if s0, how often?

side effects.

Have you noticed any changes in mood because of epilepsy?
Please check one.

[Oves [ no

If so, please describe those changes.

Have seizures affected your relationships with your partner, family,
friends, or others? Please check one.

COves [ no
PERSONAL GOALS

To help achieve those goals, would you be interested in adding
to or switching your epilepsy medicine(s]? Please check one.

Oyes [ no

SAFETY

Does epilepsy hold you back in your everyday activities?
Please check one.

Oyes [ wno

If yes, which activities are you being held back from?

Have seizures interfered with your ability to hold
a job or go to school? Please check one.

Oves [ wno

If seizures are affecting your emotions, would you like any
resources to help you cope?

COyes [ no

If yes, what kind of resources would be helpful?

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).

What's your overall goal for today’s visit?

S- Safety: Raise questions about risks, first aid, driving,
activities, and SUDEP awareness.

What are your overall goals for the next year?

Do you take the necessary safety precautions when doing everyday
activities? If so, what are they?

Are you aware of sudden unexpected death in epilepsy ISUDEP)}?
Please check one.

COvyes [ w~o




Self-Advocacy at Medical Appointments

Why I'm going: When my symptoms started:
(O Healthy check-up

O Sick:

O Injured:

O Other: How you can help me

feel comfortable:

My symptoms: (O Tell me what you're going to do.

O Talk slowly.

O Write information down.

(O Use hand gestures.

(O Use pictures.

(O Avoid medical jargon.

(O Talk to me first, not my support
person.

O Bright lights bother me.

O Loud noises bother me.

O Other:

O oOther:

Where my symptoms are:

My questions & concerns:

Wong-Baker FACES® Pain Rating Scale
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No A Little A Little Even More A Whole Lot Worst
Pain Pain More Pain Pain Of Pain Pain

©1983 Wong-Baker FACES Foundation. www.\WongBakerFACES org Used with permission
Qriginally published in Whaley & Wong's Nursing Care of Infants and Children, ©Elsevier Inc. Wording medified for adult use,
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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

qguestions 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




IT'S OKAY TO ASK FOR
ANOTHER PERSPECTIVE

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!

What questions would you want answered
in a second opinion?




Communicating Your Needs Confidently

Together, We Speak. Together, We Are Heard. Together, We Thrive.

BE HONEST & EXPRESS
YOUR GOAL

EMPHASIZE

NORMALIZEIT.IT ISNOT A REFLECTION

COLLABORATION —— OFYOURPROVIDERS 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 confidentin 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 | 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 areferral? | hope to
keep you involved in my care as | explore
this."
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Advocacy 1n the
Community

4 What is one situation in your daily life - !

where more awareness would make

Z

things easier for you?

" live with , and here’s what helps keep me safe...”



Community Advocacy

SCHOOL WORKPLACE

Accommodations, Seizure Correct myths that exist about

IERissySelZUre Aetion PlRans Action Plans, staff trainings your condition

FUNDRASING/
AWARENESS

SUPPORT GROUPS SHARE YOUR STORY!

The best way to advocate is to educate
those who may not understand! Share your
experiences!

Join local awareness Attend in-person or virtual
events/ volunteer to help support groups




Advocate at Work

‘[AN EMPLOYERS INDIVIDUALS TOOLKIT ADA ATOZ SITUATIONS MYJAN PUBLICATIONS ABOUT

« Trainings for your colleagues

LIBRARY LISTS & SOLUTIONS & ARTICLES JAN

lob Accommcdation Metwaork

By Disability By Limitation By Work-Related Function By Topic By Accommodation

By Limitation - Find information on accommeodations organized by limitation.

Q Filter Limitations Begin typing search phrase to filter results Category: _none - +
Attentiveness/Concentration Executive Functioning No Speech Speech Disfluencies
Deficits
Auditory Discrimination Eve Strain/ Asthenopia Noise Sensitivity Speech Impairment
Auditory Processing Feeling/Sensing Non-compliant Behavior Squatting
Auditory Sequencing Fine Motor MNon-Stuttering Speech Standing

Disfluency



Trainings for staff and classmates

Falls under the
Individuals with
Disabilities Education
Act (IDEA)

For students aged 3-21.
May or may not carry over
into accommodations for
college or postsecondary
programs

Provides individualized
special education and
related services to meet a
student’s unique needs

Has a narrower
definition of a
disability

Provides
postsecondary
transition services

504 Plan

Falls under
Section 504 of the
Rehabilitation Act
of 1973

For students aged 3-22.
May or may not carry over
into accommodations for
college or postsecondary
programs

Provides a blueprint for
how the school will
provide support and
remove barriers for a
student with a disability

Has a broader
definition of a disability

Provides
postsecondary
transition services




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.

epilepsy
AT

Distributed by

epilepsyallianceamerica.org

Acute Seizure Action Plan

Manme: Birth date: _ Today's date:

Care partner phona numbsars: Provider name/facility:
Provider phone numbears:

Usual Seizure Pattern

Triggers:

Pattern of seizures:

Allergies:
What the seizures normally look like (Check all that apply) Describe:
.\/ X }!' >y *
[ atonic seizure = D absence seizure DTon-c seiZure O Cionic seizure Orocal impaired awareness seizure
(also called drop) (also called petit mal) (also called complex partial)

Care

.": Y It this happens,

provide standard care

aﬂi‘ﬁo :A«*Jﬁ -% 0

Keep person safe Don't restrict Stay with person Keep a record

@Y Frovide Rescue Treatment

s 3 If this happens,

provide standard care (above) and rescue treatment

@ 0 e T

Rectum Mouth Oother:
O O

T Call for Emergency Help
; If any nfﬂ'mae happen, _ Get help now

@ L

Call Healthcare Provider if:
ElSelzurelunger
minutes [JUnusual seizure  [Jinju rymluelps Call for Emergency Help if:

Healthcare Provider Authorization
Signature: Provider Printed Name: Date: For usa from: to:




Self-Advocacy in Legisiation

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
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From Patient to
Self-Advocate:
Practical Skills

- 4 I'm the expert in my experience; you're
) the expert in medicine. Let’s work
together.”

25




Skills Toolbox

. Rights Learn about disability protections, patient rights,
and reasonable accommodations if needed

(11 k44
. I Use “I” statement (“| need...”, “l feel...”)

Keep log/journal for records of symptoms,
2 Document °°° °9/ yme
iInteractions, calls

Indentify supportive people who you can lean on

Ask for clarification, Seek 2nd opinion if needed

. pra‘ti‘e Advocating take practice and repetition. Listen to
build understanding and trust. Don’t give up if the
first answer is “no”.




Empower YOU MATTER
Ed “cate Advocating for yourself isn’t always easy — it takes
courage, practice, and persistence. But every time

Advo ‘ate you speak up, you protect your safety, your rights,
and your future.

Questions/ Comments/ Connect

info@epilepsyadvocacynetwork.org
815-846-0881

Kari Jones




ADVOCATING

YOURSELF
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