
Advocating 
for Yourself 
in 
Healthcare 
Settings



Introduction
• My name is Nicole Noblet.

• I work for Eitas as a Peer Resource 
Specialist.

• I am involved with disability 
advocacy in Missouri and across 
the country.

• I have a dog named Pebble, 
who loves to run with me alongside 
my power wheelchair.

• I use Augmented and 
Alternative Communication (AAC).



What You 
Will Learn

• Communication strategies for AAC users and 
others with communication disabilities

• Getting your needs met
• Talking about your concerns
• Feeling listened to and respected
• Preparing for your appointment
• Using Charting the Life Course tools
• AASPIRE Toolkit
• Keeping track of your healthcare
• What to do if the provider is talking to your 

supporter and not yourself
• What to do if you are not satisfied with your care



Communication Strategies
• If possible, schedule a longer appointment.

• Tell your provider how you communicate and how they 
can best communicate with you.

• Keep your Speech Generating Device charged and with 
you.

• Have access to age appropriate AAC, that uses 
accurate names for body parts.

• Add to your patient chart that you use AAC or have a 
communication disability.

• Doctors make assumptions about what they don't know.

• To save time, I add things to my device: full name, Date 
of Birth, height, weight, medications.



Getting Your Needs Met
• Find a provider that is knowledgeable about your health 

conditions.
• Write down what you want to talk to your provider about.
• Bring a support person who knows your medical history, if 

needed.
• When able, ask for Tele-Health (video or phone call) visits, 

if this is helpful.
• If you don't understand something, tell your provider and 

have them explain it in a way you can understand.
• Have the provider write down instructions step by step, in 

a way you can understand.
• Ask for accommodations if needed.



Talking About Your Concerns
• Make a list of things you need to talk to your provider 

about.

• When scheduling the appointment, a lot of times 
they will ask why you are making the appointment.

• When the nurse is checking your vitals and going 
over your medications, tell them what you need to 
talk to your provider about.

• If your provider doesn't address all the things you 
needed to talk about, speak up.

• If you need to see a specialist, ask your Primary 
Care Provider for a referral.



Feeling Listened to 
and Respected

• Correct assumptions 
providers may make about 
you or your disability.

• Find a provider that makes 
you feel comfortable and safe 
- one who cares about you as 
a person, not just a number.

• Example: I saw a doctor who 
told me they don't treat 
patients with cognitive delays 
- this was not a good 
doctor for me.

• Find a doctor who listens and 
takes your seriously, no 
matter how small your 
concerns are.



Preparing for Your 
Appointment

• Check-in online if you have a patient portal 
(saves time).

• Write down what you need to talk about.
• Bring a support person, if needed.
• Know what medications you take.  Write 

this down if needed.
• Know what type of provider you are seeing.
• Keep track of your appointments.



Using Charting the Life Course Tools



Using Charting the Life Course 2



Patient 
Portal

• Quick access to 
providers

• Access on your 
Smart Phone or 
tablet



Medical Home

• Patient Centered
• Comprehensive
• Coordinated
• Accessible
• Committed to Quality 

and Safety
• Culturally Competent 

Care



Supported Decision Making 
for Healthcare

• Getting help making healthcare decisions.

• Having someone you trust help you understand 
what your provider is saying.

• Make a Supported Decision-Making  agreement.

• Make an Advanced Directive.

• Durable/Power of Attorney.

• If you are told that you cannot bring a support 
person with you to your appointment, you can.  You 
just might have to fight for your right to do so. This 
will benefit more than just yourself.



Talk to Me, I'm the Patient
• Remind the provider to talk to you, 

not the support person.
• "I am capable of answering your 

questions.  Please direct your 
questions towards me".

• You are the expert on your body.  
Don't let someone else decide what 
is best for you.



Not Satisfied with Your Care

• You can choose a different provider.  This can be challenging 
because of insurance coverage, but it is an option you have.

• Talk with your provider, or the clinic/hospital's case manager or 
patient advocate.

• If you believe that you have been discriminated against, you can 
file a case with the Missouri Commission on Human Rights.
o I just resolved my case of discrimination.



Questions
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