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Let’s Talk About Advocacy!




What Is Advocacy?

Advocacy is an on-going process of building
partnerships so that others will act for and
with you turmng passive support into educated
W R action.




Advocacy Happens Everywhere!

» Medical
settings

- Families

» Schools

« Community




But how do we advocate in a way that
our message is heard and
our needs are met?
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STAND PROUD

You are the expert of you!
Your story and experiences are valid and valuable!

You are the perfect advocate for you and those you
love!



Advocacy Skills Can Be Learned...




Being A Great Advocate Means....

 Speak up for yourself.

- Know what you want to say. What is your
message or goal? What do you need?

« Know your rights.

- Take responsibility for yourself,
your decisions, and
your actions.




Great Advocacy SKills Include....

- Believe in yourself and the
importance of your message.

- Educate yourself about your

condition and know where to find additional
resources.

 Consider the knowledge level, positions and
constraints of the people you are speaking to.



Great Advocacy SKills Include....

- Bring someone with you to
agpomtments, the hospital, or when
advocating for our community.

There is strength in numbers. {@%\m&

- Practice what you are going to say
before you need to say it...be prepared.



Great Advocacy Skills Include.....

- Make eye contact.

» Be courteous and concise.

» Treat others with the same
calmness and respect as you
want to be treated.




Great Advocacy SKkills Include...

- Know that when one approach doesn’t work, try
again with a letter or email ~ go to a supervisor
~ have a friend or family member help.

- Be persistent!




Doctor Appointments For You And
Those You Love
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Advocating At Doctor Appointments

Advocating well with doctors for yourself, your
child, or another loved one can make a
difference in the care you or your loved one gets.




Have A Goal!

Why are you having this appointment?

- Create a specific goal based upon your
symptoms or what you need from this
appointment.

e.g. What can I do about my muscle spasms?

- Limit to two goals per appointment.



Have Reasonable Expectations!

« Understand the limits of modern medicine.

- There is not always a cure or “fix”, but it is often
possible to manage symptoms.

- Be open to treatment options your doctor
proposes if they are not

contraindicated for
your conditions.




Have Reasonable Expectations!

- Doctors cannot read medical articles or go
through your 3-ring binder during an
appointment. Keep resources brief or send
information before the appointment in enough
time for the doctor to read if your doctor agrees.

» Doctors cannot be experts in all genetic,
acquired, or developed health conditions. Learn
all you can about your conditions and find
doctors willing to learn about them with you.



Advocacy Is About Partnerships ~
_',"'! Not Battles!

-

o S};mpéthize with the challenges and pressures
your doctor is under.

- Use words like “We” and “Us” to emphasize you
are a team.

- Find ways to laugh together or things you have
In common.

- Compliment and thank your doctor.
- Grow a relationship so that you get better care.



At the Appointment ~ Plan Who Is
The Point Person [osgil

» You need a good thinker and advocate at the
appointment. It may be you or it may not be, but
plan ahead who will be the speaker.

- Bring a family member or friend as a support and
extra pair of eyes and ears.

- Take notes during the appointment or ask to record
the appointment ~ it is too hard to remember
everything.



At The Appointment ~ Remember:

» Your doctor is the expert of the human body and
you are the expert of you. —

» You are not looking for validation,
but are looking for problem solving. ™ & gzt

 The focus i1s on information sharing, identifying
priorities, and discussing treatment options.



At The Appointment ~ This Is Key!

- Be open to trying different treatment options.

- If you say no to everything proposed, then your
doctor’s toolbox of treatment options is empty.

- See more information about having great Doctor
Appointments in our Appendix.




Advocacy In Hospitals




Have A Goal!

- Advocacy in hospitals and emergency rooms
leads to better patient outcomes.

- Know what support you are seeking before
you go, e.g. I am not sure if my leg is broken or
dislocated.

- Goals are often adjusted as mrcumstances
change.




Have Reasonable Expectations!

» The role of the ER is to stabilize patients so you can
see your local doctors or so you can be admitted into
the hospital.

« Hospitals and ERs are not the best places for non-
urgent diagnosis, primary care, general health, or
pain management.

» Outcomes might include continuing care with your
doctor or by adding new specialists to your medical
team.




Advocacy Is About Partnerships ~
When It Has To Be Quick!

/

In limited time and an often hectic environment,
we need to create an information exchange and
build trust to advocate for our best care.







