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Advocacy
Advocacy – The discipline of representing and promoting the 
rights and interests of a vulnerable person or group of people.  
Advocacy is often part of the mission of an organization.

Legislative Advocacy – Refers to efforts to influence, or 
persuade a political system.  Legislative advocacy is usually a 
function of an organization that supports the overall advocacy 
role within the mission.

Education – Providing information to legislative bodies to enable 
them to make informed decisions.  Many non-profit organizations 
or government entities are prohibited from engaging in lobbying, 
and often times legislative advocacy, so they “educate.”



Advocacy Guidelines
1.  Avoid partisanship

2.  Know your audience

3.  Have an advocacy plan

4.  Share data – data matters

5.  Create a memory



Targeted Advocacy

Knowledge is power – Knowledge about your constituency (scleroderma patients), 
and knowledge about your target audience.

Timing is everything – Know when to approach a person or group, and know how 
to schedule appointments.

Build alliances – There is strength in numbers. Build alliances with other groups to 
support each other and to have legislative influence.



Shelley’s Story

• Symptoms - It took a decade

• Welcome to the club. 2009 Systemic Sclerosis

• From employment to disability

• Educating and advocating to bring awareness 



• Oh the places you will go, and the people you will meet!

• Experience as a Group Leader     



Dee’s Story



1.  Became my own best advocate.  Found a scleroderma specialist in 
Seattle to help with my treatment.

2.  Attended the Scleroderma Foundation Patient Education Conference in 
New Orleans in 2016.  (Met Washington Evergreen Chapter board members) 

3.  Wrote to my House and Senate representatives in Idaho upon returning 
home to Idaho from New Orleans Conference.

My Experience with Grassroots Advocacy





4.  
Wrote to 

Minnesota Vikings 
NFL team about 

positive 
experience I had 
while receiving 

treatment in 
Seattle





5. Applied for scholarship and attended Capitol Hill
Advocacy Day in September 2016.



6.  Started Southern 
Idaho Scleroderma 
Foundation Support 
Group in 2017



7.  My family has been actively involved in bringing about 
Scleroderma Awareness in the state of Idaho.



My son’s essay and his HOPE for Health Care:

”If our country could improve our 
health care system and help other 
countries meet their health care 
needs, then it may be easier to 

achieve world peace.”





Handouts & Examples

● Elevator speech

● What to Expect During Capitol Hill Advocacy Day

● Personal examples (letters, family involvement, etc.)



What Can I do Now?
• Practice your Elevator Speech

• Develop and write your story

• Develop a plan with your Support Group to create a local 
Advocacy Day to meet with representatives

• Webinars hosted by National Scleroderma Foundation to 
help with writing templates and advocacy workshops

• Contact Shelley or Dee for upcoming events 
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