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National MPS Society 

Welcome 
Why are you here? 

Presenter
Presentation Notes
If you can drop a quick note into the question box on your gotowebinar pane and write in why you wanted to participate in tonight’s webinar – just a brief message.Maybe you have met with a lawmaker or plan to do so in the future…Maybe you’d like to share your story with the media to advocate for MPS related issues…Maybe you have a child with MPS or an MPS related disease and want their teachers, care providers, and doctors to better understand them and their disease…Maybe you yourself have MPS or an MPS related disease and want to educate your teachers, employers, and healthcare providers…Maybe you want to fundraise for MPS research…Whatever your motivation, there are many ways we can utilize our personal story to advocate for MPS and MPS related diseases.  But it’s not as easy as just talking about our experience.  If we want to be effective, we need to learn HOW to tell our stories.People like  myself who work with non-profit organizations on their advocacy campaigns are always talking about the need to find “real story-tellers” – they really do provide the power behind our campaigns.  But we talk about it so much that we sometimes take for granted that story-tellers need help learning how to tell their story to be effective.That’s our goal tonight – to help you learn how to effectively tell your story.



Why are personal stories 
powerful? 

Presenter
Presentation Notes
They make the issue realThey make the listener feel as well as thinkThey capture interest/attentionThey are true! – credibility; can’t be questioned the way facts and data can



   Diane Jones,     
 Ohio 

Responded to a request 
to share stories about the 

impact of secondhand 
smoke 

 
Nearly 100 people per 
day took action on the 

campaign website on the 
days her ad ran. 



The Connelly Family, ME 
“The canary in the coal mine” 



What’s unique 
about storytelling 

for advocacy? 

Presenter
Presentation Notes
We have an end goal that is very specific – there is something we want and someone has the power to give it to us.Our job is to make it easy for that decision-maker to give us what we want – we need to convince them that it’s in their best interest, to make our issue compelling, to make our issue seem real and important.That means that we must story-tell with a purpose.  We need to be strategic about what parts of our story we share.  *What’s relevant to the issue at hand?  *What parts of our story might resonate with the decision-maker?  *What might help the listener think about the issue in a new or unusual way?



What makes a good advocacy 
story? 



Why is it 
hard to tell 
our story? 
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Soooo much 
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Why is it 
hard to tell 
our story? 

It’s emotional 

Details are 
important to 
us…but not 

necessarily the 
listener 

Adults have the 
attention span of 

an ant 

Soooo much 
information… 



How do I tell my 
personal story 
effectively for 

advocacy? 

So…. 



Big picture recommendations 

✳ Be concise 
✳ Go light on the details 
✳ Don’t fear emotion 
✳ Be strategic based on the specific listener 
✳ Capture attention with a short elevator 

message…and then expound 
 



Answer 
key 

questions 
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Answer 
key 

questions 

What do you 
want them to 

think or 
understand? 

What do you want 
them to feel? 

What do you 
want them to do? 

Who is your 
audience? 

What might 
appeal to their 

direct self-
interest? 



27 words 
or less 

 
The 27-9-3 Rule for Compelling 

Messages 

No more than 3 
points 

9 seconds or 
shorter 



 “My  son  has had 3 open 
heart surgeries.  Despite having 
health insurance, our family has 

suffered significant medical 
debt from high premiums, 
deductibles, and co-pays.” 

 

Example 



“Cardiac arrest kills 250,000 
people yearly.   In 2001, one of 

these people was my 
husband Joel. If an AED had 
been available, it could have 

saved his life.” 

 

Example 



Ready to give it a try? 

✳ Use the 27-9-3 messaging worksheet 
✳ Answer the key questions and draft a 27-9-3 

message 
✳ Send to dpickles@mrss.com by next 

Wednesday, December 10th, for customized 
feedback 

mailto:dpickles@mrss.com


Questions? 



Thank You 
dpickles@mrss.com 

(978)387-5994 
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