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Webinar 1 Agenda

! Welcome & introductions
! Webinar series objectives
! Update on access to hATTR amyloidosis treatments
! What is advocacy and why is it important?
! The fundamentals of good advocacy 
! Telling your personal story
! Building and sustaining relationships
! Developing an advocacy plan in 5 easy steps
! Q&A
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Our Presenters
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Webinar Series Objectives
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Educate the hATTR amyloidosis community about advocacy 
and how drugs are approved and funded in Canada

Empower the community to take action in support of publicly 
funded access to treatment across Canada

Ensure that all Health Canada-approved treatments for hATTR 
amyloidosis are accessible to all patients who can benefit



Update on Access to Treatment

! Three treatments for hATTR amyloidosis were recently approved in 
Canada:

! Tegsedi (inotersen) in October 2018 - polyneuropathy
! Onpattro (patisiran) in July 2019 - polyneuropathy
! Vyndaqel (tafamidis) in January 2020 - cardiomyopathy

! All three drugs were recommended for public funding (by federal, 
provincial and territorial drug programs)

! Vyndaqel is currently under consideration for negotiation
! Onpattro is currently in active pricing negotiations
! On April 30, pricing negotiations for Tegsedi were concluded 

between the public drug programs and the manufacturer
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What is Advocacy?

7



Why is Advocacy Important?

! Decision makers react to those credible groups or individuals 
who most effectively bring their issues to the forefront of the 
broader agenda (or shape the agenda itself)

! Decision makers have competing interests and concerns 
(including their own priorities)

! If you donÕt engage, someone else will

! You have the power to affect change around your issues (read: 
voters, taxpayers, caregivers)
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Different Kinds of Advocacy

! Personal vs. issue-based

! Personal Ðpresenting issues to decision makers that are having 
a specific impact on you or your loved ones

! Tend to be narrowly focused

! Issue-based Ðpresenting issues to decision makers on behalf 
of a larger group of affected people 

! Tend to be broadly applicable
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The Essence of Good Advocacy

! Identify and be able to explain your issues (messages) using 
the tools at your disposal

! Know your issues better than anyone you are advocating to 

! Beware of the ÒCurse of KnowledgeÓ

! Be able to position your issues so that they fit within an 
existing agenda, or be able to set a new agenda

! Build on existing relationships with influencers, or create new 
relationships
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Two Pillars of Effective Advocacy
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The ability to prepare 
and share your 
personal story

Building and sustaining 
relationships with key decision -

makers



What is a Personal Story?

! Your personal story is:
! A summary (whole or in part) of what has happened to you as it 

relates to the issue at hand
! Your perspective on the issue based on your experience, feelings, 

and attitudes
! It is emotional
! The means by which your issue comes to life

! It must demonstrate how action/inaction/ policy/etc. has directly 
impacted your life and that of the person under your care

! It must align with your key messages/one ÒaskÓ
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How to Tell Your Personal Story

! How exactly should you go about writing and telling your 
personal story? 

! Where do you start? Where do you stop? 
! How do you know if your story is impactful? 

! How should you present your story to the decision maker? 
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How to Tell Your Personal Story

YouÕve got two choices:

! Tell a summary of your entire story as it pertains to the 
issue

! Tell a portion of your story that focuses on one or two 
aspects of the issue

! Must fit within the amount of time you have (i.e. 2 -5 minutes)

! Must conclude with why things need to change and bridge to 
your ÔaskÕ
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Essential Elements of Your Personal Story

1. Basic personal details 
! Details about you, your family and your role as a caregiver

2. Facts about your personal situation 
! Convey how you felt and/or continue to feel 

3. The issue  
! Clearly define the issue and why it is important

4. Action (your one ÒaskÓ) 
! What do you need done?
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The 5-Minute Story Challenge

! Is everything I have in my story really necessary?  

! Have I repeated anything? (Eliminate the repetition) 

! Is the story focused on the issue? 

! What details are not related to the issue? (Eliminate them)

! What details do not help lead to my one ÔaskÕ? (Eliminate them)

! Do these descriptions, sentiments, or ideas really support my one ÔaskÕ? 

! WhatÕs the least interesting, relevant, or engaging part of my story as it 
stands? (Cut those elements)
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Two Pillars of Effective Advocacy
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The ability to prepare 
and share your 
personal story

Building and sustaining 
relationships with key 

decision -makers



Build on Existing Relationships

! At the heart of effective advocacy is impeccable relationships 
with key people in government or other relevant institutions 

! Look for people in an organization you are part of, or within 
your own network, who have established relationships with 
the people you need to see

! Go beyond your business circles to find connections, and use 
these links to secure introductions

! Work your virtual networks through social media channels
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When You Have No Relationships?

! Leverage people or organizations (i.e. patient groups) in your network for an 
introduction, or take them with you

! Once you are connected, communicate with them consistently about what you are 
doing

! Offer to support them in their work, by building opportunities for them to get their 
messages out to others like you

! Offer to provide them with information or other resources that may be of assistance

! Ask them to provide you with introductions to others in the relevant institution

! Go to events where you know influencers or decision makers will be in attendance

! OR, make an appointment to meet at a place and time that is convenient for them 
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1. Identify your issues

2. Test and frame your issues 

3. Develop your key messages 

4. Determine your one ÔaskÕ

5. Choose your tools and 
targets
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Developing an 
Effective Advocacy 
Plan: 5-Step Process 



Step 1: Identify Your Issues

! Initial question Ðwhat are the problems, concerns, challenges 
that you face individually or as a group?

! Try to articulate the answer to this question for as many issues 
as you can identify

! Not all issues lend themselves to advocacy

! TEST Ðcan the objective be achieved through advocacy and
can a target be identified  

21



Step 2: Test and Frame Your Issues

! For personal advocacy, identify the issues that matter most to you 
and the person in your care

! For issue-based advocacy, find out what matters to the people that 
you represent (will help to frame the issues)

! members surveys, round table discussions, informal 
conversations, focus group/public opinion poll, etc.

! FRAMING Ðwhat aspect of the identified issues do you want to 
focus on initially

! DECISION Ðwhich of the framed issues are you going to advocate 
for first?
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Step 3: Develop Your Key Messages 

IdentificationÉ

! Requires that you can take an array of information and 
distill it down to its simplest form

! Requires that you separate fact from fiction

! When advocating on behalf of a group, consensus on the 
issues is required
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Step 3: Develop Your Key Messages 

FramingÉ

! Develop 3 key messages that explain the salient points of 
your issue in simple language

! Each one should be 25 words or less

! Must always be clear, compelling, concise and consistent 
(4 Cs)

! Practice presenting your 3 key messages to someone who 
has no knowledge of your issue
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A Model For Developing Key Messages

Problem Solution Call to Action 

• The issue to be 
addressed

• WhatÕs wrong or needs 
to change, and why

• The hook that draws 
people into the story  

• How to solve the 
problem

• The changes that will 
make things 
better/different

• What makes the story 
newsworthy and keeps 
people engaged 

• The behaviour needed 
to solve the problem

• What you need people 
to do Ðthe action you 
want them to take

• Links to/incorporates 
your one ask
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HAC Advocacy Key Messages

Problem Solution Call to Action 

For the first time, new 
therapies have been 
developed that treat the 
underlying cause of hATTR 
amyloidosis. Despite being 
approved by Health Canada, 
these treatments are not yet 
accessible through publicly 
funded drug plans for patients 
who could benefit from them.

Given the significant unmet 
need, and the importance of 
patient choice, those who 
have been diagnosed with 
hATTR amyloidosis must have 
access to all Health Canada-
approved therapies to slow 
the progression of this life -
threatening disease. 

We urge provincial and 
territorial governments to 
ensure that all Health Canada-
approved treatments for 
hATTR amyloidosis are 
accessible through immediate 
public funding. 
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Step 4: Determine Your One ‘Ask’

The objective or goal of the strategyÉ

! ONE Ðbecause you are going to ask for what you need, not a list of 
what you want

! Requires one to make choices and potentially reach a consensus 
(just as it does when developing your 3 key messages)

! Build your ÔaskÕ into your Ôcall to actionÕ key message to help ensure 
you deliver it

! Sometimes opportunities will present themselves that will make the 
ÔaskÕ very timely 
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Step 5: Advocacy Tools

The means of delivering the messagesÉ

As a process, three steps must be followed regardless of the 
tool being utilized to get to the advocacy stage .

¨

STEP 1
EDUCATE

STEP 2
DEMONSTRATE

STEP 3
ADVOCATE
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Step 5: Advocacy Tools

! Web site

! Newsletter

! In-person/virtual meetings

! Telephone call

! Letter/e -mail/text

! Position paper/white paper

! Advocacy Day

! Brochure

! Fact sheet/infographic

! News release

! Traditional media

! Clinical studies

! Information session

! e-Advocacy/social media
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QUESTIONS?

Anne Marie Carr info@madhattr.ca

Ryan Clarke ryan@advocacysolutions.ca

Joanne Koskie joanne@advocacysolutions.ca

THANK YOU.

http://madhttr.ca
http://advocacysolutions.ca
http://advocacysolutions.ca
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