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• Please submit your text questions
and comments using the Questions
panel

• For technical help, please email:
lauren@advocacysolutions.ca

Note: Today’s presentation is being
recorded and will be provided within 24
hours.

Your Participation

GoToWebinar – Housekeeping

http://advocacysolutions.ca


Webinar 2 Agenda

• Welcome & introductions
• Webinar series objectives
• Update on access to hATTR amyloidosis treatment
• Recap of webinar 1

• How to tell your personal story in advocacy 
• How drugs are approved and funded in Canada
• Next steps to taking action! 
• Q&A
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Our Presenters
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Webinar Series Objectives

5

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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Recap of Webinar 1

• What is advocacy and why is it important?
• The fundamentals of good advocacy 
• Telling your personal story
• Building relationships

• Developing an advocacy plan in 5 easy steps
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• 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 “ask”
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What is a 
Personal Story?



Essential Elements

• Basic personal details
• Facts about your personal situation
• The issue
• Action (your one “ask”)



Basic Personal Details

• Your name, age, where you live 
• Your occupation (or former occupation) 
• Details about your family (i.e. married x years, x children, etc.) 
• Use the words ”I” and ”my” to tell your personal story – it’s all 

about you, after all



Facts About Your Personal Situation

• For example: your diagnosis, the timing and circumstances 
surrounding your diagnosis (or the diagnosis of your loved-
one)
• Convey how you felt and/or continue to feel 

• This is the moment you’ll be able to firmly grab the decision-
maker’s attention
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The Issue

• Clearly define the issue (i.e. access to medication, finding the 
right physician, problematic policy or legislation, etc.)
• Aim to answer the question, why is this issue important? 
• For example: the challenges you face or have faced as a result 

of the disease, particularly related to the relevant issue for 
which you are advocating
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Action

• What do you want done? 
• Tell the decision maker what you believe government (or 

another organization/person) needs to do to help you and 
others 
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• You start writing by starting to 
write

• Consider one or more of the 
following strategies to initiate the 
process:
• Freewriting
• Listing
• Using photographs
• Asking questions
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Getting 
Started



Freewriting

• Freewriting is writing to discover what you’re thinking, what you have to 
say, and, in this case, what you want to tell others about your issue
• You can write as long as you’d like, but if the idea of writing for an 

unlimited time seems daunting, set a timer for 15 or 20 minutes
• Commit to keeping your pen or your fingers moving for that amount of 

time
• Even when you reach what appears to be a dead end, simply move on, or 

start again someplace else - just keep writing
• If you’re not sure about it or you’re feeling like you haven’t made too 

much progress with the freewriting, set it aside; come back to it 
tomorrow
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Listing

• Listing can be an effective way to discover ideas or to pin them down by 
writing
• Like freewriting, listing can help if you’re not convinced that you have 

something to say
• The process is sort of like making a shopping list: you write down “laundry 

soap,” for example, and you suddenly remember that you have to pick 
up the dry cleaning
• Listing might also help you find a focus for your personal story
• You might start by listing all the challenges you’ve faced since your 

diagnosis, for example, and in that list you might discover one that stands 
out as most relevant to your issue or most powerfully supports your one 
“ask” 
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Using Photographs

• Photographs can be great storytelling tools
• If you tend to enjoy visual storytelling (i.e. movies, TV, online videos, 

photography, plays) more than writing, perhaps this “getting started” strategy 
will suit you

• Pick a few photos (probably no more than five – otherwise, you’ll end up with 
way too much material) that you deem relevant to the personal story you want 
to tell the decision-maker

• Photos can be of yourself or others or of anything, really – whatever you think is 
significant to your personal story

• But because photos can take you down memory lane fast and faraway from the 
task at hand, be sure to choose photos that represent events, places, people, 
experiences, etc. that are directly related to your story 
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Asking Questions (and Answering Them)

You might consider the following questions:
• When, where, and by whom was your diagnosis made (or the 

diagnosis of your loved-one)? 
• What challenges have you faced as a result of the disease?
• When and where have they occurred? 
• How have you overcome or managed these challenges? 
• What does the government (or other decision-maker) need to do to 

help you and others? 
• How would you be helped by this action(s)? 
• How would others be helped? 
• Why is inaction not an option? 
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I’m Stuck! Overcoming Writer’s Block 

1. Take a break
• Sometimes, a break is all you need to cure writer’s block

2. Try a “getting started” strategy that you haven’t used
• Remember, you don’t need to worry about finding the 

perfect words or grammar and spelling at this point. Just 
write 

3. Talk it out
• Tell your story to a friend or explain to them where you’re 

stuck in your story
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• Read your story out loud

• Time yourself

• No need to memorize

• Stay focused
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Rehearsal 
& Reading



Read Your Story Out Loud

• The best way to prepare to tell your story to a decision-maker is to 
read your story out loud, alone or to a friend or family member
• Practise reading alone first and then invite a friend or family 

member to listen to your story
• Reading for an audience of even one friendly face can help alleviate 

any nervousness you might have about telling your story to a 
stranger
• Ask your friend or family member to let you know if you’re reading 

too fast
• We tend to read too fast rather than too slow when we’re nervous; 

practising will help regulate your pace and calm your nerves
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Time Yourself

• When you’re rehearsing your story, time yourself, or have your 
friend or family time you
• Stick to five minutes at the most
• Don’t rush through your story to keep to your time limit

• If you find you’re way over time, you’ll need to make some 
revisions
• If you’re significantly under five minutes, you’ll need to make 

some additions 
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No Need to Memorize

• Your delivery doesn’t need to be perfect
• In fact, we suggest that you read your story to the decision-maker during the 

meeting if you feel more comfortable doing so
• Taking the time to carefully read your story, rather than just work it into the 

conversation, signals to the decision-maker that this is something you’ve put 
time, effort, and careful thought into – and that he or she should listen to you

• While reading your story does interrupt the conversational flow of the meeting, 
that’s exactly the point – it’s part of what will make your story memorable and 
convincing

• And because you’ve been reading your story out loud as practice, you’ll know 
where to emphasize certain phrases or pause for effect as you read your story 
to the decision-maker
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Stay Focused

• As you prepare to present your story to the decision-maker, stay focused 
on telling your story – and sticking to your script – as you will want to do 
when you’re actually face to face with the decision-maker

• The decision-maker may interrupt you or ask a question during your story

• While you don’t want to be rude by not responding immediately, it’s 
alright to respond by saying something like, “That’s a good question. I’ll 
just finish reading you what I’ve written here, and then I’ll answer it.”

• If you’ve enlisted a friend to help you practise telling your story, you 
might ask him or her to interrupt you so can rehearse this scenario – then 
you’ll feel confident about how you might handle a situation like this 
when you go into your meeting
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• 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 “ask”? 
(Eliminate them)

• Do these descriptions, sentiments, or ideas really 
support my one “ask”? 

• What’s the least interesting, relevant, or engaging 
part of my story as it stands? (Cut those elements)
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5-Minute 
Story Challenge



Checklist

Have you: 
q Verified that all the essential elements of a personal story are included in your story? 

• Basic personal details, facts about your personal situation, the issue, the action (your one “ask”) 

q Consulted the outline we have provided in “your personal story: an outline”? 

q Checked your organizational structure against the provided outline? 
• Do your paragraphs match the suggested organization? 

q Confirmed that your one “ask” is worded as directly and succinctly as possible? 

q Read your story aloud (more than once)? 

q Timed your story as you read aloud? 

q Edited your story as necessary to reduce repetition or unnecessary details?

q Timed your story again as you read it aloud to verify you are within five minutes? 

q Practised in front of a friend or family member? 

q Printed your story in a legible font (if you are presenting at a meeting)? 
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How To Tell Your Personal Story

You’ve got two choices:

• Tell a summary of your entire story as it pertains to the issue 
(2-5 minute version)

• Tell a portion of your story that focuses on one or two 
aspects of the issue (1-2 minute version)

• Must fit within the amount of time you have

• Must conclude with why things need to change and bridge to 
your “ask”
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Drug Approval & 
Reimbursement 
Processes in Canada



Drug Approval & Reimbursement Processes
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Overview

• Manufacturer submits to Health Canada for approval to sell a drug in Canada 

• The Patented Medicine Prices Review Board (PMPRB) regulates prices for patented or brand 
name drugs

• The Canadian Agency for Drugs and Technologies in Health (CADTH) operates two pan-
Canadian drug review processes (not including Quebec):
• Common Drug Review (CDR) reviews new drugs (non-oncology) and makes reimbursement 

recommendations 
• pan-Canadian Oncology Drug Review (pCODR), which deals specifically with cancer drugs 

and makes reimbursement recommendations 

• Quebec has its own parallel drug review process operated by the Institut national d'excellence 
en santé et en services sociaux (INESSS)

• pan-Canadian Pharmaceutical Alliance (pCPA) conducts joint federal/provincial/territorial 
negotiations for brand name drugs in Canada 

• Provinces also review new drugs and make the final reimbursement decisions through product 
listing agreements
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CADTH / Common Drug Review

• Common Drug Review (CDR) is a process within The Canadian Agency for 
Drugs and Technologies in Health (CADTH)

• Recommendations are made by the Canadian Drug Expert Committee (CDEC) 
based on:

• Clinical studies, which assess efficacy and safety

• Therapeutic advantages vs. current therapies

• Cost effectiveness vs. current therapies

• Patient input process allows patient groups (or individual patients/caregivers 
where no patient group exists) to provide written input prior to CDEC review

• HAC/the hATTR amyloidosis community provided input to CDEC for the 
reviews of all three new treatments
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pan-Canadian Pharmaceutical Alliance

• Established in August 2010, the pan-Canadian Pharmaceutical Alliance 
(pCPA) conducts joint provincial/territorial negotiations for brand name 
drugs in Canada 

• The pCPA member jurisdictions include public drug plan and/or cancer 
agency participation from: British Columbia, Alberta, Saskatchewan, 
Manitoba, Ontario, Québec, New Brunswick, Nova Scotia, Prince 
Edward Island, Newfoundland & Labrador, Yukon, Northwest Territories, 
Nunavut, Non-Insured Health Benefits (NIHB), Correctional Services 
Canada (CSC) and Veterans Affairs Canada (VAC)

• All brand name drugs coming forward for funding through CADTH 
(pCODR and CDR) are considered for negotiation through the pCPA
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pan-Canadian Pharmaceutical Alliance

• The pCPA’s mandate is to enhance patient access to clinically relevant 
and cost-effective drug treatment options

• It serves this mandate by conducting collective, expert-informed, 
negotiations for drugs

• Through the combined negotiating power of drug plans across multiple 
provinces and territories, the pCPA objectives are to:

• increase access to clinically effective and cost-effective drug treatment 
options

• achieve consistent and lower drug costs for participating jurisdictions

• reduce duplication of effort and improve use of resources

• improve consistency of decisions among participating jurisdictions
33
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Manufacturer Submission

HTA Review/Recommendation

pCPA
Consideration

Letter of Engagement to Manufacturer

Initiate Negotiations

No
Negotiations

Confirm Lead and Participating Jurisdictions

Signed Letter of Intent

PLAs with Individual Jurisdictions

NegotiationNo Deal

The status of pCPA negotiations is now 
tracked as follows:

1. Under consideration✦

2. Active negotiations* (engagement 
letter issued)

3. Concluded negotiations with 
Letter of Intent+

4. Concluded negotiations without 
agreement

5. Negotiations not pursued

6. Product on hold
✦Vyndaqel
* Onpattro 

+ Tegsedi

pCPA 
Negotiation 
Process



pCPA Activity Overview (as of May 20)
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Onpattro

Tegsedi

Vyndaqel



Product Listing Agreements

• Provinces and territories have (and will continue to have) the 
final word on whether a medication is actually publicly funded 
• Federal government does the same with their 6 public 

formularies (i.e. Indigenous Services/Non-Insured Health 
Benefit Program for Canadian First Nations and Inuit people, 
Veterans Affairs Canada, Canadian Forces members, 
designated migrants, RCMP and Correctional Services Canada)
• 19 different public formularies, each with their own review and 

decision-making processes
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Drug Approval & Reimbursement Processes
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Next Steps to Taking Action!

1. Visit www.madhattr.ca/advocacy to learn about the 
#stophATTRnow advocacy campaign

2. Try developing your personal story by using our How-To Guide

3. Let HAC know if you’re interested in joining the campaign by 
sending an email to info@madhattr.ca with the following details:
• Your name

• Your province 

• A little bit about yourself and your connection to hATTR 
amyloidosis

38

http://www.madhattr.ca/advocacy
http://madhattr.ca


QUESTIONS?

Anne Marie Carr info@madhttr.ca
Ryan Clarke ryan@advocacysolutions.ca

Joanne Koskie joanne@advocacysolutions.ca

THANK YOU.
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• Please submit your text questions
and comments using the Questions
panel

• For technical help, please email:
lauren@advocacysolutions.ca

Note: Today’s presentation is being
recorded and will be provided within 24
hours.

Your Participation

GoToWebinar – Submitting Questions

http://advocacysolutions.ca

