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Defeat Duchenne Canada Advocacy Toolkit - Introduction

In October 2025, Health Canada approved AGAMREE (vamorolone) - the first and only
therapy indicated for Duchenne Muscular Dystrophy (DMD) to be available in Canada.

However, this therapy is not yet accessible through public funding, and until it is, Canadians
affected by DMD must continue to rely on off-label products (not approved for DMD) or
therapies that are only accessible through a special access program (not approved in Canada).

That is why Defeat Duchenne Canada is advocating for provincial and territorial governments to
prioritize access to promising new approaches to treating DMD, like AGAMREE. Our actions
will send a clear message that our community must have a voice in decisions made about our
care, now and in the future.

And we need your help!

Public reimbursement of this milestone treatment will help ensure that patients and families
will finally have therapeutic options proven to improve quality of life and slow disease
progression with more favourable side effects than traditional corticosteroids.

Join us as we call on all provincial and territorial governments to swiftly reimburse
AGAMREE, to ensure this long-awaited and much-needed advancement in care is accessible to
all those who can benefit from it, as soon as possible.

In this toolkit, you will find the following resources, which Defeat Duchenne Canada is here to
support you in using:

e Template Meeting Requests: This document provides a template email and
follow-up email that can be used to request a meeting with your local provincial/
territorial elected official. Tips for how to find the contact information for your local
elected official are included.

e Key Messages: This document outlines background information, as well as the
problem, solution, and call to action to guide your advocacy work. This is an internal
document and should not be shared.

e Sample Meeting Flow: This document serves as a guide to help you navigate meetings
with elected officials. This is an internal document and should not be shared.

» Defeat Duchenne Canada is available to join you in these meetings if preferred.

e Letter to Health Minister: This template letter can be shared with your elected
official to send to the Health Minister in your province/territory, encouraging swift
reimbursement of AGAMREE.

e Social Media Posts: This document provides draft posts, which you can share via your
personal social media pages, thanking the elected official for meeting with you.

e Thank You Note: This document provides a template email that can be sent to the
elected official, thanking them for meeting with you.

e Report Back Form: Use this link to access a form to share with Defeat Duchenne
Canada how your meeting went and any other important information, like any
follow-ups or next steps.

Don't hesitate to get in touch with William Marchand, Coordinator of Education, Support, and

Engagement, at william.marchand @defeatduchenne.ca if you have any questions about how to
use the toolkit.
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Defeat Duchenne Canada Advocacy Toolkit - Template Meeting Requests

This document provides a template letter that can be used to request a meeting with a provincial
elected official. Customize the template to be personalized to your elected official, and share any
connection you have to DMD in the meeting request.

1. Qutreach Email

2. Follow-Up Email

Tips for finding the email address of your provincial /territorial elected representative (MLA,
MNA, MPP, MHA):

British Columbia (MLAS): https://www.leg.bc.ca/learn-about-us/members

Alberta (MLASs): https://www.assembly.ab.ca/members/members-of-the-legislative-assembly
Saskatchewan (MLASs): https://www.elections.sk.ca/voters/qgis/

Manitoba (MLAs):_https://wwuw.electionsmanitoba.ca/en/voting/MyVotingInfo

Ontario (MPPs): MMMQL&LQ@MML%MM&

Quebec (MNAS): http://www.assnat.qc.ca/en/index.html

New Brunswick (MLAs): https://uwww.legnb.ca/en/members/current

Nova Scotia (MLAs): https://nslegislature.ca/members/profiles/contact

Newfoundland and Labrador (MHASs):_https://www.assembly.nl.ca/members/members.aspx
PEI (MLAs): https://www.assembly.pe.ca/members

Yukon (MLA): https://yukonassembly.ca/mlas

Northwest Territories (MLA):
https://www.ntlegislativeassembly.ca/members/members-legislative-assembly/members

e Nunavut (MLA): https://www.assembly.nu.ca/members/mla

If there are different email addresses for the elected representative’s legislative office and the
constituency office, use the email address for the constituency office.
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OUTREACH EMAIL:
Subject line options:

1. Meeting with one of your constituents
2. Constituent meeting request
3. Constituent introductory meeting

Dear [Elected Official],

I am writing you as a constituent in your riding to request an introductory meeting with you as
my [provincial/territorial] elected representative.

An issue of particular interest to me is Duchenne muscular dystrophy (DMD), a progressive,
rare, genetic disorder that has impacted me/my family personally. DMD affects many parts of
the body, including the skeletal muscle, the heart, and the respiratory muscles, reducing life
expectancy to the third decade of life. [If comfortable, elaborate on your personal connection].

There is currently no cure for DMD; however, in October 2025, Health Canada approved
AGAMREE (vamorolone) and it became the first and only therapy indicated for DMD to
become available in Canada.

The therapy is not yet accessible through public funding, and until it is, vulnerable children,
adolescents and adults living with DMD, and their families, will continue to endure physical and
psychological challenges as the disease progresses.

I would welcome the opportunity to speak to you about the realities faced by those living with
DMD and the urgent need to prioritize swift reimbursement of this new approach to treating this
disorder.

Would you be willing to meet with me — in person or virtually — to discuss this important issue
and how you might be able to help? Will you please let me know some dates that you
would be available?

Sincerely,
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FOLLOW-UP EMAIL:

Reply to original email

Dear [Elected Official],

I am reaching back out today in follow-up to my request for an introductory meeting with you as
my [provincial/territorial] elected representative.

Access to innovative therapies is an urgent issue for families affected by Duchenne Muscular
Dystrophy (DMD). In October 2025, Health Canada approved AGAMREE (vamorolone),
making it the first and only therapy indicated for DMD to be available in Canada. However,
the therapy is not yet accessible through public funding.

Public reimbursement of this milestone treatment will give those affected by this disease hope
for a future without the high treatment burden, side effects, affordability issues, and
inconsistent access associated with current treatments.

Please let me know your earliest availability for a meeting to discuss the realities of living with
DMD in this province and the urgent need for swift access to this much-needed advancement in
care.

Thank you for your consideration of this request, and I look forward to your reply.

Warm regards,
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Defeat Duchenne Canada Advocacy Toolkit - Template Key Messages

This document outlines background information on Duchenne and the current treatment
landscape. It also outlines the problem, solution and call to action to guide your advocacy work.
This is an internal document and should not be shared.

Background:

e Duchenne muscular dystrophy (DMD) is a progressive, rare, genetic disorder caused by
an absence of dystrophin, a protein essential for muscle function and repair. DMD affects
many parts of the body, including the skeletal muscle, the heart, and the respiratory
muscles, reducing life expectancy to the third decade of life. *

o DMD is the most common form of muscular dystrophy in children.

o The dystrophin gene is found on the X chromosome, which is why DMD primarily
affects males at birth. Females are carriers and, in some cases, can manifest, causing
varying degrees of physical symptoms. >

o The Canadian Neuromuscular Disease Registry (CNDR) estimates there are more
than 800 individuals living with Duchenne muscular dystrophy in Canada. *

e Symptoms can be seen as early as infancy, with a diagnosis typically occurring between
the ages of 4 to 6 years.

e Care requires a coordinated effort from a multidisciplinary team to manage the child’s
neuromuscular, physical, psychological and developmental needs. 2

e DMD carries a substantial burden on families and caregivers, and can leave them feeling
isolated and overwhelmed, as well as create significant financial strain due to the high
care-related costs, which increase as the disease progresses.

e Currently, most Canadians living with DMD in Canada are being treated with
corticosteroids, such as prednisone or deflazacort, both of which have powerful
anti-inflammatory benefits to maintain muscle strength, and are an accepted standard of
care for DMD.

o Long-term use with corticosteroids can cause severe side effects such as adrenal
insufficiency, weight gain, bone fragility, delayed growth and puberty, which
creates multiple challenges for patients and their families/caregivers.?

e Other medications commonly prescribed for DMD focus on symptom management,
including therapies to support the heart, breathing muscles, bone health, gastrointestinal
symptoms, hormone levels, and to manage pain; some of these are used to offset the side
effects experienced by long-term high-dose corticosteroid use. *

* https://muscle.ca/wecallitnmd/duchenne/

® https://defeatduchenne.ca/about-duchenne/duchenne-basics/what-is-duchenne-muscular-dystrophy/

3 Grounds MD, Lloyd EM. Considering the Promise of Vamorolone for Treating Duchenne Muscular Dystrophy. J
Neuromuscul Dis. 2023;10(6):1013-1030. doi: 10.3233/JND-230161. PMID: 37927274; PMCID: PMC10657680.
4 https://www.parentprojectmd.org/care/care-guidelines/by-area/supplements-and-medications/
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e In October 2025, Health Canada approved AGAMREE (vamorolone) for individuals aged
4 and older, making it the first and only therapy indicated for DMD to be available in
Canada.’

o Approved in the US in 2023 and the EU in early 2024, AGAMREE (vamorolone) is a
novel corticosteroid that has comparable efficacy to steroids, with the potential for a
better-tolerated side effect profile.

Problem:

Until AGAMREE (vamorolone) is accessible through public funding, Canadians affected by
DMD must continue to rely on off-label products or therapies that are only accessible through a
special access program — intensifying the disease impact and financial burden on patients and
families.

e Without timely access to innovative therapies, vulnerable children, adolescents and adults
living with DMD, and their families, will continue to endure physical and psychological
challenges as the disease progresses. Time is Muscle.

Solution:

Based on evidence that AGAMREE offers similar efficacy to steroid treatment, with
better-tolerated side effects, access to this promising therapy specifically indicated for DMD will
provide a critical new treatment pathway for patients four years and older who are most likely to
benefit.

e AGAMREE represents a significant milestone in the treatment landscape and gives those
affected by this disease hope for a future without the high treatment burden, affordability
issues, and inconsistent access associated with current treatments.

Call to Action:

Prioritizing access to promising new approaches to treating DMD, like AGAMREE, will help
ensure that patients and families will finally have therapeutic options proven to meaningfully
improve quality of life and slow disease progression with more favourable side effects.

e We urge [this province] to swiftly reimburse AGAMREE, to ensure a long-awaited and
much-needed advancement in care is accessible to all those who can benefit from this
treatment option, as soon as possible.

duchenne muscular—dystrophy—ln canada 863153915 htm
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Defeat Duchenne Canada Advocacy Toolkit - Sample Meeting Flow

This document is a guide to help you navigate any meetings with provincial/territorial elected
officials. This is an internal document and should not be shared; however, you can have it in
front of you to refer to during a meeting.

If helpful, you can ask Defeat Duchenne Canada to join your meeting to provide additional
support.

MEETING OBJECTIVE:
1. Discuss the need for publicly funded access to promising new approaches to treating
DMD, like AGAMREE
2. Gain insight on how to best work with government to move forward this priority

MEETING FLOW:

Time Discussion Speaker

*Before you begin, ask whether everyone still has 30 minutes available for the meeting.

e Introduce yourself and thank the representative for taking the

Introductions time to speak with you . . All
o Share the perspective you are bring to the Participants
(5 minutes) conversation, which is to speak to the reality of living with p

DMD and any direct experience with treatment, including
new therapies like AGAMREE (vamorolone)

e Ifyou are joined by other meeting participants (an advocacy
supporter or Defeat Duchenne Canada), this is the opportunity for
them to introduce themselves and share the perspective
they are bringing to the conversation. For example:

o Ifyou are a patient, you might be joined by a caregiver or
parent who could speak to the impact of DMD and
challenges navigating access to therapies

o Ifyou are a parent/caregiver, you might be joined by your
child, a family member or a healthcare professional who has
supporting your family, who could speak to gaps in care and
the impact of DMD

o Ifyou are joined by Defeat Duchenne Canada, they could
speak to the role of the organization

e Askif they are familiar with DMD and share some core facts about
the disease. For example: Core facts

o0 Duchenne muscular dystrophy (DMD) is a progressive, rare, could be
genetic disease that affects many parts of the body, including

the skeletal muscle, the heart, and the respiratory muscles. deéllll)fsgel?f]y
o The Canadian Neuromuscular Disease Registry (CNDR) Y Defeat
estimates there are more than 800 individuals living with Duchenne

DMD in Canada.




o There is currently no cure for DMD and those living with the
disease seldom survive past their 30s.

Canada if they
are attending

e Establish the meeting purpose: Explain that you asked for this
meeting to discuss the need for publicly funded access to promising
new approaches to treating DMD, like AGAMREE

e Share a brief (2-3 minute) version of your personal story about
living with DMD as it relates to the issue you are meeting about.

Discussion
(15-20 minutes)

e Share some background information that is relevant to the issue
you are meeting about. For example:

0 Most Canadian’s living with DMD in Canada are being
treated with corticosteroids, such as prednisone or
deflazacort, both of which have powerful anti-inflammatory
benefits to maintain muscle strength, and are an accepted
standard of care for DMD

o Long-term use with corticosteroids can cause severe side
effects such as adrenal insufficiency, weight gain, bone
fragility, delayed growth and puberty, which creates multiple
challenges for patients and their families/caregivers

o Other medications commonly prescribed for DMD focus on
symptom management, including therapies to support the
heart, breathing muscles, bone health, gastrointestinal
symptoms, hormone levels, and to manage pain; some of
these are used to offset the side effects experienced by
long-term high-dose corticosteroid use

o In October 2025, Health Canada approved
AGAMREE (vamorolone) for individuals aged 4 and
older, making it the first and only therapy indicated
for DMD to be available in Canada

e Ask if the person/people you are meeting with has/have any
questions before going on

Background
information
could be
delivered by
yourself or
Defeat
Duchenne
Canada if they
are attending

e Deliver your advocacy key messages specific to this issue.

Problem: Until AGAMREE (vamorolone) is accessible through public
funding, Canadians affected by DMD must continue to rely on off-label
products or therapies that are only accessible through a special access
program — intensifying the disease impact and financial burden on
patients and families.

e Without timely access to innovative therapies, vulnerable children,
adolescents and adults living with DMD, and their families, will
continue to endure physical and psychological challenges as the
disease progresses. Time is Muscle.

Solution: Based on evidence that AGAMREE offers similar efficacy to
steroid treatment, with better-tolerated side effects, access to this
promising therapy specifically indicated for DMD will provide a critical
new treatment pathway for patients four years and older who are most
likely to benefit.

+  AGAMREE represents a significant milestone in the treatment
landscape and gives those affected by this disease hope for a future
without the high treatment burden, affordability issues, and
inconsistent access associated with current treatments.

Advocacy key
messages could
be delivered by
yourself or
Defeat
Duchenne
Canada if they
are attending




Call to Action: Prioritizing access to promising new approaches to
treating DMD, like AGAMREE, will help ensure that patients and
families will finally have therapeutic options proven to meaningfully
improve quality of life and slow disease progression with more
favourable side effects.

We urge [this province/territory] to swiftly reimburse AGAMREE, to
ensure a long-awaited and much-needed advancement in care is
accessible to all those who can benefit from this treatment option, as
soon as possible.

The “Ask”

(5 minutes)

Deliver your specific “ask” of the person you are meeting with
— what you want your elected representative to do to help you solve the
problem

Ask them to send a letter to the provincial Minister of Health in
your province/territory, encouraging the Minister to work with the
DMD community to ensure the swift reimbursement of promising
new treatments.

o Also ask: Do we have your commitment to work with our
community/can our community count on you to help
encourage swift reimbursement of DMD treatments like
AGAMGREE in this province/territory?

Allow the person you are meeting with time to respond and discuss
further, as needed

Conclusion

(1-2 minutes)

Thank the representative for their time; let them know that you will
be following up in the coming days and weeks to see if they have
connected with the Health Minister
Ask if they would be willing to post on social media about their
meeting with you; let them know that you will be sending out your
own posts and will tag them.
Ask if there is any other information they need to help resolve this
issue.
o Note: If there is any information requested that you are not
able to provide in the meeting, please advise them that you
will do your best to get back to them as soon as possible

All
Participants
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Defeat Duchenne Canada Advocacy Toolkit - Letter to Health Minister

This document provides a letter you can share with your provincial/territorial elected official to
send to the Minister of Health.

[Date]
[Address Line]
Dear Minister,

I am writing on behalf of a constituent who recently visited me to discuss the urgent need to
prioritize access to promising new approaches to treating Duchenne Muscular Dystrophy
(DMD), a rare and progressive genetic neuromuscular disorder.

I learned from my constituent that DMD affects many parts of the body, including the skeletal
muscle, the heart, and the respiratory muscles, reducing life expectancy to the third decade of
life. As the disease progresses, people with DMD experience muscle weakness, challenges
moving, cardiac and respiratory difficulties, and lose the ability to walk. My constituent shared
their story with me of their [child’s] experience living with DMD, which I have attached with
their permission.

There is currently no cure for DMD; however, in October 2025, Health Canada approved
AGAMREE (vamorolone) - the first and only therapy indicated for DMD to be available in
Canada. My understanding is that the therapy is not yet accessible through public funding in
this province.

My constituent informed me that until it is, people affected by DMD in our province must
continue to rely on off-label products (not approved for DMD) or therapies that are only
accessible through a special access program (not approved in Canada), leading to a high
treatment burden, side effects, affordability issues, and inconsistent access.

Public reimbursement of this milestone treatment will help ensure that patients and families
will finally have therapeutic options proven to meaningfully improve quality of life and slow
disease progression with more favourable side effects.

That is why I am asking you to act with urgency and swiftly reimburse AGAMREE, to ensure a
long-awaited and much-needed advancement in care is accessible to all those who can benefit
from this treatment option, as soon as possible.

Thank you for your consideration and I look forward to your response regarding this important
issue.

Sincerely,

defeatduchenne.ca @@ © O © defeatduchenne
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Defeat Duchenne Canada Advocacy Toolkit - Social Media Posts

This document provides draft posts, which you can share via your personal social media pages,
thanking the elected official for meeting with you. Include a photo from the meeting if possible.

Be sure to tag @defeatduchenne (across social media platforms) in the post so we can further
amplify your message and let families in your community know that they are not alone in
advocating for access to treatments and care.

Facebook:

Option 1: Thank you @OfficialHandle, for meeting with me today to discuss the reality of living
with Duchenne Muscular Dystrophy (DMD). Our community urgently needs access to approved
therapies for this progressive disease. By prioritizing access to new treatments like AGAMREE,
our [province/territory] can give families options that improve quality of life and slow
progression with fewer side effects. Your support for this important issue is appreciated.
#TimeisMuscle #DMD @defeatduchenne

Option 2: I am grateful to @OfficialHandle for meeting with me today to discuss the needs of
the DMD community and the importance of access to innovative therapies. Working together,
we can make sure long-awaited advancements in treatment reach those who need them most.
Thank you for your commitment to take action towards meaningful change in
#[Province/Territory] #TimeisMuscle @defeatduchenne

Option 3: Thank you @OfficialHandle for hearing my perspective on the urgent need for access
to innovative DMD therapies. Please join me in urging the #[Province/Territory] government to
swiftly reimburse AGAMREE, to ensure that DMD patients and families will finally have
therapeutic options proven to meaningfully improve quality of life and slow disease progression
with more favourable side effects. #TimeisMuscle @defeatduchenne

X (formerly Twitter):

Option 1: Thank you @OfficialHandle for meeting today to discuss living with #DMD and the
urgent need for public coverage of new treatments like AGAMREE. Let’s act now to give
#[Province/Territory] families hope! #TimeisMuscle @defeatduchenne

Option 2: Grateful to @OfficialHandle for meeting with me today to discuss the needs of the
#DMD community. Let’s work together to make sure families with DMD in
#[Province/Territory] get access to innovative therapies without delay! # TimeisMuscle
@defeatduchenne

Option 3: TY @OfficialHandle for taking the time to hear the #DMD community’s call for timely
access to innovative therapies. Help us swiftly reimburse approved therapies and give hope to
families and people w/ #DMD in #[Province/Territory] #TimeisMuscle @defeatduchenne
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Defeat Duchenne Canada Advocacy Toolkit - Template Meeting Thank You Note

Subject line options:

e Thank You for Meeting with Me
e Thank You for the Opportunity to Discuss Duchenne
e Follow-up and Thanks After Our Conversation on Duchenne

Dear [Elected Official],

Thank you again for taking the time to meet with me yesterday. As a constituent, I appreciated
the opportunity to speak with you about the realities faced by those living with Duchenne
Muscular Dystrophy (DMD) and the need to prioritize swift reimbursement of innovative
treatments.

As we discussed, access to these therapies remains an urgent issue for many families affected by
DMD. Until treatments, like AGAMREE (vamorolone) are accessible through public funding, all
those impacted — children, adolescents, adults, and their families — will continue to endure
significant physical, emotional, and financial strain as the disease progresses.

[If they agree to send the letter to the Minister of Health] I am grateful for your commitment to
send a letter to the Minister of Health regarding this issue and for your willingness to help
ensure the matter receives attention at the provincial level.

[If they don’t agree to send a letter to the Minister of Health] I appreciate your openness to
engaging in a meaningful conversation on this issue and for taking the time to hear firsthand
how timely access to innovative therapies affects families in our community.

Working together, we can make sure long-awaited advancements in treatment reach those who
need them most.

Thank you again for your time, your consideration, and your commitment to supporting
meaningful progress for the DMD community.

Warm regards,
[Your Name]

[Your Contact Information]
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