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About Cystic Fibrosis Canada 

Cystic Fibrosis Canada has dramatically changed the cystic fibrosis story. We have advanced 
research and care that has more than doubled life expectancy. Since being founded by parents 
in 1960, Cystic Fibrosis Canada has grown into a leading organization with a central role 
engaging people living with cystic fibrosis, parents and caregivers, volunteers, researchers and 
healthcare professionals, government and donors. We work together to change lives through 
treatments, research, information and support. Despite our remarkable progress together, we 
are not yet done. Not when half of the people with cystic fibrosis who died over the past three 
years were younger than 34. Not when a child born with cystic fibrosis still has only a 50% 
chance of living to 54. We will keep pushing, keep going further until all people with cystic 
fibrosis can and do experience everything life has to offer — and enjoy everything life has to 
offer. 
 
Cystic Fibrosis Canada funds basic, discovery science and clinical research, and has helped 
establish core facilities across the country. We provide financial support to the forty-two multi-
disciplinary cystic fibrosis clinics that see nearly all Canadians living with cystic fibrosis and 
maintain close relationships with the clinical and research communities. We have invested over 
$261M in research and clinical care support. The close relationships with the research and 
clinical communities allows us to better understand the disease. We are the most respected 
and trusted source for information on cystic fibrosis in Canada and provide an information and 
resource service to the community that includes publishing a comprehensive resource 
compendium for the community. In addition, we maintain close relationships with our sister 
organizations around the world, which allow for the rapid sharing of information and adoption 
of best practices. We launched in 2018 the Cystic Fibrosis Canada Accelerating Clinical Trials (CF 
CanACT) network that now includes 10 of the 42 cystic fibrosis clinics serving over 60% of 
Canadians with cystic fibrosis. CF CanACT also works closely with our international partners to 
conduct protocol reviews, share DSMBs, and help speed clinical trial progress.  
 
Cystic Fibrosis Canada manages the Canadian Cystic Fibrosis Registry (the Registry). The Registry 
contains the clinical information on nearly all Canadians with cystic fibrosis, living or deceased, 
with data going back to the 1970’s. The Registry publishes an annual report that describes the 
current status of the cystic fibrosis population in Canada and national trends over time.1 The 
data in the Registry is also used by investigators in Canada and around the world to better 
understand the disease and the impact of therapeutic efforts as well as propose improvements 
to care.  
 

 
1 Canadian Cystic Fibrosis Registry 2019 Data Report,  https://www.cysticfibrosis.ca/registry/2019AnnualDataReport.pdf   

https://www.cysticfibrosis.ca/registry/2019AnnualDataReport.pdf
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We work closely with our patient community to advocate to improve their health and well-
being.  In 2020, Cystic Fibrosis Canada’s National Advocacy Network consisted of 250 well-
trained advocates and a basket of tools to help them in their efforts. We’ve been able to help 
the cystic fibrosis community by amplifying their voices through coordinated efforts that have 
addressed both national and regional priorities.  
 
Cystic Fibrosis Canada’s contributions have led to significant improvements care and quality of 
life for people living with cystic fibrosis. As a result, Canada has one of the highest median ages 
of survival in the world.  
 

About Cystic Fibrosis  

Cystic fibrosis is the most common fatal genetic disease affecting children and young adults in 
Canada. There is no cure. Cystic fibrosis causes various effects on the body, but mainly affects 
the digestive system and lungs. The degree of cystic fibrosis severity differs from person to 
person; however, the persistence and ongoing infection in the lungs, with progressive loss of 
lung function will eventually lead to death in most people with cystic fibrosis. Respiratory 
failure causes eighty-five percent of cystic fibrosis fatalities.  
 
Cystic fibrosis causes various effects on the body, but mainly affects the digestive system and 
lungs. The clinical progression of cystic fibrosis can vary greatly from person to person, even 
with the same mutations.  
 
The most significant clinical impact is in the lungs, where patients have difficulty in clearing 
secretions, which in combination, with aberrant inflammation leads to persistent infections 
with cycles of inflammation that are ineffective in clearing infections. This leads to progressive 
scarring of the airways and a progressive and sometimes rapid decline in lung function. 
Pulmonary / infection / cardiovascular complications cause eighty percent of cystic fibrosis 
fatalities.2  
 
Patients may suffer frequent pulmonary exacerbations (PEx) requiring weeks of hospitalization 
and I.V. antibiotics. PEx cause rapid decline of lung function and more rapid disease progression 
and are associated with a greater risk of death (Stanford, G. E., Dave, K. & Simmonds, N. J., 
2021)3. Other consequences of having cystic fibrosis include malnutrition and very low BMI, and 
cystic fibrosis-related comorbidities like cystic fibrosis-related diabetes (CFRD) and cystic 
fibrosis-related liver disease.  
 

 
2 Canadian Cystic Fibrosis Registry 2019 Data Report,  https://www.cysticfibrosis.ca/registry/2019AnnualDataReport.pdf   
3 Stanford, G. E., Dave, K. & Simmonds, N. J. Pulmonary Exacerbations in Adults With Cystic Fibrosis: A Grown-up Issue in a Changing Cystic 
Fibrosis Landscape. Chest 159, 93–102 (2021).  

https://www.cysticfibrosis.ca/registry/2019AnnualDataReport.pdf
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Cystic fibrosis is a complex disease caused by mutations in the gene for the Cystic Fibrosis 
Trans-membrane Conductance Regulator (CFTR). There are over 2,090 known mutations. Cystic 
fibrosis has a tremendous impact on the people who live with it, their loved ones, and on 
society. Every week in Canada, two people are diagnosed with cystic fibrosis, one of them 
through newborn screening. Every week in Canada, one person with cystic fibrosis will die.  
 
Thanks to significant progress in treatment and care, the majority of children with cystic fibrosis 
will reach adulthood. The estimated median survival of Canadians with cystic fibrosis in 2019 
was 54.3 years of age.4 Half of the Canadians who died from cystic fibrosis in 2019 were under 
42 years, compared to 33 years in 2018 and 28 years in 2000.  
 
As the disease advances, even more time and effort are needed to manage the progressive and 
debilitating symptoms. Children with cystic fibrosis may need to quit school or go part-time, 
adults with cystic fibrosis may need to leave the work force or undertake part-time work, as 
may caregivers of children and adults with cystic fibrosis.  
 

 

 

 

 

 

 

 

 

 

 

 

 
4 Canadian Cystic Fibrosis Registry 2019 Data Report,  https://www.cysticfibrosis.ca/registry/2019AnnualDataReport.pdf  

https://www.cysticfibrosis.ca/registry/2019AnnualDataReport.pdf
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FOUR WAYS TO GET INVOLVED 

1) Get in contact with your candidates! 

 Go out and meet your local candidates, all of them! Reach out to their campaign 
offices. The best time to visit a campaign office is on Saturday or Sunday, when the 
canvassing teams go out and the candidate is more likely to be at their campaign office. 
Speak with the candidate and provide them information on the need for access to 
Trikafta and other modulators, as well as the need for a fast and fair process for drugs 
for rare diseases.  
 

 Write a letter, send an email or make a phone call to all local candidates. Provide them 
or their campaign office with Cystic Fibrosis Canada’s key messages. Introduce yourself 
as a constituent. Ask their opinion on our key topics:  

 
• The need for a strategy for drugs for rare diseases, one that ensures fast and fair 

access to the medicines that Canadians with cystic fibrosis and other rare 
diseases need.  
 

• The need for the Patented Medicines Prices Review Board (PMPRB) to hold off 
on implementing their new guidelines for drug review until they've got them 
right and conduct an independent 3rd party review to understand their true 
impact on access to needed medicines.  
 

 Election campaigns provide many opportunities to promote our community’s 
messaging. Attend debates, town hall meetings, festivals, community celebrations or 
other local events candidates are attending.  
 

 Check all candidates’ websites and social media accounts for upcoming events. Go to 
these events and talk to the candidates and their staff about our key issues. Be specific 
and succinct: the candidate will likely give you two minutes or less. They need to work 
the room. If they do not respond to your question be prepared to ask a follow-up 
question.  

 
2) Engage in social media  

 
 Use social media to share information about support for those living with CF. Use 

Twitter, Facebook, Instagram, LinkedIn and YouTube to share messages about improving 
access to medicines, the need for fast and fair process for drugs for rare diseases and, of 
course, access to Trikafta.   
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 Tag candidates on social channels and teach them about the need to remove barriers 

for access to precision medications and other drugs for rare diseases, and the need to 
hold off on implementing the PMPRB’s new guidelines for drug review until they've got 
them right and conduct an independent 3rd party review to understand their true 
impact on access to needed medicines. 
 

 Share updates or spread awareness by voicing your concerns on social media. 
 

 Follow your candidates on social media. Tweet, and share information on CF with local 
candidates.  
 

3) Engage in media 

  
 Write a letter to the editor of your local news outlet and share your point of view. It 

must be no longer than 250-300 words. Make sure your letter is focused, concise and 
calls for action. 
 

 Call your local radio or television stations or community newspapers and ask for 
information about any reporters covering the election. Contact them to inform them of 
one of our major objectives. 
 

 For assistance with writing a letter to the editor, media relations or if you require media 
training; please contact the advocacy team at Cystic Fibrosis Canada. Email: 
advocacy@cysticfibrosis.ca 

 
4) Be prepared for campaign activity   

 
 Use backgrounder (page 8), key messaging (page 12) and prepared questions (page 14) 

for door-to-door canvassing teams that approach your home.  
 

 Use key messages (page 12) on campaign phone calls.  
 
 Take notes of what candidates and campaign teams say in response to your question. 

Share information with Cystic Fibrosis Canada by sending it to 
advocacy@cysticfibrosis.ca and share it with the CF community too.  
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Backgrounder  

Below is important background information on the Canadian drug review and reimbursement 
system, and the need for a fast and fair process for precision medicines and drugs for rare 
diseases.  
 
A national access strategy for drugs for rare diseases:  

The 2019 federal Budget promised the creation of a national strategy for high-cost drugs for 
rare diseases to help Canadians get better access to the effective treatments they need. Budget 
2019 proposed to invest up to $1 billion over two years, starting in 2022–2023, with up to $500 
million per year ongoing. This will not be enough to fund precision medicines and other drugs 
for rare diseases over-time. We need all governments to work together to build a better system 
to improve access for these drugs, as shown by the nearly 80 Members of Parliament who were 
part of our ‘All-Party Caucus on Emergency Access to Trikafta’.  
 
This announcement was further entrenched in the Prime Minister’s directive to the Minister of 
Health to implement this strategy in the 2019 mandate letters issued to ministers, and 
members of all parties have met with Cystic Fibrosis Canada and members of the cystic fibrosis 
community, many in support of improving access to drugs for rare diseases and precision 
medicines that treat rare diseases.  
 
Leading up to these commitments, the federal government held public consultations on 
creating a national pharmacare system, publishing .  Since that time, the development of a 
national pharmacare program has been put on hold, and the need for a nation-wide strategy 
for access to precision medicines and other drugs for rare diseases has risen up as a policy 
priority among federal parties.   
 
In January 2021, Health Canada launched public consultations on the development of a 
‘National Strategy for High-Cost Drugs for Rare Diseases’. In July 2021, the consultation report, 
Building a National Strategy for Drugs for Rare Diseases: What We Heard from Canadians was 
released.  
 
This report noted that: 
 

• Participants said a single national framework for rare disease treatments would make 
access fairer and was the most important element for a national strategy.  

• People cautioned that a national strategy should not remove access from those who 
already have access through public programs. For example, it is important that the 
coverage that provincial CF drug programs provides is not displaced by a nation-wide 

https://www.canada.ca/en/health-canada/corporate/about-health-canada/public-engagement/external-advisory-bodies/implementation-national-pharmacare/final-report.html
https://globalforum.diaglobal.org/issue/march-2021/canadian-federal-consultations-national-strategy-for-drugs-for-rare-diseases/
https://www.canada.ca/en/health-canada/programs/consultation-national-strategy-high-cost-drugs-rare-diseases-online-engagement/what-we-heard.html
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strategy for rare diseases. A nation-wide strategy should improve coverage, not take it 
away. 

• Participants also wanted a transparent coordinating body, better alignment across the 
system and called for patients and clinicians to have a greater say in all aspects of the 
strategy. 

• Because of the small numbers of people with rare diseases, meeting the usual standard 
of evidence for drug approvals is rarely possible. Many participants said rare-disease 
drugs need to be assessed differently than drugs for common diseases. 

• Many people felt the emphasis on the high cost of drugs overlooked their value for 
patients, the health system and society as a whole. 
 

Participants noted the following next steps as important: 
 

• Working closely with provinces, territories, Indigenous partners and stakeholders to 
develop a coordinated strategy that get patients the effective treatments they need. 

• Establishing common definitions of “rare diseases” and better guidelines for what 
constitute “benefits” and “improvements” for assessing rare-disease treatments. 

• Researching best practices in other jurisdictions including France, Germany, the U.K. and 
Australia. 

• Ensuring Canada’s regulatory approach, drug pricing landscape, and research and 
innovation capacity are conducive for rare-disease drugs. 

• Considering how to support patients more holistically, including screening, testing and 
diagnostics. 
 

Cystic Fibrosis Canada believes that Canada needs a strategy to fund therapies for rare diseases. 
We believe that the federal government should commit to develop and implement a strategy 
for medicines for rare diseases immediately. The access system should engage patients, patient 
groups, clinicians and researchers, focus on value not cost, be governed by a single framework 
and be built on an evidence base that uses both new and existing research. The Cystic Fibrosis 
Registry, almost fifty years old, is one of the most robust rare disease registries in the world and 
could be duplicated across other rare diseases to expedite implementation of a drugs for rare 
disease strategy.  
 
The elected government must commit to creating and immediately implement a fast and fair, 
nation-wide process for precision medicines and drugs for rare disease. 
 
Patented Medicine Prices Review Board (PMPRB) regulations:  

In May of 2017, the PMPRB proposed changes to the Patented Medicines regulations. These 
changes incorporated new factors in determining whether a medicine is being or has been sold 
at an “excessive” price. By some estimates these changes will require drug manufacturers to 
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reduce their prices by 45% - 75%. The PMPRB’s own data showed that Kalydeco and Trikafta 
would require price reductions of 99% if the new PMPRB regulations were implanted. Such 
dramatic price reductions will make Canada an outlier among OECD countries and a less 
attractive market in which to launch innovative therapies. 
 
Cystic Fibrosis Canada agrees with the PMPRB that changing the basket of comparator 
countries - now called Schedule Countries - used by the PMPRB will have the desired effect of 
lowering the costs of drugs in Canada by an average of 20%. However, Cystic Fibrosis Canada 
believes that the changes go too far and will limit access to innovative therapies. The impact 
these changes have had on access to new medicines is chilling. From November 1, 2019 – 
February 29, 2020, there has been a 60% decline in Health Canada’s new clinical trial 
registrations, and based on previous levels (2015-2018), a reduction of more than two-thirds 
(49% to 15%) in the approval of new drugs within a year of their approval in the United States. 
 
Moreover, public consultations appear to have been largely symbolic, as little heed has been 
taken of the growing concerns of patients and patient groups. More recently, the PMPRB has 
singled out certain patient groups and communities, including the CF community, implying that 
our fight for access makes us “opponents of the reforms” in a February 9, 2021 communications 
plan. That the PMPRB has maligned the very people they are supposed to serve is both 
worrisome and unprofessional. 
 
Since the very beginning of the consultations on the regulatory changes and the guidelines, 
Cystic Fibrosis Canada, along with many other stakeholders, has provide consistent feedback 
that has yet to be addressed by the PMPRB.  Our recommendations are:  
 

• Cystic Fibrosis Canada urges the PMPRB to implement only the changes to the Schedule 
Countries and to put on hold any guidelines aimed at further reducing prices until the 
impact of the new economic criteria have been thoroughly evaluated by an independent 
third party.  

 
• Cystic Fibrosis Canada recommends that an independent third party evaluate the impact 

of the new economic criteria on the availability of medicines in Canada specifically to 
inform any decision on whether and how to implement the use of the new economic 
criteria for innovative, precision and other high-cost medicines.  

 
• That the Federal Government require that PMPRB, along with other appropriate 

agencies, immediately establish a formal mechanism for meaningfully and continuously 
engaging patient representatives in its decision-making and processes to ensure patient 
voice, choice and representation.   

 
While the PMPRB has proposed the GMEP model of evaluation, we do not believe that the 
PMPRB is well suited to evaluate itself. In its own words, the PMPRB notes that through the 
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GMEP, it will seek to monitor and evaluate trends in the pharmaceutical market that may be 
impacting patentees, as well as the consumers, patients, and payers that it is mandated to 
protect. Given its record on patient engagement and consultation, Cystic Fibrosis Canada has 
serious concerns about the approach and conduct of the PMPRB and does not believe it is the 
best interest of Canadians to have this body monitor and evaluate the impact of its own 
regulatory and guideline changes. 
 
Cystic Fibrosis Canada has called on the federal government to halt implementation of 
regulatory changes to the Patented Medicines Price Review Board (PMPRB). Thanks to 
advocacy efforts of the cystic fibrosis community, the original implementation date of July 1, 
2020 was delayed until January 1, 2022 and a new set of guidelines were issued for 
consultation. 
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Key Messages 

Use these key messages in your discussions with political candidates and their campaign teams.  
The most important messaging is bolded. More detail has been provided below should you 
need to elaborate or provide more information to candidates or campaigns teams that may ask 
you questions.  
 
Access to precision medicines & the need for a fast and fair process for drugs for rare 
diseases: 
                           

• CF Canada calls for the immediate creation of nation-wide strategy for precision 
medicines and drugs for rare diseases. The elected government needs to implement a 
fast and fair process for precision medicines and other drugs that treat rare diseases 
to reduce duplication in the system and ensure timely and equitable patient access to 
the precision medicines and other medicines that Canadians with rare diseases need. 
 

• Canada’s broken system does not prioritize precision medicines for rare diseases like 
cystic fibrosis which has resulted in limited and delayed access to disease modifying 
therapies. The current system takes years and is duplicative and onerous for precision 
medicines and drugs for rare diseases. CF Canada suggests and supports the creation of 
a fast and fair process.  
 

Changes to the Patented Medicines Prices Review Board: 
 

• Changes to the Patented Medicine Prices Review Board (PMPRB) regulations have 
introduced new factors to determine whether a medicine is sold at an “excessive” price. 
By some estimates these changes will require drug manufacturers to reduce their prices 
by 45% - 75%, making Canada an outlier among OECD countries and a less attractive 
market in which to launch innovative therapies. 
 

• Thanks to advocacy efforts of the cystic fibrosis community, the original implementation 
date of July 1, 2020, was delayed until January 1, 2022, and a new set of guidelines were 
issued for consultation. Cystic Fibrosis Canada calls on the Federal Government and the 
PMPRB to 
 

o Immediately implement the new Schedule Countries so that Canada can start 
saving 20% on drug prices. The delays in implementation of the new Schedule 
Countries is needlessly costing Canadians money.  
 

o Appoint an independent third party evaluate the impact of the new economic 
criteria on the availability of medicines in Canada specifically to inform any 
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decision on whether and how to implement the use of the new economic criteria 
for innovative, precision, and other high-cost medicines.   
 

o Immediately establish a formal mechanism for meaningfully and continuously 
engaging patient representatives in its decision-making and processes to ensure 
patient voice, choice, and representation.    

 

Meeting with Candidates  

Prepare in Advance:  

• Do some research on your candidates! All candidates have an online website with a 
biography and details of their visions and interests as a politician.  
 

• Understand the priorities of the party and the candidates and connect messaging with 
their priorities. Visit party webpages to see the full party platform.  
 

Executing the Meeting:   

• Stay non-partisan. Our issues and concerns are non-partisan: we build relationships with 
all parties.  
 

• Do not give false information. Always fact check. Use briefing notes and messaging from 
the election tool kit. If you don’t know the answer to a question, tell the candidate that 
you will get back to them, then contact us and we will provide follow up assistance. 
 

• Establish your key messages in the meeting. Make sure your priority message is 
addressed. Leave enough time for the candidate to ask questions. 
 

• Do not be afraid to tell your story to candidates: politicians need to hear from both our 
hearts and our heads. Your story provides the emotional context needed to make our 
key public policy asks. 
 

• Take notes in the meeting. Make note of any commitments.  
 

• Do not tell elected officials that your issue is more important than any other. 
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Meeting with your Elected Official: Questions  

The questions listed below can be used when speaking with candidates and campaign teams. 
Certain questions are more appropriate for certain situations, for instance shorter questions 
can be used when asking questions at debates or town halls. Longer questions are better used 
during face-to-face meetings, phone call conversations, and discussions with door-to-door 
canvassers.  

 
1) If elected as my Member of Parliament, will you encourage the government in the 

immediate creation of a nation-wide strategy that provides a fast and fair process for 
accessing drugs for rare diseases, including precision medicines that treat rare diseases?  
 

2) What can your party provide to those living with CF? As my elected representative will 
you support equitable access to rare disease medications such as drugs for CF? How?   
 

3) Will your party support the creation of a nation-wide strategy to create a fast and fair 
process for drugs for rare diseases to improve and expedite public access?  
 

4) Changes to the Patented Medicine Prices Review Board (PMPRB) regulations have made 
Canada a less attractive market in which to launch innovative therapies. If elected as my 
Member of Parliament, will you ensure that the economic factors being introduced to 
the PMPRB are put on hold until they are evaluated by a third party? 
 

5) If elected as my Member of the Parliament, will you meet with me after the election to 
discuss these issues further? 
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Summary  

Thank you for using the Cystic Fibrosis Canada Federal Election Tool Kit 2021!  

The upcoming federal election is our opportunity to strengthen our collective voice. Together, 
we can take a stand and educate residents on the issues and concerns within our community 
and healthcare system.  This election, we need all candidates to know our need for a nation-
wide strategy to improve future access to medicines.  

We want to ask candidates what they can do to help those living with CF, and what specifically 
their party can offer. We want elected officials to listen, engage with our community and 
ultimately make a commitment in fostering change for people with CF.  

We hope this election you become a leader in advocating for people living with CF.  

 

For more information contact: 

advocacy@cysticfibrosis.ca 
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