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Canadian Agency for Drugs and Technologies in Health (CADTH) Consultation Questions: 

 

 

1. Do you agree with the proposed principles and definitions? Please provide the 

reason(s) and suggested changes, if any.  

 

The proposed principles are well accepted throughout the Canadian healthcare system. An 

additional principle should be added, patient centered. Currently so much in healthcare is 

focused on the system. We need to focus on the person receiving care and what is best for them 

in meeting their needs and improving health outcomes. There are many claims around being 

patient centered but not in practice, depending on the perspective the definition of what patient 

centered means can very different. 

The panel membership does not represent the principles proposed in the discussion paper. There 

is no patient lived experience representation from marginalized populations (at least that is 

obvious) which is unacceptable for a project like this. It would be useful to understand why these 

perspectives were not included in the panel, and further, how these perspectives will be sought 

out in addition to the opportunity to provide this type of submission, which for many individuals, 

is not accessible. 

This discussion paper addresses extremely complex processes and health policy which makes it 

very challenging for most patients – this means people with lived experience of a health 

condition(s) - to be able to contribute. There is more that is out of scope for this project than 

what is in scope. It is very challenging to provide input into one piece of pharmaceutical policy 

and ignore all the other systematic barriers to Canadians being able to access the medicines 

they require.  

A number of years ago the Federal government launched a National Pharmaceutical Strategy 

and produced a comprehensive report (2006). A great deal of time and energy went into this 

work but only pieces of it moved forward. One of the proposed principles here is ‘timely and 

efficient,’ which always seems to be a struggle in the policy world. Canada needs to stop trying 

to reinvent the wheel, many countries have a national pharmacare program. We can learn from 

others who have successfully implemented one as well as taking into consideration the extensive 

work that has already been done in our country. 

This current work needs a vision, what will be accomplished? There are serious inequities to 

accessing medications in Canada. Those who are privileged to have private insurance plans are 

able to receive what their healthcare provider deems necessary to treat their medical needs. The 

panel seems to represent this particular population, and even though they may feel they serve the 

interests of others, not having those voices on the panel is a missed opportunity. Canadians who 

rely on a public drug program are at the mercy of a complex, difficult to navigate, convoluted 

https://www.cadth.ca/pan-canadian-advisory-panel-framework-prescription-drug-list
https://www.canada.ca/en/health-canada/services/health-care-system/reports-publications/pharmaceuticals/national-pharmaceuticals-strategy-progress-report.html
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broken system that has not been meeting the needs of Canadians for decades. As a result, this 

work needs to address the process of accessing medications and not just the list of medications 

on a formulary. 

2.  Do you agree with the proposed assessment criteria? Please provide the reason(s) 

and suggested changes, if any.  

The proposed assessment criteria seem reasonable. It makes sense to exclude drugs that Health 

Canada has safety concerns with, but it could further the gap between what patients can access 

who have private coverage and those who are more vulnerable and rely on public drug 

programs. In addition, assessment criteria need to explicitly consider unique populations, such 

as pregnancy and lactation. Although this was noted as a step in the process or reason for using 

a criterion, it did not clearly become an assessment criterion. Women of childbearing age are 

diagnosed with a range of health conditions and are often limited by the evidence when choosing 

among therapeutic options. It is important to consider this specific gender lens when assessing 

medications therefore it is recommended that this be explicitly noted as a criteria in order to 

ensure prioritization of treatment choices for vulnerable populations. 

 

3. a) Do you have suggestion(s) on a definition and/or criteria to determine the 

eligibility of related products that could be included on a pan-Canadian formulary? 

Please provide details. 

The criteria need to be flexible to meet the diverse needs of patients as everyone responds 

differently to treatments depending on their disease, co-morbities and other drugs they may be 

taking. If the product listed on the formulary is not working for the patient there should be 

alternative options. If the product is in short supply, other options need to be available. As an 

example, during the pandemic, people living with inflammatory arthritis have experienced issues 

accessing their medications because the drugs may or may not have shown to be effective in 

treating the effects of COVID-19. For example, we know that lupus patients were being limited 

or denied refills on their hydroxycloroquine even though there was no evidence or effectiveness 

in treating COVID-19. Alternative drugs to treat Lupus are not listed on public formularies 

leaving some patients with little or no treatment options. 

The criteria listed seem appropriate, however, as with anything, the absolute devil will be in the 

details. For example, the proposed criteria of ‘alignment with patient and societal preferences’ – 

how will this information be collected and decided? Currently one may argue that CADTH has 

processes related to this, but it is questionable how much this is weighted in decision making. 

Will the criteria be equally weighted for decisions to be made about what goes on the formulary 

list, or will they each be weighted separately? And if the latter, it’s important to know what that 

weighting will be.  

 

We have often seen research evidence used to determine societal values and often evidence is 

incomplete or use methodologies that do not adequately capture the range of patient 
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experiences. Input directly from people with lived experience is crucial to balance out the 

approach and ensure patient needs are adequately represented and considered in decision 

making.  

 

b) Should related products be listed in the same list for drugs and have the same evaluation 

criteria applied to them (see Table 3)? Please provide the reason(s).  

 

Related products should be listed in the same list with the same evaluation criteria applied. 

People living with Rheumatoid Arthritis are experiencing issues accessing Actemra as it has 

been shown to be effective in treating COVID 19, if not for considerable effort by our clinicians 

to switch patients from the IV indication to subcutaneous administration many patients would 

not have been able to remain on a drug that was working to treat a serious and disabling disease 

clearly demonstrating that multiple drug options are necessary. 

 

4. a) Do you support the proposed approach to expand to other therapeutic areas? 

Please provide the reason(s).  

 

There is a lot in the discussion paper that is out of scope, more than what is in scope. It is 

difficult to pull one thing out of healthcare without taking into consideration the entire health 

ecosystem or an individual’s life, which should include impact on health services, long/short 

term disability, long term care and the real-world impact on someone’s life. These latter impacts 

may include the abilities to accomplish daily activities of living, care for children and be 

employed. “Value for Money” needs to be seen in the most inclusive and broadest sense. For 

example, drugs are just one part and a large percentage of drugs are paid by private payers and 

out of pocket by patients which are never included in health spending reporting. The proposal 

needs to be part of a larger Canadian conversation about health and the healthcare system 

generally. 

 

b) Should the remaining therapeutic areas be prioritized based on national health 

priorities? Please provide the reason(s). 

 

The remaining therapeutic areas should not be prioritized based on national health priorities but 

on the number of Canadians affected by the disease or condition which is how the panel 

identified the initial three disease areas. We have facts on numbers of people with diseases and 

annually costs – drug and healthcare wise to Canada and these should be taken into account. 

History has clearly shown that it is very challenging for all provinces to agree on pan Canadian 

initiatives (in fact in the inflammatory arthritis space, not all public formularies even cover the 

same medications), how are the provinces engaged throughout this work to help with the 

practical aspects of adopting a pan Canadian formulary.  

 



    
www.arthritispatient.ca 
contact@arthritispatient.ca 

   @CAPA_Arthritis 

4 
 

We also need to be mindful that if we are going to rely on ‘information about safe use in 

pregnant and lactating women,’ this is directly connected with ensuring that more diverse 

populations are included in clinical trials moving forward or cohort studies are funded once a 

medication comes to market. This particular population is often excluded from studies (which we 

saw widely happen with COVID-19 vaccine development), and which then puts these populations 

at risk when decisions are made based on available data. We are not saying data from studies is 

not important – but we need to do more to either fund cohort studies (real-world) of individuals 

in these populations or encourage this (where reasonable) from the point of designing clinical 

trials. 

 

The working group noted must also include representation from people with lived experience. 

They are experts and deserve to be part of a conversation about which drugs are selected for 

inclusion in the formulary.  

 

5. a) Which option could be adopted as an alternative to a first-in, first-out submission 

review process? Please provide the reason(s) for your choice.  

 

The principle of equity and fairness needs to be a top consideration when considering additions 

to the formulary. Canada, with so many independent health systems and within those systems too 

many silos that don't communicate with each other, already has too many inequities that inhibit 

access to care and negatively impact patient outcomes. We need to be very careful not create 

additional barriers to treatment. This includes streamlining the timelines for listing a medication 

and ultimately affects when a patient can access a needed therapy.  

Option 3 proposes working together at an international level to review and prioritize products 

collectively. On the surface, at a time when resources often seem constrained, this makes sense. 

While in some instances, Canada might be unique based on its population (for example, some 

diseases such as MS and Crohn’s disease have higher numbers in Canada than other countries), 

in general this approach to collaboration and best use of resources appears to be an idea worth 

exploring.  

b) What criteria could be used to identify priority products? 

The criteria proposed are alignment with patient and societal values, clinical benefit, feasibility 

of adoption into health systems, and value for money, all seem reasonable. We might add that 

prioritizing vulnerable populations, such as pediatrics, pregnancy, and lactation, could also be a 

new criterion.  

 

As stated before though, the fine details matter, and is of utmost concern with respect to ‘patient 

and societal values.’ An example to illustrate this right now is the clash between 

immunocompromised individuals’ values and those of policymakers and a large part of the 

population who simply are hoping/wishing the COVID-19 pandemic is over and abandoning a 

number of evidence-driven protections that are currently in place. Simply put, which ‘wins’ out 
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here – patient or societal values, who decides, and how will these criteria be weighted? And until 

policymakers see qualitative evidence on par quantitative evidence that decision makers prefer 

to use, saying that patient and societal values will be on equal footing with these other criteria, 

is likely not being completely transparent. 

 

6. Do you agree with the proposed evaluation criteria and the considerations for new 

products? Please provide the reason(s) and suggested changes, if any.  

See our response above in 5b – it is really directly aligned with this response. 

 

Another consideration is who is making the decisions about identifying new products. As we 

know from current CADTH processes (which it’s unclear from this proposal about whether or 

not these will be used), the public members are often few and don’t necessarily understand what 

it’s like to live with a particular condition. While these members may have experience in 

debating and making decisions, we know as patients ourselves that: 1) there is always a power 

imbalance in any room where you are identified as a patient or public member. No matter your 

credentials, you are often seen as not being at the same level as perceived ‘experts’ in the room; 

and 2) it is simply not fair to expect these individuals to represent the voice of all patients, no 

matter how well intentioned the committee or organization is. So as per our other comments, 

howe these actually gets done needs a serious think and needs operationalization input when the 

time is appropriate. While it may not seem, this is the time to bring up these details – these do 

need to be considered as part of this exercise.  

 

Creating the framework for a national formulary represents an opportunity to improve the 

current state of patient engagement within our health care system. If the pandemic has 

demonstrated anything, it’s that we need to hear directly from a broad group of people directly 

affected by decisions or risk further erosion of trust in government decision making processes. 

Directly related to this is the question of how can government better support patient 

organizations to be able to contribute the patient perspective? 

 

7. Should the deliberative process include weighting of the evidence or a score for 

criterion? If yes, how should weight be distributed among the proposed criteria?  

We have highlighted this in some of our other responses as being something that needs to be 

considered. This is extremely difficult to answer – as patients ourselves, we see many decisions 

being driven in healthcare by the economic benefit, which is important to help us build 

sustainable systems for all Canadians. However, this isn’t the only thing that needs to be 

considered. We also see in our current systems that patient input can appear to have little affect 

on decisions – as we’ve highlighted previously that qualitative evidence doesn’t appear to be 

seen as robust as evidence for example, from randomized controlled trials. We encourage an 

approach that considers some flexibility. Maybe in some instances where there are very few 
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options for patients and a great need for new ones, this actually means being more mindful of 

potential clinical benefit for a smaller number of people who could really benefit. We know this 

is not a robust response, but there is concern that always having certain criteria weighted higher 

than others creates inequities for some disease areas. 

 

Also, weighting of evidence or scoring is deeply affected by which stakeholders are involved in 

making the decisions. Patient organizations and people with lived experience are often only one 

– maybe two – voices in a larger discussion where interests inherently lie as actors within the 

health care system. Weighting of evidence or perspectives can only be viable if there is robust 

engagement of communities directly affected by the decision. In this regard, CADTH has to 

evolve substantially in its efforts to engage patient organizations and people with lived 

experience. 

 

8. What measures could be put in place to ensure operational sustainability, with limited 

resources and time, including the ability of stakeholders to participate meaningfully in 

multiple processes (e.g., should there be a prioritization system for listed products to be re-

evaluated or other criteria to determine eligibility for reassessment or therapeutic 

reviews)? 

Unlike the current drug review process in Canada, patients living with the disease/condition 

impacted by the drug under review should be engaged throughout the entire process not just as 

an afterthought or spending hours and extensive resources providing a patient input submission 

that may or may not be considered by the review committee. The review committee needs to see 

the impact that the disease has on real patients and hear the hopes that the new drug has for a 

better health outcome. Unfortunately, clinical trials don't always measure and capture the 

outcomes that are important to patients often due to their strict eligibility criteria, they leave out 

important subsets of the population (as we have witnessed firsthand with people living with 

inflammatory arthritis being excluded from COVID19 vaccine trials). Having patients living with 

the disease that the drug under review is intended to treat could potentially bring forward real 

world impact that would otherwise be missed. Additionally, looking beyond randomized 

controlled trials is also important. While we understand these trials provide the most robust 

evidence, much work has also been done to indicate the populations in clinical trials are 

sometimes not entirely representative of a population living with a disease. As such, 

observational cohorts can also provide evidence based on patients who live with other 

comorbidities and who are often more representative of the actual population. These other 

resources that provide real world evidence should be considered. 

Evaluating the impact on patient access and outcomes from the initial three therapeutic areas is 

critical. A detailed impact analysis of the proposed framework and the proposed sample lists 

should be conducted and released publicly. There should also be multiple opportunities to 

continue to engage, beyond these types of submissions. There should be more than one webinar 

opportunity and outreach to patient communities and organizations. 


