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Limitations 

 We calculated these estimates to highlight an issue, not to be absolutely precise.  

 Just because someone younger than 65 does not have private insurance does not 
mean that they are without financial support for their oral oncology medication. In each 
province, multiple programs exist to support individuals with high drug costs. Based on 
our experience as a patient advocacy group, we made the assumption that individuals 
with private health insurance incur less cost when prescribed oral oncology drugs.  

 The incidence rates were not sourced from a Canadian population. Differing 
demographics across the provinces may skew the actual case counts.  

 

 

3. Disease Experience 

The access problems are so difficult that in many hospitals and cancer centres across Canada,  
such as those in Ontario, a new type of social worker known as a drug access navigator has been 
established (and funded) to assist patients and clinicians navigate the byzantine treatment access 
structures. In Ontario, the organization that supports these navigators is known as the Oncology Drug 
Access Navigators of Ontario (ODANO). They describe the problem that their association works to 
resolve as follows4:  Drugs are an important part of cancer treatment, yet patients often have difficulty 
accessing coverage for the most effective medicines. The complexity of cancer drug coverage in Canada 
can overwhelm patients and families.  

And   

For example, although cancer drugs administered in hospitals and clinics are often offered free of 
charge to patients, half of all new cancer drugs are taken at home and, therefore, many are not covered 
by the public health system. Unfortunately, many of our patients do not have any private insurance. If a 
patient is fortunate enough to have private coverage, many drug plans require a 20% co-payment, which 
can quickly become a financial burden to patients on expensive medications. 

 

British Columbia, Alberta, Saskatchewan, Manitoba, Quebec, NWT, Yukon, and Nunavut cover 
the reimbursement of oral cancer drugs for all in need. Ontario and the Atlantic provinces do not.  

In Ontario and Atlantic provinces, with respect to access to approved cancer treatments, there is 
institutional discrimination against those who are young, uninsured and who have cancer requiring take-
home cancer treatment. With 60% of all new cancer drugs being developed with oral formulations, this 
issue urgently needs to be resolved through policy change. Traditionally, cancer treatments were 
administered to patients by an IV in the hospital. Over the past 15 or so years, an increasing number of 
effective cancer treatments can be taken at home by pill or injection. Take-home cancer medications are 
now a fundamental part of today’s cancer treatments and should be recognized equally within our health 
care systems. Patients requiring an intravenous treatment can start that medication as soon as needed 
and don’t face any financial or administrative burdens provided the drug is included on the provincial 
formulary.   

However, when take-home cancer medications are prescribed, patients in Ontario and the 
Atlantic provinces, who are under 65, and lack adequate private insurance, have to apply to a variety of 
funding assistance programs and ultimately pay a significant deductible or co-pay from their personal 
savings. In some cases, the cost to the patient might be as high as $23,400 annually, based upon Nova 
Scotia’s Family Pharmacare Program. To qualify for assistance programs, patients and their families have 
to submit significant amounts of personal and financial information and often face weeks of stressful delay 
in starting their cancer treatment until the paperwork and approvals are resolved. 

Even for patients with private drug insurance, the reality is that many face significant co-pays, 
deductibles or annual/lifetime caps. For example, some private insurance plans have a cap of $2,000 for 
prescription drugs for the entire year. The majority of take-home cancer drugs cost more than $20,000 

                                                 
4https://odano.ca/ 
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per year. Two-tiered pharmacare in Ontario and the Atlantic Provinces discriminates on the basis of age, 
income, geography, cancer type, and cancer treatment, and is financially ruining many lives. 

A survey5 of over 1,600 Nova Scotians, commissioned by the CanCertainty Coalition, 

demonstrates that drug coverage for cancer patients is a serious and growing problem.  

 More than half (57 percent) of Nova Scotians expect the provincial health care system will pay for 

take-home cancer medications. In reality, patients will ultimately pay a significant deductible or 

co-pay from their personal funds. 

 Three out of five people in Nova Scotia (60 percent) said they would consider leaving the 
province if faced with having to pay for their cancer drugs. Only seven percent could afford 

monthly drug costs of over $200. 

 

 

4. Experiences With Currently Available Treatments 

 

Take-home cancer drugs (THCD) are medications used for the active treatment of cancer and are 
usually dispensed for administration in the home (e.g., oral chemotherapy). These drugs have become a 
standard treatment for many cancers and present opportunities for patients, providers, and the health 
system. However, flaws in our current drug coverage system result in some patients not being able to 
access these treatments. 

 The term “financial toxicity” describes the distress and hardship arising from the financial burden 
of cancer treatment. Even in counties with government funded universal healthcare, financial toxicity is an 
issue for cancer patients and their families. Financial toxicity comes in many forms: out-of-pocket costs, 
lost income, travel expenses etc. Patients may deal with their financial burden by delaying or foregoing 
care. They may take less medication than prescribed, utilize over-the-counter drugs in place of prescribed 
medications, decline procedures, and skip appointments in an attempt to defray costs. The combination 
of high drug prices, particularly of oral targeted anticancer drugs, and increased cost sharing has made 
patients more vulnerable to medication non-adherence. Patients who are younger, have lower income, 
and are uninsured appear to be at greater risk of medication non-adherence. Although government 
funded public healthcare exists in many very high development index countries, financial toxicity is still 
common among cancer patients and caregivers. The evidence suggests that those with a shorter time 
since diagnosis, not currently working, and with more severe cancers have higher rates of financial 
toxicity, including stress and strain6.  
  

An unfunded oral oncology drug is financially toxic compared to a funded IV oncology drug. The 
disease experience of cancer patients that require oral drugs is a dual track of disease and economic 
hardships. After receiving their diagnosis, deciding on a medication, and dealing with the side effects, 
patients in Ontario and the Atlantic provinces have to consider the financial side of their diagnosis. 
“Hearing that you have cancer is devastating. Finding out that you can’t pay for the medication that will 
make you well is catastrophic. It doesn’t have to be this way” ( , Ontario).  

 
The financial side of cancer treatment is unnecessarily burdensome. “When you are going through 

any kind of sickness, whatever the severity of it, the last thing you should have to worry about is your 

                                                 
5 Strategic Directions. Cancertainty & Strategic Directions IVR Report. 2017. Available at: 

https://d3n8a8pro7vhmx.cloudfront.net/cancertainty/pages/119/attachments/original/1490212245/CanCertaintySurv

ey October2016.pdf 

 
6 Longo, C.J., Fitch, M.I., Banfield, L. et al. Financial toxicity associated with a cancer diagnosis in publicly 

funded healthcare countries: a systematic review. Support Care Cancer 28, 4645–4665 (2020). 
https://doi.org/10.1007/s00520-020-05620-9 
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medication cost” ( , Ontario). In addition to dealing with cancer, and not being well enough to work, 
patients in Ontario and the Atlantic provinces spend days on end, sometimes months, wading through 
paperwork in order to get approval for coverage of the oral chemotherapy that has kept them alive. 
Because some cancer treatments are not automatically funded, treatment is delayed for many patients. 
They wait weeks for government approval before dealing with insurance companies and pharmacies to 
receive their prescription. Patients often pay out-of-pocket for the first few weeks of their treatment, which 
they may not be reimbursed for. “My doctor prescribed a new drug that is not covered by the government 
therefore I had to find insurance to cover it which costs around $5000.00 a month, I came up with 
insurance to cover it but I had to pay the pharmacy first then the insurance would reimburse me some 
time later. My problem I do not have the $5000 to pay out let alone wait till they reimburse me”  ( , 
Ontario).  

“Cancer isn’t fair, but access to treatment should be!” ( , Ontario).  
 

5. Improved Outcomes 

 

 

 

6. Experience With Drug Under Review 

CanCertainty’s focus for this submission is on issues related the distress and hardship arising from 
the financial burdens associated with cancer treatment. If zanubrutinib were to be reimbursed for patients 
with HER2-positive breast cancer who have progressed on previous treatments, there would be some 
patients under 65 in Ontario and Atlantic Canada that would face significant financial and administrative 
barriers in accessing treatment.  

7. Companion Diagnostic Test 

N/A 

8. Anything Else? 

Equitable Access 

We recommend that pCODR, when assessing and reporting on implementation issues with 
respect to zanubrutinib, examine the issues of equitable access across all Canadian jurisdictions.  

Safety  

With respect to implementation, we believe pCODR should also examine the issue of safety with 
respect to take-home cancer drugs. From 2006 to 2001, it is estimated that Ontario’s computerized 
provider entry system, the Oncology Patient Information System (OPIS) prevented 8,500 adverse drug 
events, 5,000 physician office visits, 750 hospitalizations, 57 deaths, and saved millions in annual 
healthcare costs. But, this system is only used for only IV Drugs7.  As a result, patients requiring take-
home cancer drugs (THCD) in Ontario are (currently) subject to significant safety challenges, and health 
systems are subject to significant annual costs (physician office visits, hospitalizations etc).  

In Ontario, dispensing and delivery models for THCD have been documented to be inconsistent 
and pose serious safety concerns for patients and their families. Some patients receive their medication 
from hospital pharmacies, some from specialty pharmacies, and some from community pharmacies that 
lack specialization and training in the handling of toxic cancer medications. This contrasts with the robust 
guidelines and clear processes that have been developed for intravenous cancer drugs (IVCD) where 
delivery is more comprehensive, organized, safer and patient-centred than THCD. There are numerous 
known safety and quality deficits related to the current method of community dispensing of THCD 
including incorrect dosing and handling, limited monitoring and non-adherence (which can lead to under 
or overdosing), serious toxicity, morbidity, and mortality. Patient lives and well-being are at stake. Ontario 

                                                 
7 eHealth Ontario. Cancer Care Ontario and eHealth Ontario Partner to Deliver Safer Chemotherapy Treatment. 

Toronto, ON: 2011. Available at: https://ehealthontario.on.ca/en/news/view/cancer-care-ontario-ehealth-ontario-

partner-to-deliver-safer-chemotherapy 
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urgently needs to reform its systems for THCD dispensing that embed high-quality, safe practices that 
recognize the unique aspects of these drugs.  

In April 2017, Cancer Care Ontario organized the Oncology Pharmacy Task Force with the 
mandate to advise Cancer Care Ontario (CCO) on how to enhance the current system for THCD delivery 
to optimize quality and safety; and subsequently, to deliver a report to the Ministry of Health and Long-
Term Care (MOHLTC) based on the findings of the Task Force. The Task Force included representatives 
from patient advocacy groups, pharmacy and pharmacist associations, regulatory and standard setting 
organizations, and subject matter experts. On March 25th, 2019 the report was completed and published 
on the CCO website, but there has been no follow up or action taken to the many important 
recommendations. The report Enhancing the Delivery of Take-Home Cancer Drugs in Ontario (March 

2019) can be found at:  

https://www.cancercareontario.ca/sites/ccocancercare/files/guidelines/full/1 CCO THCD Report
25Apr2019.pdf 

CanCertainty suggests that pCODR examine the issues of safety and dispensing when 
examining and reporting on issues concerning pan-Canadian implementation of zanubritinib.  
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Fewer side effects 57% 4.28 

To access new treatments for their WM, 67% of patients reported they would be interested in 
participating in a clinical trial (238 respondents).  

 

Patients were more likely to accept known risks/side effects for a new treatment related to side effects 
that were not life-threatening ; very few patients were willing to tolerate severe and long-term side effects 
(238 respondents). On a scale of 1 to 5 (1=less important to control, 5=most important to control), patients 
rated headache/cognitive changes (56%), changes in vision (58%), shortness of breath (46%), abdominal 
discomfort (nausea/vomiting/diarrhea/constipation) (42%) and fatigue (42%), as the most important 
symptoms for new WM treatments to control (238 respondents). As described in section 6, BTK inhibitors 
control many of these symptoms. Patients listed their expectations for new treatment options: 

“ A targeted oral treatment that will not cause secondary cancers or more discomfort than the disease 
itself.” 

“Provide increase in quality of life and longevity with minimal side effects” 
 

6. Experience With Drug Under Review 

Patient experience for both BTK inhibitors, Ibrutinib and Zanubrutinib, was collected through this survey. 
As a comparator BTK inhibitor, patient experience with Ibrutinib was collected Summary results of the 
comparator trial was shared with respondents, highlighting Zanubrutinib’s similar response rates 
(progression-free survival, complete response) with Ibrutinib, and reduced side effect profile. Based on 
this information and treatment experience, 45% of patients elected they would use Zanubrutinib over 
other BTK inhibitors, while 12% would use Zanubrutinib after treatment with another BTK inhibitor has 
failed; 43% were unsure (231 respondents). Reasons for choosing Zanubrutinib over other BTK inhibitors 
included less side effects (63%)and  a slightly better response rate (even if not statistically significant) 
compared to other BTK inhibitors (34%) (231 respondents). 62% of patients would also choose 
Zanubrutinib if it was recommended by their doctor.  
 
Experience with Ibrutinib 
37% of patients received treatment with ibrutinib (237 respondents), and were able to access it through 
options including private insurance (32%), compassionate access programs (28%), and clinical trials (12%)  
among other options (87 respondents). 62% of patients were still taking the treatment at the time of 
completing the survey, while the remaining patients had to stop treatment because they either completed 
all required treatment cycles (13%), their disease progressed on treatment (9%), or they could not tolerate 
the side effects (14%), among other reasons (87 respondents). 
 
Patients were asked about WM symptom management with Ibrutinib. 22% of patients found that all of 
their WM symptoms were managed with Ibrutinib, while 17% of patients did not have any of their 
symptoms managed by this treatment (87 respondents). Patients provided further clarity as to the specific 
symptoms that Ibrutinib managed and controlled for them which included fatigue (45%), night sweats 
(30%), weight loss (22%), and enlarged lymph nodes/abdomen (18%) (87 respondents). However, there 
were Ibrutinib-related treatment side effects which included easy bruising/bleeding (39%), fatigue (24%), 
skin rashes/itching (24%), low platelets (thrombocytopenia) (22%), and irregular heart beat/cardiac issues 
(21%).  
 
When asked about which aspects of a patients life were affected by Ibrutinib treatment and side effects, 
patients rated on a scale of 1 to 5 (1=significant negative impact, 3= no impact, 5= significant positive 
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Ibrutinib until side 

effects 
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; side 
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1 
Other than minimal 

side effects, I have 

been satisfied with 

results from 

Zanubrutinib. 

1= Less side effects compared to previous treatments; 2=faster and better response rate compared to 
previous treatments; 3=I had to take Zanubrutinib for a longer amount of time then the length of past 
treatments, 4=Zanubrutinib negatively impacted my quality of life less then past treatments 
 

7. Companion Diagnostic Test There is no companion diagnostic testing  

8. Anything Else? N/A 

 

Appendix: Patient Group Conflict of Interest Declaration 

To maintain the objectivity and credibility of the CADTH reimbursement review process, all participants in 
the drug review processes must disclose any real, potential, or perceived conflicts of interest. This Patient 
Group Conflict of Interest Declaration is required for participation. Declarations made do not negate or 
preclude the use of the patient group input. CADTH may contact your group with further questions, as 
needed. 

1. Did you receive help from outside your patient group to complete this submission? If yes, please detail 
the help and who provided it. N/A 

2. Did you receive help from outside your patient group to collect or analyze data used in this submission? 
If yes, please detail the help and who provided it. N/A 

3. List any companies or organizations that have provided your group with financial payment over the 
past two years AND who may have direct or indirect interest in the drug under review. N/A 

I hereby certify that I have the authority to disclose all relevant information with respect to any matter 
involving this patient group with a company, organization, or entity that may place this patient group in a 
real, potential, or perceived conflict of interest situation. 

 
Name: Kaitlyn Beyfuss-Laski; Position: Manager of Patient Programs, Research & Advocacy; Patient 
Group: Lymphoma Canada; Date: 12-May-2021 




