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individuals live, their oral oncology medication may not be covered by their provincial government. For the 
32 patients under 65 living in British Columbia, Alberta, Saskatchewan, and Manitoba, oral oncology 
medication is automatically covered. Residents of Ontario and the Atlantic provinces under the age of 65 
are not automatically covered under public plans. Their route to treatment access is not simple. By our 
estimations, 6 of these Ontario cancer patients will not have private health insurance. Before they can 
receive their medication these patients will have to navigate a complicated process of funding 
applications, approval delays, locating a pharmacy, and waiting for their medication in the mail. They will 
incur out of pocket costs and sizeable portion of their income will go towards their medication. This is a 
small number of patients to be impacted by such a restrictive policy. 

Lung cancer incidence data was sourced from the Canadian Cancer Society (Statistics Canada)1 
in collaboration with the provincial and territorial cancer registries. In their 2020 special report on lung 
cancer, the Canadian Cancer Society provided lung cancer data for all of Canada (excluding Quebec) 
broken down into age groups (Figure 1). We applied the age-specific lung cancer incidence rates to the 
2016 population demographics2 of each province to arrive at the number of new lung cancer cases each 
year by age and province.  

The ALK mutation has only been identified in patients with NSCLC, specifically patients with the 
NSCLC subtype adenocarcinoma3. In the same 2020 special report, the Canadian Cancer Society 
provided the percent distribution of lung cancer cases by specific histological type. We used lung cancer 
incidence data along with histological distributions to estimate the number of adenocarcinoma cases each 
year by age and province. The ALK mutation is present in approximately 3% of adenocarcinoma cases4. 
With these percentages, we estimated the number of yearly lung cancer cases with the ALK mutation by 
age and province. In other words, this is the estimated number of Canadian residents who will become 
eligible for lorlatinib each year.  

We measured “potential financial toxicity” using data on lack of private drug coverage. The Canadian 
Life and Health Insurance Association5 provides data on “extended health coverage.” For each province, 
we extracted the percentage of individuals under the age of 65 without private drug coverage AND 
without automatic public drug coverage. These province specific percentages were applied to the ALK-
positive NSCLC case rates to arrive at the final estimation: the number of yearly ALK-positive NSCLC 
cases among the under 65 population without private or automatic public prescription drug coverage.  

 

 

 

 

 

 

 

 

 
1 Canadian Cancer Statistics Advisory Committee. Canadian Cancer Statistics: A 2020 special report on lung cancer. Toronto, ON: 

Canadian Cancer Society; 2020. Available at: cancer.ca/Canadian-Cancer-Statistics-2020-EN  
2 Statistics Canada. (2020) Annual Demographic Estimates: Canada, Provinces and Territories [Data Visualisation Too ]. 
https://www150.statcan.gc.ca/t1/tbl1/en/tv.action?pid=1710000501 

3Koivunen, J. P., Mermel, C., Zejnullahu, K., Murphy, C., Lifshits, E., Holmes, A. J., … Janne, P. A. (2008). EML4-ALK Fusion Gene 

and Efficacy of an ALK Kinase Inhibitor in Lung Cancer. Clinical Cancer Research, 14(13), 4275–4283. doi:10.1158/1078-0432.ccr-
08-0168  
4 Dearden, S., Stevens, J., Wu, Y.-L., & Blowers, D. (2013). Mutation incidence and coincidence in non small-cell lung cancer: meta-
analyses by ethnicity and histology (mutMap). Annals of Oncology, 24(9), 2371–2376. doi:10.1093/annonc/mdt205  
5 Sutherland, Greg, and Thy Dinh. Understanding the Gap: A Pan-Canadian Analysis of Prescription Drug Insurance Coverage. 
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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 
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 survey6 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 

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

https://d3n8a8pro7vhmx.cloudfront.net/cancertainty/pages/119/attachments/original/1490212245/CanCertaintySurvey October2016
.pdf 
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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 strain7.  
  

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” (Lisa Machado, 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 
medication cost” (Ed, 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”  (Sharon, 
Ontario).  

“Cancer isn’t fair, but access to treatment should be!” (Tammy, 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 lorlatinib were to be reimbursed for patients with 
ALT-positive NSCLC 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 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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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 lorlatinib, 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 Drugs8.  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 
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 lorlatinib.  

 

 

 
8 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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Female  N/A  Patient  Questionnaire  USA  

Female   55  Patient  Interview  Canada  

Female  44  Patient  Interview  USA  

Male   N/A  Patient  Interview  Canada  

Female   N/A  Caregiver  Interview  Canada  

Female   42  Patient  Interview  Canada  

Female   35  Patient  Interview  United Kingdom  

Male  N/A  Caregiver  Interview  Canada  

Female  51  Patient  Interview  Canada  

Male   73  Patient  Questionnaire  Canada  

Male  54  Patient  Interview  Switzerland  

Male  57  Patient  Questionnaire  Philippines  

  

  

3.    Disease Experience  
 
12 years ago, life was busy and full for AM who was building her career when she noticed a lump in 
her neck. Further testing revealed a diagnosis of advanced lung cancer and her world was turned 
upside down. She thought that someone was playing a bad joke on her. But when her new reality set 
in and facing a terminal diagnosis, she decided that no matter what, she was going to fight to survive. 
It has been almost 12 years since her diagnosis and AM has defied the odds thanks to advancements 
in lung cancer treatments, specifically targeted treatments. She has been fortunate to have access to 
new treatments. In recent years, ALK positive lung cancer had a number of advancements that have 
allowed AM to live 12 years.  However there is still a large unmet need. In first line, although there are 
a number of treatments, there is still no cure. New treatments with increased efficacy are needed to 
increase the chance for a longer life. In second line and beyond, treatments are needed to overcome 
resistant mutations. Lorlatinib is a new treatment that has the potential to achieve both.  
 
ALK-positive lung cancer patients make up 2 - 4 % of NSCLC cases. NSCLC is the most common 
type of lung cancer occurring in 80 – 85% of cases. This type of lung cancer is typically found in 
younger patients and never smokers. In Canada, the current standard of care for this group of 
patients is targeted therapy. This form of treatment has helped improve patient outcomes and quality 
of life. Take SA’s spouse for example who was diagnosed with ALK + lung cancer in 2014. After 5 
years on ceritinib and then 7 months on alectinib, he developed progression in the lung and brain and 
was placed on lorlatinib in 2019. Since starting treatment he has a lot more energy and says this is 
the best TKI he has been on. He walks every day, runs, plays the piano, skies in the winter, and is 
currently working part-time. He has a good quality of life. Lorlatinib had given him, AM, and many 
other patients the ability to live and live well. Lorlatinib has a profile that is effective in first line but 
also able to cover resistant mutations beyond.  

 
Patients with the ALK mutation commonly present with brain metastases at diagnosis, this has been 
observed in about 30% of patients. This involvement can be quite debilitating, affecting the quality of 
life, resulting in a poorer prognosis and reducing already low survival rates even further. While there 
are options to treat the ALK mutation in the first line, there is also an unmet need to provide 
treatments that are not just effective in treating the tumours but also effective in treating brain 
involvement. This will reduce the need for other treatments that can result in cognitive side effects 
further impacting the patient’s quality of life.  
 
Lorlatinib is an ALK tyrosine kinase inhibitor used for the treatment of patients with ALK-positive non-
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small cell lung cancer (NSCLC) and has been approved by the FDA and many other countries. This 
form of treatment has the potential to improve patient outcomes and have more survivors like AC and 
SA’s spouse. The input below will highlight the profound responses patients have on this treatment 
which hugely improved the quality of their lives – in both first line therapy and beyond. Patients are 
living longer and better on this treatment and we hope this form of treatment is considered by CADTH 
as a first-line treatment for this group of patients.  
 
When JE received the devastating news of having lung cancer in 2017, she was told she didn’t have 
long to live, about 1 year to 18 months, so she and her spouse told their young kids that mummy was 
dying. Thankfully, the next day results from genetic testing showed she had the ALK mutation and 
would be able to receive targeted therapy. This changed everything for her and her family. She is 
currently on lorlatinb, doing well and thankful to have more time with her loved ones.   
 
  

4.    Experiences With Currently Available Treatments  
 
The current standard of treatment for patients with ALK-positive NSCLC is targeted therapy and 
includes crizotinib, ceritinib or alectinib. Chemotherapy though a viable option has limited benefits and 
is well known for its toxic side effects. The patient experience with these forms of treatment have 
been well documented in previous submissions.  
 
Targeted Therapy (ALK Inhibitors – Crizotinib, Ceritinib and Alectinib)  
 
These treatments are  known to improve patient outcomes by shrinking tumour sizes, have 
manageable side effects and prolong survival. They are given via the oral route which is easier on 
patients as it reduces the need for hospital visits and the burden on love ones. Patients are functional, 
independent and active on these forms of treatment allowing them to go back to work, travel, enjoy 
activities, and spend time with their loved ones, thus maintaining a high quality of life.  
 
Crizotinib  
 
Crizotinib was one of the first efficacious options for treating ALK+ NSCLC. Many of the patients 
interviewed in previous submissions have been active and highly functioning and said the side effects 
were manageable. These include nausea, vomiting, diarrhea, visual disturbances, edema, and 
fatigue. Some patients did find the side effects intolerable. One patient said crizotinib was challenging 
and affected her quality of life. She was so nauseous that getting out of bed was difficult. Another 
patient had to discontinue crizotinib due to liver dysfunction. JH was on crizotinib for 11 months and 
developed severe edema and was in a lot of pain. She also developed numbness in her hands and 
feet and visual disturbances. JE had severe leg edema on crizotinib and progressed after one year. 
She also had severe GI issues which severely affected her well-being and ability to socialize. It was 
difficult sometimes to go out. She also had visual flashes which made it difficult to drive at night.  
 
For patients with brain metastasis at diagnosis, crizotinib may not provide adequate protection 
as data has shown that crizotinib may not effectively protect and treat CNS involvement and delay or 
prevent metastasis to the brain as it may not cross the blood-brain barrier. A  treatment that would 
address any CNS involvement would be preferred as this reduces the need for other treatments such 
as radiation therapy that may result in cognitive deficits. This was the case for GI who was diagnosed 
in 2015 with metastasis to the brain. She was treated with crizotinib but did not help the brain tumour 
and she subsequently had to be treated with radiation therapy.  
 
Ceritinib  
 
JH was on ceritinib for 2 years, it worked very well, and she showed no evidence of disease for about 
a year, but the side effects were really challenging. The treatment came with a lot of gastrointestinal 
issues including cramps and diarrhea which severely affected her quality of life and ability to go out 
and socialize. This form of treatment is known to come with GI side effects which are well 
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documented in previous submissions. SA’s spouse was on ceritinib for 5 years but stopped due to 
progression. Another patient unfortunately also progressed after 18months.  
 
Alectinib  
 
Alectinib is the current standard of care for ALK+ NSCLC patients. It is has been shown to be 
efficacious in treating these groups of patients and has shown better efficacy and lower toxicity 
compared to crizotinib. It has been found to also be effective in treating patients' brain metastases, 
reducing or eliminating the need for whole-brain radiation. It is generally very well tolerated with 
manageable side effects.   
 
Within 6 weeks of treatment, alectinib reduced one patient’s tumour by 70%. She felt great and had 
few side effects. Another patient was on alectinib for a year and had a huge reduction in the size of 
her tumours and was termed stable. Within a month of being on the treatment, her symptoms had 
subsided. Some patients however were not able to tolerate this treatment.  
 
Patients have come to expect efficacy with ALK inhibitors which makes it a preferred option for 
treating this group of patients.  
 
Chemotherapy  
 
Chemotherapy has been a long-standing and well documented standard of care for patients with lung 
cancer. Chemotherapy while a viable option has limited benefits and is known for having toxic side 
effects that leave patients unable to be fully functional or active and dependent on their loved ones. 
The side effects are well documented. Patients like JH who were treated with chemotherapy 
experienced side effects that interfered with daily activities. She was quite unwell and not capable of 
doing much physically and needed help taking care of the children. She couldn’t be involved in a lot of 
the activities she normally did. Some patient’s experienced minimal symptoms, while others reported 
side effects consistent with those in the survey of those on chemotherapy such as nausea, vomiting, 
and extreme fatigue.  
 
Impact on Caregivers  
 
The impact of lung cancer is felt not only by the patients but also by their loved ones. The diagnosis 
and treatment of lung cancer has a major impact on the life of the patient, and many caregivers spend 
time providing care and support to their loved ones. With many caregivers playing a central role in the 
management of care of their loved ones such as being involved in the daily activities, medical care, 
providing informational, financial, or emotional support, there is a need for more durable treatments 
that would help decrease the demand on the caregivers and allow patients return to life. This would 
allow many caregivers to continue working, not having to take time off work to care for their loved 
ones thus reducing physical and financial burdens on the family.   
 
For patients on targeted therapy, this is an oral medication with manageable side effects. Patients 
can be independent, functional, and active. They can get out of bed, go for their appointments by 
themselves and even go back to work, and this allows caregivers to continue working and be 
productive. Unlike chemotherapy, an IV treatment, where caregivers are faced with the need to help 
take their loved ones to their appointments, as well as having to juggle other needs on the home and 
work front. Oral therapies can decrease the mental health burden of caregivers. Stress is a commonly 
reported by caregivers. To ensure the care of their loved ones, some caregivers lost time at work 
resulting in reduced productivity. Both mental health stress and financial stress is not captured in HTA 
economic considerations but have a considerable impact on economy overall.  
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5.    Improved Outcomes  

 

 

Recent advancements in the treatment of lung cancer have changed the paradigm for lung cancer 

patients. They have allowed patients to hope for a better tomorrow and even plan for the possible future. 

These outcomes which play a huge role in a patient’s treatment decision include the following:  

• Improving the symptoms of their lung cancer  

• Allowing patients have a good quality of life.  

• Having manageable side effects  

• Giving patients long-term remission and delaying progression  

• Allowing patients live longer while maintaining their functionality and independence so they are 

not a burden on their loved ones  

 

6.    Experience With Drug Under Review  

 

Lung Cancer Canada was only able to gather the experience from one patient taking lorlatinib in the 

1st line from Spain. While the requested submission is for the 1st line treatment of ALK + NSCLC, the 

thoughts, and experiences of patients treated with lorlatinib in other lines is also discussed. The table 

below summarizes the input received.  

 

  

Gender  Age  

  

Patient/  

Caregiver  

Year of 

Diagnosis  
1st line  

Currently on 

Treatment   

Duration on 

treatment  
Source of Treatment   

F (SO)  59  Patient  2018  Yes  Yes  4 years  Clinical Trial  

M (MK)  N/A  Patient  2013  No  Yes  52 months  Clinical Trial  

M (LT)  62  Caregiver  2016  No  Yes  3 years  N/A  

M(FL)  69  Caregiver  2015  No  Yes  2 months  Insurance  

F (SA)  N/A  Caregiver  2014  No  Yes  18 months  N/A  

F (AC)  N/A  Patient  2018  No  Yes  3 months  Insurance  

F (JH)  55  Patient  2013  No  Yes  3 years  Access Program  

F (GI)  44  Patient  2015  No  Yes  3 years  Insurance  
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M (GL)  N/A  Patient  2019  No  Yes  3 months  Access Program  

F (HE)  N/A  Caregiver  2019  No  Yes  3 months  Access Program  

M (AJ)  54  Patient  2019  No  Yes  6 months  Public Coverage  

F (AM)  42  Patient  2009  No  Yes  5 years  Access program  

F (RE)  35  Patient  2020  No  Yes  3 months  Public Program  

M (TM)  N/A  Caregiver  2017  No  Yes  1 year  Access Program 

F (JE)  51  Patient  2017  No  Yes  1 year  Access Program 

M (TE)  73  Patient  2013  No  Yes  6 weeks  Access program  

M (RP)  57  Patient  2018  No  Yes  10 months  N/A  

  

 Lorlatinib was effective in shrinking the tumours and maintaining stable disease. It also improved 

symptoms   

When SO was diagnosed in 2018 she was placed on lorlatinib. After two months of treatment the tumour 

had shrunk by 50%, by the 4th month the swollen lymph nodes had disappeared. She is still on treatment 

to date and doing well.  

MK has been on lorlatinib for 52 months, his tumours have shrunk and he remains stable. A tumour in the 

neck was recently discovered, this is planned to be surgically removed. AC was diagnosed in 2018 and 

started lorlatinib in February 2021 after developing progression in her lymph nodes, liver and bones. Her 

last scan showed almost all cancer has resolved aside from a residual tumour in her hip. Prior to taking 

lorlatinib GI was deteriorating as fluid had built up around her heart and she was struggling to breathe and 

the fluid had to be drained. She thought she would not make it. She was lucky to get access to lorlatinib 

as it had just been approved by the FDA. 2-3 days after starting lorlatinib she started to feel better, her 

breathing improved, her health got better and by two weeks she was back to her normal self.  

HE was terrified and scared when her spouse was deteriorating rapidly as a result of his lung cancer. He 

had lost a lot of weight, his speech was slurred, and was walking with difficulty. He was then placed on 

lorlatinb and is doing much better. He is yet to have a follow-up scan but feels much better, has gained 

back the weight and his speech and walking have improved. The improvements in her spouse’s health 

have allowed her to go back to work.  

AJ was diagnosed in 2019 and initially placed on alectinib. In early 2020, he developed chest pain and 

difficulty breathing and was unable to sleep unless he sat upright. He went to the hospital and a CT scan 

found that he had developed pulmonary embolism, fluid in his lungs, and a bleeding tumour in his lungs. 

After treatment of his complications, he was placed on ceritinib but this treatment did not work and he was 

deteriorating rapidly and had progressed to the brain. He had one round of chemotherapy while waiting 

for genetic testing results which was also not successful in treating the cancer. He even developed 

hiccups and constipation which led to him developing a hernia. He was in really bad shape and had lost 

about 20 kg. He was subsequently placed on lorlatinib. He felt the results immediately and by the second 
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day, his breathing had improved. Follow-up scans showed the tumours had shrunk and brain metastasis 

completely resolved. He is glad to be alive thanks to lorlatinib.  

Lorlatinib works beyond first line. This JE’s 3rd treatment and says it’s the best so far at treating her 

cancer. Follow-up scans showed she has had a complete response to this treatment.  

Lorlatinib is a Durable form of treatment  

Lorlatinib was and still is the 1st line treatment for SO who had been on the treatment for about 4 years. 

MK has been on lorlatinib longer than all of the 3 TKI’s and chemotherapy he has been treated with 

combined. He has been on lorlatinib for 52 months. AM has been on lorlatinib for 5 years, and JH and GI 

for over 3 years.  

Lorlatinib is a durable treatment option.  

Worked on brain metastasis   

MK developed brain metastasis while on ceritinib and was subsequently taken off the treatment. This was 

treated with radiation, then he was placed on alectinib and taken off after 3 months as it did not have 

much effect on the tumour. In 2017, he was placed on lorlatinib, which managed his brain metastases 

and he is still on this treatment, The dose was decreased to 75 mg due to memory issues and 

neuropathy. In September 2020 he progressed and the dose was increased back to 100mg and this has 

stopped the progression to date. Lorlatinib also stopped SA’s spouse's brain metastasis. Brain 

metastases is a significant concern for lung cancer patients and is a common development. Whole brain 

radiation is a viable treatment for brain metastases but it carries risk of permanent cognitive side effects 

including memory loss. Lorlatinib’s efficacy in the brain is highly significant and valuable to patient quality 

of life.  

Has manageable size effects – Dose reduction was also effective.  

Most patients said the side effects of lorlatinib were manageable. However, a number of patients 

mentioned the dose was reduced due to side effects and the treatment was still effective on their cancer. 

Common side effects include fatigue, constipation, nausea/vomiting, diarrhea, numbness/tingling of 

arms/legs, swelling ankles/feet/hands, trouble sleeping, weight gain, high cholesterol levels, and memory 

issues.  

SO developed high cholesterol levels which is treated with medication. In 2019, the treatment was 

suspended for two months due to high liver enzymes. Since then her dose was reduced from 100 mg to 

75 mg. During the two months off treatment, she did not progress. She also has constipation (she eats 

plums to help with this) and neuropathy which she tries to combat with cold showers and walks on the 

beach.  

MK developed memory issues, brain fog and neuropathy around his fingertips. This lead to the reduction 

of the treatment dose to 75 mg and he is still on that dose to date. Asides memory issues, says he has 

been alive for 52 months and is enjoying his life. For AC the side effects are manageable and does not 

cause fatigue.   

JH developed some nerve discomfort but this disappeared after 2 months. She also developed some 

memory loss with treatment but says it is not worse than the deficits she experienced with her other 

treatments. About a year into treatment with lorlatinib, GI noticed some cognitive symptoms, this included 
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memory loss, prone to anger and a personality change. This resulted in a reduction of her treatment of 

100 mg to 75 mg and the cognitive symptoms resolved. Everything was back to normal apart from the 

occasional forgetfulness but for the most part the treatment was really tolerable.  

AJ developed leg and calf edema and stiffness in his fingers and this has improved with time. Other side 

effects were manageable. He has had mild memory issues with this treatment.  

When treated with lorlatinib, AM developed a number of side effects that were quite unexpected. She 

experienced vivid dreams, memory loss, insomnia and weight gain. The dreams did go away with time 

however the insomnia had to be managed with treatment and is still ongoing. She sometimes sleeps for 

just 2 hours a day. Other side effects she developed include high cholesterol levels and tachycardia. The 

cholesterol levels and insomnia are managed with medication.  

 developed diarrhea and slurred speech with her treatment soon after taking lorlatinib but 

combats this by taking her pill at night before she goes to bed. She also had short-term memory issues 

which also improved by taking the drug at night.  

Allow patients to maintain a good quality of life – Patients are able to maintain social interactions, 

work, have energy and be independent. 

Since taking lorlatinib SO has led a totally normal life. She did stop working on the insistence of her 

medical team due to her stressful job. She continues to interact socially with friends and family, asides 

from the social isolation due to the pandemic.  

On lorlatinib, SA’s spouse has plenty of energy and says it’s the best TKI he has taken. He walks every 

day, runs, plays the piano, plays golf, skies in winter and is working part-time. He has a good quality of 

life. AC continues to work full time, take care of the home and yard, spend time with family and friends, 

travel. She is able to make plans for the future and live a completely normal life since her diagnosis. GI 

was back to running about 3 miles a day and doing all the things she loved, she had more energy and her 

physical health felt really great. AM has been able to maintain a good quality of life with lorlatinib but 

recently developed shortness of breath which was investigated and a scan showed there is no 

progression. She feels more like she did before she had cancer and is currently stable.  

RE feels much better on lorlatinb compared to alectinib which was her first treatment (she progressed 

after only 3 months). It gave her a lot of energy and was able to go back to the gym, play badminton and 

go rock climbing. She was unable to be involved in these activities while on alectinib as she was fatigued 

a lot of the time. She hopes to stay well and long enough to take care of her young daughter.  

Other than increased cholesterol levels RP has manageable side effects that have allowed him to be fully 

functional working from home. For him, the arrival of lorlatinib was quite timely as he had progressed on 

alectinib and had to be treated for a collapsed lung and had to be admitted to the hospital for 34 days to 

drain fluid from his lungs.  

Lorlatinib gave patients their life back – It allowed patients a feeling that they were returning to 

life. 

MK was in really bad shape before taking lorlatinb. In his words, “I was basically about to die at that 

point.” He was bedridden, extremely fatigued in addition the previous treatment chemotherapy had made 

him very sick. Within 2 weeks of starting lorlatinib he rebounded and had more energy. Like many of the 
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patients interviewed MK had been on crizotinib, ceritinib, alectinib, and even chemotherapy and says this 

is the best treatment he has ever been on. Lorlatinib gave him his life back.  

The treatment has been fantastic for JH. She has way more energy and is able to carry out chores such 

as painting, gardening, and walking the dog.   

In JE’s words, “I love it”. Unlike alectinib that left her feeling like a zombie, she feels like her old self on 

lorlatinib. She is able to socialize, participate in tasks and has more energy, her spouse is happy to see 

how much better she is on lorlatinib. Life is good at the moment and they hope the effects of the 

treatment are long-lasting.  

Increased energy was a common reported outcome of taking lorlatinib. All patients interviewed 

reported increased feelings of hope and mental wellness as lorlatinib enabled living close to a 

new good normal.  

Dosage  

Lorlatinib which is given via the oral route was is preferred by patients. It is also a once-daily pill which is 

easy to swallow unlike some of the other ALK inhibitors that are given two or three times a day or multiple 

pills at a time.  

7.    Companion Diagnostic Test  
 

ALK+ testing is currently a standard in many provinces across the country. Lorlatinib does not 
require additional companion diagnostics.  
  

8.    Anything Else?  

 

There has been great progress in the treatment of lung cancer in the last decade with ALK positive 

NSCLC having a number of viable treatment options and patient expectations for treatments are very 

high.  

Patients are able to stay functional, independent and physically active with manageable side effects, and 

the dosage modality makes it easier not just for the patients but also for their loved ones/caregivers. 

Lorlatinib is a targeted therapy that has shown durable responses and helps delay progression. It is 

effective on brain metastasis, thus allowing some patients to delay or avoid the side effects of whole brain 

radiation. It was evident that lorlatinib increased the hope and mental well being of all the patients and 

caregivers. The value of independence, increased mental wellbeing, time off work for caregivers and 

return to work for patients are uncaptured in economic evaluations but all impact the overall economy and 

need to be considered.  

The current submission is for first line treatment. Both the FDA and Health Canada have just recently 

approved lorlatinib in the first line so it was difficult to find first line patients for this submission. However 

the experiences of this treatment in all lines of therapy have been well documented. The practice of using 

targeted therapies for those with actionable mutations is a well established, and well recognized best 

practice globally. Many other jurisdictions (eg NICE) have approved public reimbursement beyond first 

line. Lorlatinib is proven to be efficacious in all lines. We encourage CADTH to recommend 

reimbursement in first line but to also consider it for all other lines of treatment. It is a broad spectrum line-

agnostic treatment that is fills the treatment gaps and aligns with patient values. 






