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• Financial impact. Was unable to work for 4 weeks, then limited work for 2 weeks. 
• Emotionally impacted, embarrassed by the scars I have. 
• Difficulty with anxiety, especially around medical appointments or diagnosis. Difficulty with 

relationships. 
• I was diagnosed at age 62, and the choice I made was to walk away from all stressors which 

happened to be a troubled business. I retired with nothing except my pension after a long 
career. At this age one doesn't recover quickly from such financial loss and drama. My long-
term part are left, and I have stopped looking for a new partner even though my health is good 
today. Depression is a regular thing. 

• Lymphadenectomy has resulted in physical impairment and the work I can perform. 
• I am stage 4 and my life has drastically changed in every possible way. 
• After my initial diagnosis the anxiety was a big issue, leading to `brain fog``. When I had a 

recurrence leading to a wedge resection from my left lung there was some recovery time from 
surgery. 

• Taints normal everyday life. Always on your mind or in the back of your mind even on good 
days. Always worrying, anxious etc. Was laid off from work 2 months post op. 

• Until I have reconstruction surgery on my face and upper lip I am limited to a high calorie liquid 
diet and lost 25 pounds since diagnosis & drink from a straw 

• Melanoma and it’s recurrence pattern forces everyone to reconsider their life choices and      
options. Dreams are no longer an option. They become a luxury. 

 
When caregivers were asked for input, it was not surprising to find that approximately 20% of patients 
reported having no caregiver.  Given the age of many of our patients and life circumstance, we are finding 
more patients do not have a caregiver at home or family to assist with care.  Having a therapy that is oral 
could be a benefit for patients who live on their own.  Caregivers for patients made the following 
comments on the impact of the disease: 
• It has put additional stress in our life as I have to take more care of the children and additional tasks.  

This is draining mentally.  
• I attend all appointments. Mainly time commitments, stress and related uncertainty about our future, 

inability to travel outside country with difficulty getting travel medical insurance - our travel plans are 
on hold 

• More household responsibilities on me as there are some mobility issues with arm and of course 
financial at the time so 2 surgeries and the stress of checkups and worrying about it coming back 

• My wife is in bed most of the time and in extreme pain it is very hard for me to watch this with little 
solutions I also am totally responsible for making meals cleaning the house and it has definitely taken 
over my life I love her so I don't mind but it definitely has changed our lives 

• Financial disaster with no reasonable help in terms of what we are offered to live on the miniscule 
pension that we receive. In fact the pension never covers what I pay for supplements and for better 
quality food. This is insane! I have worked my entire life in this country and was an employer of many 
people and an act of contributor to Canada. This was misfortune not of my own doing and I'm left 
living on a government pension plus GIS which doesn't even cover my rent in the city where I 
invested my entire life. It's a very sad end. 

• It has affected our family in every way possible. Every member is in grief counselling, two now see 
psychiatrists, financially, the dynamics of our family have changed and are strained. 

• Heartbreaking. Constant worry, guilt, feeling of being helpless. Constant emotional stress, financial 
stress when loved one was unable to work, guilt of loved one returning to work.  

 
4. Experiences With Currently Available Treatments 
Patients indicated treatment with a variety of options, as listed below.  Most common, of course, is 
surgery. Immunotherapies, radiation and targeted therapies were the other most common therapies 
listed.  Interferon, which is no longer being regularly prescribed due to more effective options, was used in 
past years more commonly for patients as were some forms of chemotherapy. 
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When asked what access to improved therapy would mean for patients, their responses included: 
• It means a chance at beating this thing and perhaps never having to deal with it again. Not as much 

worry about recurrence.  

• The lack of quality treatment oncologists in BC is the greatest obstacle. I have NRAS, not BRAF. 
More access to drugs for all mutations would be a great improvement. The US is years ahead of 
Canada and it is so unfortunate that we are lagging behind. I would like to see approval for drugs that 
work together with Nivolumab to counter resistance to immunotherapy. 

• I am at high risk for recurrence due to this being my 3rd melanoma. I would want and expect to 
receive the newest treatments. You are fighting for your life.. you want to take the latest and greatest 
into battle. Otherwise, why fight if you have to use obsolete data, medication, etc...I’ve had to  

• At this point it would be the difference between life or death since I have already have other 
treatments. I'm hoping to stay alive until a cure is found. 

• Keep up the amazing research and refinements on drug therapies; combo drug therapies, and 
pinpointing dosage, length of time needed for drugs to be effective and minimize side effects 

• It would mean a lot to me - I worry all the time that my melanoma will come back and that it's going to 
be a very tough battle.  Having access to drug therapy means hope. I would like to see improvements 
in treatment that minimize systemic side effects although I realize that's not easy to do 

• If I could have access to something that would give me more time to live, oh my gosh, more time with 
my family, to enjoy some more time with husband and live the life we built for ourselves as we enter 
our retirement my goodness!!! Sign me up!!! I would love to see elimination of cancers from our blood 
stream. I read an article online recently that talked about looking at a person's I individual tumour and 
testing it in a lab to determine what drug would potentially be most effective to treat that particular 
person's cancer. That would be a real game changer for so many of us. 

• Having access to drug therapy is literally the difference between life and death.  An improvement 
would be to have a centre dedicated to immunotherapy and targeted therapy treatments, since the 
side effects can develop very, very quickly and can be very difficult to manage.  

 

6. Experience With Drug Under Review 
A total of 7 patients were treated with the combination therapy under review, of which five were from 
Canada and two from the US. Side effects experienced are reported below. 2 Canadian patients 
accessed through clinical trial. 100% of respondents indicated the side effects were worth it for the 
treatment option. All felt they were currently alive as a result of this new combination therapy. Four 
patients indicated that this had slowed progression of the disease and three patients indicated it was too 
early to determine results. 
 
• One patient indicated that they were previously treated with another targeted therapy and that side 

effects were much more tolerable with this combination than they had experience with the 
Dabrafenib/Mekinist combination therapy.  

• Two patients had accessed this therapy through compassionate access.  Had prior treatment with 
immunotherapy (ipi/Nivo combo) and prior with targeted combination.  This new therapy had slowed 
progression and he considered it may have saved his life. ‘It has had a dramatic impact on our entire 
family’s life in a positive way’.  He has experiences some vomiting and fatigue but otherwise good 
response. 

• Two patients indicated that they had delays in receiving some of the drug therapy – shipping issues.  
One indicated a delay in insurance approval.   
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treatment as a result of delays in lab tests.  This should be considered and BRAF testing should be 
standard practice for all advanced melanoma patients, to avoid unnecessary delays in treatment and allay 
anxiety and stress for patients. 
 
 
8. Anything Else? 
Continued improvement in the quality of therapies and options for Canadian melanoma patients is 
essential.  What was interesting to note with the seven patients receiving treatment is that there appears 
to be fewer side effects for those that had been previously treated with targeted therapies and 
immunotherapy.  Also of note is that is appears to have slowed progression for more than half of the 
respondents, providing an improvement in overall quality of life.  For some patients, this therapy may 
provide long term overall survival.  Without knowing which patients will respond to what therapy or 
combination, the options for treatment should be made available for the best possible outcomes.  
From time to time there are also smaller subsets of patients that respond to a therapy in the same drug 
class where a similar therapy previously has not been effective for them.  Patients and their physicians 
deserve to have the chance to try a new therapy, where others have failed, and where, in the opinion of 
the oncologist, this therapy may be of value.  There still remains significant opportunity for improvements 
in treatments for melanoma patients and room for improvement in overall survival rates. We are hopeful 
for the future if patients are provided the best options. 
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3. Disease Experience 

CADTH involves clinical experts in every review to explain disease progression and treatment goals. Here 
we are interested in understanding the illness from a patient’s perspective. Describe how the disease 
impacts patients’ and caregivers’ day-to-day life and quality of life. Are there any aspects of the illness 
that are more important to control than others? 

 
A. Patient experienced the aspects of this cancer from most important to least important: 
1. Fear and/or anxiety (40 respondents) 
2. Fatigue (36) 
3. Financial loss or job loss (28) 
4. Scarring and disfigurement (26) 
5.Pain (25) 
6. Weight loss or weight gain (25) 
7.Disrupted sleep (25) 
8.Nausea or vomiting (22) 
9.Negative impact to family or social life (21) 
10. Depression (21) 
11.Loss of/gain of appetite (17) 
12.Nerve pain or damage (15) 
13.Lymphedema (13) 
14.Gastro Issues (13) 
15.PTSD (13) 
16.Cognitive Impairment (10) 
17.Damage to organ (10) 
18.Breathing problems (9) 
19. Mobility Issues (7) 
20.Headaches (5) 
21.No side effects (2) 
 
B. Symptoms most important to control 
Of patients surveyed, the most important symptoms to control included; 
1. Pain 
2. Fatigue 
3. Gastro-intestinal issues 
4. Mental health including fear, anxiety, depression, outlook 

 
C. Ongoing Symptoms Affecting Day to Day Life 
1.Nothing (21) 
2.Fatigue (13) 
3.Depression (13) 
4.Pain (5)  
 
- “Completely takes over your life. Because of rare sub-type, I’ve needed to advocate for myself 
and seek numerous opinions in Canada and USA. More sharing of information needs to happen 
with sub-types (mucosal) melanoma. More access to trials needs to happen.” 
 
-“I’ve been lucky hasn’t had a huge impact on my life as yet, operations were successful, 
treatment so far has been bearable. Still able to work throughout” 
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- “Nothing really-- I can do as much as I could before to some degree but not as fast and with less 
strength.” 
 
- “Fear after diagnosis Depression during treatments PTSD after surviving” 
 
- “Severely affected my life and my family, couldn't look after my grandchildren. A lot of things in the 
home, plus social e.g. Friends” 

- “It has affected my ability to be employed, the type of employment I choose, my marital status, my 
activity level, the location where I live and it is something I think about daily. “ 

- “They don't”. (side-effects affecting day to day life) 
 
-“I'm concerned about what treatment will be available next if needed” 
 
D. Limitations 
Only 5 patients interviewed found that they were limited due to disease, or treatment and were unable 
to work. 48 were able to manage ongoing symptoms etc. by side effect management, support etc. 

 

 

Experiences With Currently Available Treatments 

CADTH examines the clinical benefit and cost-effectiveness of new drugs compared with currently 
available treatments. We can use this information to evaluate how well the drug under review might 
address gaps if current therapies fall short for patients and caregivers. 

Describe how well patients and caregivers are managing their illnesses with currently available 
treatments (please specify treatments). Consider benefits seen, and side effects experienced and their 
management. Also consider any difficulties accessing treatment (cost, travel to clinic, time off work) and 
receiving treatment (swallowing pills, infusion lines). 

Therapies used to treat this type of cancer include Yervoy, Trametinib, Dabrafenib (as monotherapies 
or in combination for the BRAF + population – about 50% of melanoma patients) Zelboraf, 
Cobimetinib (as monotherapies or in combination for the BRAF + population – about 50% of 
melanoma patients) Proleukin, Keytruda, Opdivo, combination Opdivo/Yervoy 
 
Most common adverse events experienced on these therapies included: 
fatigue or weakness (38)  
skin rash (26)  
Muscle or joint pain (23)  
Weight loss or loss of appetite (23)  
Shortness of breath, cough or chest pain (19)  
Hormone and thyroid problems (16)  
Diarrhea or colitis (16)   
 
48 patients felt that side-effects were manageable 
36 patients felt that their quality of life was improved on this treatment 
48 felt that the benefits of treatment outweighed the side effects 
47 are no longer receiving treatment 
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21 are presently cancer free 
16 experienced slowed disease progression 
5 did not respond 
30 of patients who have had a response have not been treated in the last six months 
 
-“A few failed drugs. Then this therapy that is working.” 
 
“Aside from my weight loss and fevers I suffered, it's been positive! I believe these miracle drugs are the 
reason I am here.” 

“It has had a positive impact because the treatment appears to be working. This has significantly 
reduced stress levels.” 

“It as a positive impact because I need less care.“ 

 
Hardships faced by patients include travel to centres for treatment, access to treatments, paying out 
of pocket for treatment and necessity to endure other treatments in order to have access to 
appropriate treatment and emotional hardships related to the disease and impact on the family. 
 
“I had to travel to the cross cancer institute in Edmonton from Kamloops BC and still do every two weeks 
as I am still on treatment! My parents had to rent a house for us while I was there. I am very fortunate 
to have been able to be on the study and am forever grateful. If it happened this year with the new 
protocol I'm not sure the outcome would have been so good.” 

“My insurance was responsible to pay for the 1/2 the cost and I was denied. My wife did crowd funding 
which yielded media attention ... Once the local news began airing how an insurance company was 
denying him coverage- they reversed their denial.” 

“None, other than needing to travel further to access the treatment.”  

Unmet needs for Patients in the advanced/metastatic setting include treatment options available for 
them. Access to available treatments without delays. Sequencing of treatment options. 

“Seeing the success of the current treatment I am on it would be fantastic if in the future, should the 
need arise, that i could have access to any treatment that has shown success with as little side affects. 
But then again every patient reacts to treatment differently and I consider myself very luck to not have 
suffered any serious side affects.” 

“I think that this treatment is going to revolutionize how cancer is treated in the future. I wish that 
everyone being treated got as lucky as me with having no side effects.” 

“Treatments that can be used for people who already had treatment that hasn't worked. “ 

“I would support anything that worked to eliminate cancer.”  

“Knowing there are better treatment options for cancer patients is very encouraging because we have 
all seen the dreaded side effects that cancer patients experience.” 
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“Of course the ideal scenario is minimal side effects. But if the treatment is one that can bring hope for 
me to live my life, I am open minded to whatever that entails.“ 

“Being able to stay relatively healthy and involved in my families life was important. Looking well to my 
children helped them cope.” 

 

4. Improved Outcomes 

CADTH is interested in patients’ views on what outcomes we should consider when evaluating new 
therapies. What improvements would patients and caregivers like to see in a new treatment that is not 
achieved in currently available treatments? How might daily life and quality of life for patients, caregivers, 
and families be different if the new treatment provided those desired improvements? What trade-offs do 
patients, families, and caregivers consider when choosing therapy? 

- Timelier treatment access 

- Some treatments have a Q2 dosing some have Q4. How does that affect me as a patient. Good 
or Bad. 

- Less side effects or ensuring side effects are managed quickly 

- More access to oral medications if eligible for targeted therapy 

- More communications between physicians, surgeons etc dealing with our file 

 

If the above outcomes were met patients would experience: 

- Decrease in anxiety and fear 

- More consistency in treatment protocol would provide more confidence and hope 

- Better quality of life if less side effects or if they were managed quickly 

- Ease of use and less time in clinic (targeted treatment) 

- More efficiency and we would be able to make a better informed decision for our treatment path 

 

 

5. Experience With Drug Under Review 

CADTH will carefully review the relevant scientific literature and clinical studies. We would like to hear 
from patients about their individual experiences with the new drug. This can help reviewers better 
understand how the drug under review meets the needs and preferences of patients, caregivers, and 
families. 
 
How did patients have access to the drug under review (for example, clinical trials, private insurance)? 
Compared to any previous therapies patients have used, what were the benefits experienced? What were 
the disadvantages? How did the benefits and disadvantages impact the lives of patients, caregivers, and 
families? Consider side effects and if they were tolerated or how they were managed. Was the drug 
easier to use than previous therapies? If so, how? Are there subgroups of patients within this disease 
state for whom this drug is particularly helpful? In what ways? If applicable, please provide the 
sequencing of therapies that patients would have used prior to and after in relation to the new drug under 
review.  Please also include a summary statement of the key values that are important to patients and 
caregivers with respect to the drug under review. 
 

Of the 6 respondents on this treatment, 2 received thru compassionate access, 1 patient received thru 
clinical trial, the others were unsure of how they received treatment. 2 patients completed the full 
course of treatment, 1 did not complete and 3 are still on treatment. 
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Side effects experienced were: 
Fatigue – 2 patients 
Cognitive Impairment – 2 patients 
Nausea or vomiting – 2 patients 
Skin rash – 2 patients 
Breathing problems – 1 patient 
Weight loss of weight gain – 2 patients 
Liver problems – 3 patients 
 
2 respondents said that side effects were manageable,  
1 said somewhat manageable 
3 still on treatment responded with N/A.  

3 of patients that experienced side effects said the benefit of treatment outweighed the side effects.  

1 patient said the benefit of treatment did not outweigh the side effects. 2 responded with N/A 

“Immunotherapy knocked me around and didn’t work for me. Braftovi/Mektovi has 
been great” 
 
“The cancer seems to be shrinking” 
 
“I’m currently NED, little to no side effects” 
 
“If there is a possibility that this drug makes a difference for my longevity. If it can keep the 
cancer from taking over or keeps me independent and healthy more or less longer. It has 
benefit .” 
 
“It’s very important that I received this treatment, it’s basically extending my life.  Obviously I’m 
looking for a cure, but realistically looking to extend my life as long as possible without 
debilitating side effects” 
 
“I’m guessing if we did not have access to Princess Margaret Hospital.(Northern Hospitals and 
Dr.s would not have offered this treatment) We would not have known about this treatment.” 

 
 

6. Companion Diagnostic Test 

If the drug in review has a companion diagnostic, please comment. Companion diagnostics are laboratory 
tests that provide information essential for the safe and effective use of particular therapeutic drugs. They 
work by detecting specific biomarkers that predict more favourable responses to certain drugs. In 
practice, companion diagnostics can identify patients who are likely to benefit or experience harms from 
particular therapies, or monitor clinical responses to optimally guide treatment adjustments. 

What are patient and caregiver experiences with the biomarker testing (companion diagnostic) associated 
with regarding the drug under review? 

Consider: 

• Access to testing: for example, proximity to testing facility, availability of appointment. 

• Testing: for example, how was the test done? Did testing delay the treatment from beginning? Were 
there any adverse effects associated with testing? 
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• Cost of testing: Who paid for testing? If the cost was out of pocket, what was the impact of having 
to pay? Were there travel costs involved? 

• How patients and caregivers feel about testing: for example, understanding why the test happened, 
coping with anxiety while waiting for the test result, uncertainty about making a decision given the 
test result. 

- Not all patients know about the testing, not all received testing, and those that did receive 
testing didn’t know what it was for and or weren’t told the results. 

- There were no adverse effects associated with testing. 

- There was no cost for testing but there were some out of pocket expenses for travel to get 
testing. 

- Most patients treatment was delayed from starting due to test results not being received 
by oncologist. 

- Due to the delayed testing or while waiting for the test results, there was increased anxiety 
and uncertainty about making their treatment decision. 

- “If there was more communications between all Health Care team members, test results 
would be to the medical oncologist in a more timely fashion and patients could make a 
more informed decision with their treaters on treatment best for them.” 

 

7. Anything Else? 

Is there anything else specifically related to this drug review that CADTH reviewers or the expert 
committee should know?   
 
SYSF is concerned with time delays from the time pCODR approves the therapy to the time it gets 
listed on the formulary, with what HTA values versus what society and patient values, are HTA 
asking the appropriate questions in the approval process, there needs to be a streamlining of the 
HTA process with less siloes. 
 
SYSF would also like to see more transparency and communication in and throughout the 
approval process. 
 
SYSF would like to see a patient guidance panel along with the clinical guidance panel. 
 
SYSF and patients are concerned with disparities and inequalities in the system. They are 
extremely worried, as they are finally “seeing a light at the end of a very long dark tunnel”, they 
know that there are a number of new treatments on the horizon, but also know that we may not get 
to see them. They feel like “a carrot is being dangled” in front of them for survival and they may 
not be able to reach out and grab it.  Patients are also aware that the provincial process is slow 
and that with a disease that has a 3-6 month rate of survival, time is of the essence. 
 
SYSF is concerned about the lack of knowledge regarding the BRAF testing with most patients 
and some physicians. In some smaller more remote regions the test is taking 2 – 3 weeks to get 
results or not happening at all and oncologists are needing to make treatment decisions without 
all pertinent information. 
 
As Metastatic Melanoma patients are surviving longer, we have done one on one interviews with 5 
additional patients that have NED. All have had one or more of the treatments listed in the Current 
Available Treatment section above. Comments from these interviews include: 
 
Patient 1 - “When I had the disease, I was declared palliative and put in hospice house. I got on a clinical 
trial of the combination targeted treatment, and am alive 5 years later. The new drug was easy, no 
needles, chemo or radiation, as each morning all I had to do was take two pills daily. The side effects 
were a little tough but it saved my life. Life is valuable and yes, the treatment outweighed the side effects. 
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I don't know what considerations the approval process takes in when evaluating new treatments  I would 
like to see the process move faster. Streamline the steps to help get these new treatments to those that 
need them in a more efficient manner.” 
 
Patient 2 – “I was diagnosed in Nov 2010 with metastatic melanoma in my brain and was told 
survivorship was slim and I should get my affairs in order. One of the newer treatments listed (above) was 
available to me and after full brain surgery, radiation and then stereotactic radiation my treatments 
started. The treatments I had were worth the side effects.  The immunotherapy treatments barely affected 
me at all, but the whole brain radiation treatment leaves the biggest unknown around what the future 
might bring for my cognitive self.” 
 
Caregiver to Patient 2 – “As a caregiver, the disease impacts my life daily when I see the results of 
immunotherapy, multiple surgeries, and radiation treatments that have affected my husband both 
physically and mentally. Acceptance and happiness that my husband is still with me however, takes 
priority and gives me hope as we live our lives together to the fullest. There is nothing better in life than 
being able to enjoy life in the moment, that is the blessing of surviving this disease with the person that 
you truly love. My husband is still alive today and lives a quality life after all completed treatments. The 
treatments that  received absolutely outweighed the side effects.” 
 
Patient 3 – “I was diagnosed with metastatic melanoma in 2011 which had spread to my brain when I 
was 7 months pregnant. We weren’t sure whether my baby and/or I would live through the brain surgery 
but we are both fighters and am thrilled to say we did.  I was fortunate enough to get on not just one 
clinical trial but after progression of disease was able to get on another clinical trial, both of which are now 
approved and reimbursed by the health care system. I have completed treatments as of 2019 and am 
now NED. There were major hurdles  though out the past  8 years both getting the treatments and having 
side effects to treatments, but being NED far outweighs the side effects. My daughter who is now 9, my 
husband and I are living our life to the fullest.  I hope everyone diagnosed with this type of cancer, get the 
treatment they need in a timely fashion, and they are as successful as I have been.” 
 
Patient 4 – “I was diagnosed with  stage 3 melanoma in 2015, had 2 surgeries then went on a treatment 
called Interferon. The side effects were harsh and I was only able to complete a few rounds. By Jan 2016 
my cancer had spread, and I was told it was stage 4 and had metastasized to my liver.  I was able to get 
on to a trial of IO combination as a clinical trial immediately, which I completed May of 2017 and am now 
cancer free. I hope that everyone diagnosed with early-stage melanoma get the treatment that they need 
right away and don’t have to wait till their disease progresses. I did have side effects to the IO treatment 
but they were managed quickly and I never had to miss a treatment.. Life is great and as a family we live 
every day like it was our last, and we know how incredibally lucky we are that I am alive” 
 
Patient 5 – “I was diagnosed with metastatic Melanoma summer of 2017, I was immediately sent to an 
Oncologist to be told it was stage 4. I had done my homework before that appointment and had done 
reading up on the BRAF mutation and different treatment options. At my oncologist appointment I was 
told  the genetic mutation test had come back, that had been requested by the surgeon, and I was 
negative so was not eligible for that targeted treatment but I would receive the IO combination as it was 
now approved.  I had a number of side effects, some not so pleasant, but they were managed quickly and 
I was able to get thru all of the treatments.  I have been NED since Jan 2019. I had a scare this past 
month and had to have additional scans done. While waiting for scan results I had an appointment with 
my oncologist and she went through the options available to me if the cancer had in fact returned.  Luckily 
the scans were negative of any new tumours and I do not need treatment. I hope that everyone gets the 
timely access to testing, treatment, and side effect management that I received. It was reassuring to hear 
that if my cancer was to return, there was a plan for me.” 
 
 
 

  






