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• Regional support groups: Encourage the development of patient groups in every region of 

Canada. 

• Collaboration with MPN medical community: Engage the Canadian MPN medical community 

to provide patient perspective and seek collaboration on effective communications. 
 

The Canadian MPN Network was founded in 2014. Our purpose as an 

organization is to connect and help Canadians from coast to coast to coast who 

are dealing the challenges of living with a myeloproliferative neoplasm (MPN) 

disorder. 

Vision 
Better lives for all Canadians with a myeloproliferative neoplasm (MPN) 

disorder. 

Mission 
We are a patient-led organization committed to improving the lives of all 

Canadians living with myeloproliferative neoplasms through patient advocacy, 

patient support groups, and patient communication while connecting with the 

MPN medical community and providing up-to-date information on research, 

treatments and clinical studies. 

Goals 
• Patient communication: Provide reliable and accurate information about MPNs for Canadian 

patients through many platforms. 

• Patient advocacy: Inform healthcare decision-makers about MPNs and the needs of Canadians 

living with them. 

• Annual conference: Hold an annual conference that will allow Canadian patients to connect with 

other patients and medical experts. 

• Regional support groups: Encourage the development of patient groups in every region of 

Canada. 

• Collaboration with MPN medical community: Engage the Canadian MPN medical community 

to provide patient perspective and seek collaboration on effective communications. 

 

2.Information Gathering 

CADTH is interested in hearing from a wide range of patients and caregivers in this patient input 
submission. Describe how you gathered the perspectives: for example, by interviews, focus 
groups, or survey; personal experience; or a combination of these. Where possible, include when 
the data were gathered; if data were gathered in Canada or elsewhere; demographics of the 
respondents; and how many patients, caregivers, and individuals with experience with the drug in 
review contributed insights. We will use this background to better understand the context of the 
perspectives shared. 

 

Patient perspectives Number of patients 
and where and 

Insights gathered Time frame of 
data collected 
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how data has been 
gathered 

 10Canadian 
Patients 

 

15 Global patients 
located in: 
(2)Spain,(4) 
England, 
(4)Germany, 
(2)Italy, (3) USA 

From the patients that were 
interviewed and who had 
provided feedback on their 
response to their treatment 
with Inrebic/Federatnitib, the 
information provided has been 
overwhelmingly positive, in 
the management of the quality 
of life symptom burden and 
how it has positively affected 
their general quality of life, 
and reduce the psychosocial 
anxiety level of a diagnosis 
with in incurable blood cancer. 
The patients responded that 
their constitutional symptoms 
were greatly relieved by 
having this treatment.  
Constitutional symptoms were 
identified as: tiredness, fatigue 
general lethargy, swelling of 
feet and hands, tingling and 
numbness of feet and hands, 
ability to eat more, increased 
appetite  less night sweats, 
increased cognition/less brain 
fog. Less dependency on 
blood transfusions General 
overall physical and mental 
demeanor was better. 

October 2019 
to February 
2020 

Caregiver perspectives  Caregivers surveyed stated 
that the psychosocial 
demeanor of their patient, was 
positively affected by the 
participation on the 
Federatnitib/Inrebic trial. 

 

 

2. 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? 

 

• Myeloproliferative Neoplasm blood cancers have a dramatic and drastic effect and affect 
on a patient’s life and the lives in their ecosystems. (Caregiver, children, family members, 
coworkers, employers) 
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• MPN’s impacts a patient life in many ways.  The Quality of Life is lessoned for each 
patient, who has an mpn diagnosis.  This ranges from: extreme lethargy/fatigue due to 
anemia, ability to lead a normal lifestyle, not being able to do normal daily routine or normal 
functionality, wasting, not being able to eat enough for sustainability thus leading to 
wasting of the muscle mass, general cognition/concentration, or brain fog, inability to move 
easily, due to increase spleen size, extreme leg and muscle cramps, night sweats, in some 
cases, cardiac and lung hypotension issues, severe itching/pruritus, or  psychosocial 
aspects of the disease burden are: high anxiety about life, and continued existence, feeling 
of despondency due to lack of sleep ,inability to sleep well, high anxiety as a result of an 
incurable disease and the burden it has on themselves and their families and ecosystems, 
in ability to concentrate at work, thus leading to work pressures, and feelings of inadequacy 
in their jobs. 

• Caregivers are facing a reality of dealing with their patient, which a great deal of 
trepidation, uncertainly, and inability to cope with the burden of the illness on the patient 
and on themselves as a caregiver.  For most caregivers, while the disease progresses, end 
up taking on the majority of responsibilities within the home environment, as a result of the 
inability of the mpn patients to maintain a reasonable or good quality of life.  Caregivers are 
faced with the high anxiety of watching the mpn patient waste away before their eyes, and 
seeing them on a daily basis, wither away, as a result of their fatigue, and inability to 
concentrate and consume enough to alleviate the wasting.  The patients lack of mobility 
due to spleen size and other physical issues, creates a burden on the caregiver to be the 
pillar for the mpn patient in their daily physical and mental needs, as well as balancing the 
needs of the family unit and their own physical and mental state.  As the caregiver is not 
the patient caregivers are left out of the concern of the medical system.  MPN blood 
cancers can be devastating to both the patient and the caregiver.  The burden on the care 
of the patient is left up to the caregiver, before the patient is deemed palliative and in a 
significant number of cases, the patient is in a state of inability to live a normal qualitative 
life, the caregiver has become consumed with the amount of care provided.  

 

 

3. 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). 

 

• Current available treatments known as JAK inhibitors have an average current success 
rate of 5 to 7 years.  Current BAT(Best Available Therapy) alleviates constitutional 
symptoms and assists with the overall quality of life and the burden that the mpn symptoms 
have on a patients.  However, when BAT stops working for an mpn patient, there is no 
other alternative available, and the quality of life drastically declines.  The benefit to mpn 
patients and their caregivers and ecosystems to having an approved alternative to BAT, is: 
Opportunity to continue with a good quality of life, whereby normal life events can be 
continued, remaining nondependent on transfusions.  MPN patients become increasingly 
dependent on blood transfusions when the bone marrow stops producing enough red 
blood cells for sustained quality of life.  Therefore a patient requires ongoing blood 
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transfusions.  If another treatment is approved that will continue to or add on quality of life, 
when the BAT is ineffective, or not considered because of current blood count number, the 
impact to the social health care system is lessoned. 

 

• When MPN patients become transfusion dependent, because of the progression of their 
disease and its burden, the cost to the health care system greatly increases.  If another 
treatment option is approved, such as Inrebic/Federatinib, this will provide another option 
for the consideration in treatment for MPN patients, when; BAT fails, or when BAT is not a 
consideration due to current blood count levels.  Being able to take an oral JAK inhibitor, 
there is less opportunity, in fact up to 90% less opportunity to develop complications from 
the treatment, when compared to possible infections when taking infusion or transfusion 
treatment and therapies.  MPN patients who are already imuno compromised, face the 
reality of each and every time, they enter a medical facility, have a risk of being infected 
with a virus that could cause them more severe health issues. 

 

• When MPN patients become transfusion dependent, there is also a social cost.  Cost of 
time off work, for the patient, perhaps for the caregiver or member of the ecosystem, to 
take time off of work to attend to the transfusion.  Cost of getting to the transfusion, 
parking, gas, etc. Psychosocial impact and anxiety of becoming transfusion dependent.  
There is a cost to the social healthcare system of treating the psychosocial aspect of the 
disease. 

 

 

 

 

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? 

 

• New treatment options such as Inrebec provide hope.  When a Canadian is diagnosed with 
a rare blood cancer that is non curable, such as an MPN Blood Cancer, they are ultimately 
given little hope of a normal life span, or hope of a future to enjoy their life.  A diagnosis 
with an incurable MPN Blood Cancer, creates a huge psychosocial burden on the patient 
and their ecosystem(family and friends, coworkers, employer), in that there is no control for 
this disease either with a remission state or curative.  Thee psychosocial burden on a 
patient and their ecosystem, especially family, can be a cost and a burden to the 
healthcare system as well. 

 

• By providing Canadian MPN Patients another treatment option such as Inrebec, Patients 
are given hope at a longer normalized life.  Their physical well being is stabilized and their 
psychosocial burden is maintained, thus the impact to the healthcare system is of a lesser 
burden. 
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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. 
 

• Canadian MPN Patients had access to Inrebec through clinical trials in Canada.  Inrebec has 
been used for mpn patients who have failed the first line treatment of Jakavi.  We know that the 
efficacy of Jakavi can become ineffective for some MPN patients, and or some MPN Patients 
become intolerant to the Jakavi treatment.  Or, the patient’s platelet count does not allow them to 
utilize the Jakavi treatment from the onset.  Inrebec provides an opportunity for these MPN 
patients, to have an alternative for a treatment for symptom control of the MPN Blood Cancer. 

 

• The benefits of this treatment for MPN patients was overwhelmingly positive, in not only the 
physical symptom burden, but also providing them with a lessened psychosocial anxiety or 
burden.  This was also true for the caregivers and family members of MPN Patients.  The efficacy 
of the Inrebec provided the patient ecosystem, a better quality of life, in providing care for the 
patient, and thus lessening their burden on the healthcare system, to provide treatment for their 
psychosocial issues, that comes with caring for a patient with a non curable blood cancer, and 
watching their loved one/patient deteriorate right before their eyes, in a relatively short period of 
time as a result of the devastating burden of illness that this disease has on their patient. 

 

• Side effects of the Inrebec drug, were reported to us through our patient and caregiver survey, 
were overwhelmingly positive, with respect that side effects were minimal or not at all a burden. 

 

• Inrebec is a treatment option that has provided Myelofibrosis patients and opportunity to live a 
relatively normal life.  First line treatment has been Jakavi, but we know that the efficacy of Jakavi 
can lesson as the progression of the disease occurs.  Inrebec has been found to provide an 
efficacious treatment to those patients who become intolerant to Jakavi, or who due to low 
platelet count, are not eligible on the onset for treatment by the best available therapy. 

 

• Our Summary statement of the key values that are important to patients and caregivers with 
respect to the drug under review, is that the approval of Inrebec, provides a opportunity for MPN 
Patients, to have a more normal quality of life, as they live with this incurable rare blood cancer.  
A blood cancer that over time, robs a patient of their quality of life, whereby they cant live a 
normal daily life, due to the overwhelming burden of the symptoms of the disease.  These 
symptoms include: fatigue, that renders a mpn patient to be unable to function for a majority of a 
day, or do normal activities, for their age. Bone pain, is so excruciating, whereby the fibrosis of 
the bone pain, is so intense that patients liken the pain to their bones been expanded on a 
medieval rack. The increasing size of their spleen, rendering them unable to eat a normal amount 
of food, to sustain even a sedentary lifestyle, thus the patient looses muscle mass and literally 
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wastes away right over a short period of time, right in front of those living with them on a daily 
basis. 

• Canadians diagnosed with an MPN Blood cancer, don’t have many options, to be honest, not 
having a cure, is no option, however the only options that they are given is a chance at having a 
reasonable quality of life, for the time that they have as the disease progresses.  The approval of 
Inrebec, give MPN patients that hope of having reasonable quality of life, being able to function 
on a daily basis, an being able to live a relatively normal life. 

 
 
 
 

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? 

• 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. 

 
n/a 
 
 

7. Anything Else? 

Is there anything else specifically related to this drug review that CADTH reviewers or the expert 
committee should know?   
 

Canadians who are diagnosed with an incurable Rare Blood Cancer such as Myelofibrosis, Polycythemia 
Vera or Essential Thrombocythemia, deserve an opportunity to have a good life.  A good life of a normal 
life span, a good life with a normal quality of life, an opportunity to live , free of encumbrances of this 
debilitating disease.  Canadians need to have the opportunity of hope through treatment options for a 
disease that they didn’t choose to get or deserve to have.  By approving Inrebec, you are giving 
Canadians diagnosed with a rare blood cancer such as a MPN, you are giving them hope and 
encouragement that their lives matter, and that they have a right to live a normal life to live, and enjoy..  
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Goals 
• Collaboration with MPN medical community: Engage the Canadian MPN medical community 

to stimulate new and ongoing research projects that may lead to new clinical trials and stimulate 

new treatment options for Canadians diagnosed with the MPN Blood Cancer. 
 

 

 

2.Information Gathering 

CADTH is interested in hearing from a wide range of patients and caregivers in this patient input 
submission. Describe how you gathered the perspectives: for example, by interviews, focus 
groups, or survey; personal experience; or a combination of these. Where possible, include when 
the data were gathered; if data were gathered in Canada or elsewhere; demographics of the 
respondents; and how many patients, caregivers, and individuals with experience with the drug in 
review contributed insights. We will use this background to better understand the context of the 
perspectives shared. 

 

Patient perspectives Number of patients 
and where and 
how data has been 
gathered 

Insights gathered Time frame of 
data collected 

 10Canadian 
Patients 

 

15 Global patients 
located in: 
(2)Spain,(4) 
England, 
(4)Germany, 
(2)Italy, (3) USA 

From the patients that were 
interviewed and who had 
provided feedback on their 
response to their treatment 
with Inrebic/Federatnitib, the 
information provided has been 
overwhelmingly positive, in 
the management of the quality 
of life symptom burden and 
how it has positively affected 
their general quality of life, 
and reduce the psychosocial 
anxiety level of a diagnosis 
with in incurable blood cancer. 
The patients responded that 
their constitutional symptoms 
were greatly relieved by 
having this treatment.  
Constitutional symptoms were 
identified as: tiredness, fatigue 
general lethargy, swelling of 
feet and hands, tingling and 
numbness of feet and hands, 
ability to eat more, increased 
appetite  less night sweats, 
increased cognition/less brain 
fog. Less dependency on 
blood transfusions General 

October 2019 
to February 
2020 
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overall physical and mental 
demeanor was better. 

Caregiver perspectives 10 Canadian 
Caregivers 

15 Global patients 
Caregivers located 
in: (2)Spain,(4) 
England, 
(4)Germany, 
(2)Italy, (3) USA 

Caregivers surveyed stated 
that the psychosocial 
demeanor of their patient, was 
positively affected by the 
participation on the 
Federatnitib/Inrebic trial. 

 

 

2. 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? 

 

• Myeloproliferative Neoplasm blood cancers have a dramatic and drastic effect and affect 
on a patient’s life and the lives in their ecosystems. (Caregiver, children, family members, 
coworkers, employers) 

• MPN’s impacts a patient life in many ways.  The Quality of Life is lessoned for each 
patient, who has an mpn diagnosis.  This ranges from: extreme lethargy/fatigue due to 
anemia, ability to lead a normal lifestyle, not being able to do normal daily routine or normal 
functionality, wasting, not being able to eat enough for sustainability thus leading to 
wasting of the muscle mass, general cognition/concentration, or brain fog, inability to move 
easily, due to increase spleen size, extreme leg and muscle cramps, night sweats, in some 
cases, cardiac and lung hypotension issues, severe itching/pruritus, or  psychosocial 
aspects of the disease burden are: high anxiety about life, and continued existence, feeling 
of despondency due to lack of sleep ,inability to sleep well, high anxiety as a result of an 
incurable disease and the burden it has on themselves and their families and ecosystems, 
in ability to concentrate at work, thus leading to work pressures, and feelings of inadequacy 
in their jobs. 

• Caregivers are facing a reality of dealing with their patient, which a great deal of 
trepidation, uncertainly, and inability to cope with the burden of the illness on the patient 
and on themselves as a caregiver.  For most caregivers, while the disease progresses, end 
up taking on the majority of responsibilities within the home environment, as a result of the 
inability of the mpn patients to maintain a reasonable or good quality of life.  Caregivers are 
faced with the high anxiety of watching the mpn patient waste away before their eyes, and 
seeing them on a daily basis, wither away, as a result of their fatigue, and inability to 
concentrate and consume enough to alleviate the wasting.  The patients lack of mobility 
due to spleen size and other physical issues, creates a burden on the caregiver to be the 
pillar for the mpn patient in their daily physical and mental needs, as well as balancing the 
needs of the family unit and their own physical and mental state.  As the caregiver is not 
the patient caregivers are left out of the concern of the medical system.  MPN blood 
cancers can be devastating to both the patient and the caregiver.  The burden on the care 
of the patient is left up to the caregiver, before the patient is deemed palliative and in a 
significant number of cases, the patient is in a state of inability to live a normal qualitative 
life, the caregiver has become consumed with the amount of care provided.  
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3. 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). 

 

• Current available treatments known as JAK inhibitors have an average current success 
rate of 5 to 7 years.  Current BAT(Best Available Therapy) alleviates constitutional 
symptoms and assists with the overall quality of life and the burden that the mpn symptoms 
have on a patients.  However, when BAT stops working for an mpn patient, there is no 
other alternative available, and the quality of life drastically declines.  The benefit to mpn 
patients and their caregivers and ecosystems to having an approved alternative to BAT, is: 
Opportunity to continue with a good quality of life, whereby normal life events can be 
continued, remaining nondependent on transfusions.  MPN patients become increasingly 
dependent on blood transfusions when the bone marrow stops producing enough red 
blood cells for sustained quality of life.  Therefore a patient requires ongoing blood 
transfusions.  If another treatment is approved that will continue to or add on quality of life, 
when the BAT is ineffective, or not considered because of current blood count number, the 
impact to the social health care system is lessoned. 

 

• When MPN patients become transfusion dependent, because of the progression of their 
disease and its burden, the cost to the health care system greatly increases.  If another 
treatment option is approved, such as Inrebic/Federatinib, this will provide another option 
for the consideration in treatment for MPN patients, when; BAT fails, or when BAT is not a 
consideration due to current blood count levels.  Being able to take an oral JAK inhibitor, 
there is less opportunity, in fact up to 90% less opportunity to develop complications from 
the treatment, when compared to possible infections when taking infusion or transfusion 
treatment and therapies.  MPN patients who are already imuno compromised, face the 
reality of each and every time, they enter a medical facility, have a risk of being infected 
with a virus that could cause them more severe health issues. 

 

• When MPN patients become transfusion dependent, there is also a social cost.  Cost of 
time off work, for the patient, perhaps for the caregiver or member of the ecosystem, to 
take time off of work to attend to the transfusion.  Cost of getting to the transfusion, 
parking, gas, etc. Psychosocial impact and anxiety of becoming transfusion dependent.  
There is a cost to the social healthcare system of treating the psychosocial aspect of the 
disease. 
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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? 

 

• New treatment options such as Inrebec provide hope.  When a Canadian is diagnosed with 
a rare blood cancer that is non curable, such as an MPN Blood Cancer, they are ultimately 
given little hope of a normal life span, or hope of a future to enjoy their life.  A diagnosis 
with an incurable MPN Blood Cancer, creates a huge psychosocial burden on the patient 
and their ecosystem(family and friends, coworkers, employer), in that there is no control for 
this disease either with a remission state or curative.  Thee psychosocial burden on a 
patient and their ecosystem, especially family, can be a cost and a burden to the 
healthcare system as well. 

 

• By providing Canadian MPN Patients another treatment option such as Inrebec, Patients 
are given hope at a longer normalized life.  Their physical well being is stabilized and their 
psychosocial burden is maintained, thus the impact to the healthcare system is of a lesser 
burden. 
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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. 
 

• Canadian MPN Patients had access to Inrebec through clinical trials in Canada.  Inrebec has 
been used for mpn patients who have failed the first line treatment of Jakavi.  We know that the 
efficacy of Jakavi can become ineffective for some MPN patients, and or some MPN Patients 
become intolerant to the Jakavi treatment.  Or, the patient’s platelet count does not allow them to 
utilize the Jakavi treatment from the onset.  Inrebec provides an opportunity for these MPN 
patients, to have an alternative for a treatment for symptom control of the MPN Blood Cancer. 

 

• The benefits of this treatment for MPN patients was overwhelmingly positive, in not only the 
physical symptom burden, but also providing them with a lessened psychosocial anxiety or 
burden.  This was also true for the caregivers and family members of MPN Patients.  The efficacy 
of the Inrebec provided the patient ecosystem, a better quality of life, in providing care for the 
patient, and thus lessening their burden on the healthcare system, to provide treatment for their 
psychosocial issues, that comes with caring for a patient with a non curable blood cancer, and 
watching their loved one/patient deteriorate right before their eyes, in a relatively short period of 
time as a result of the devastating burden of illness that this disease has on their patient. 

 

• Side effects of the Inrebec drug, were reported to us through our patient and caregiver survey, 
were overwhelmingly positive, with respect that side effects were minimal or not at all a burden. 

 

• Inrebec is a treatment option that has provided Myelofibrosis patients and opportunity to live a 
relatively normal life.  First line treatment has been Jakavi, but we know that the efficacy of Jakavi 
can lesson as the progression of the disease occurs.  Inrebec has been found to provide an 
efficacious treatment to those patients who become intolerant to Jakavi, or who due to low 
platelet count, are not eligible on the onset for treatment by the best available therapy. 

 

• Our Summary statement of the key values that are important to patients and caregivers with 
respect to the drug under review, is that the approval of Inrebec, provides a opportunity for MPN 
Patients, to have a more normal quality of life, as they live with this incurable rare blood cancer.  
A blood cancer that over time, robs a patient of their quality of life, whereby they cant live a 
normal daily life, due to the overwhelming burden of the symptoms of the disease.  These 
symptoms include: fatigue, that renders a mpn patient to be unable to function for a majority of a 
day, or do normal activities, for their age. Bone pain, is so excruciating, whereby the fibrosis of 
the bone pain, is so intense that patients liken the pain to their bones been expanded on a 
medieval rack. The increasing size of their spleen, rendering them unable to eat a normal amount 
of food, to sustain even a sedentary lifestyle, thus the patient looses muscle mass and literally 
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wastes away right over a short period of time, right in front of those living with them on a daily 
basis. 

• Canadians diagnosed with an MPN Blood cancer, don’t have many options, to be honest, not 
having a cure, is no option, however the only options that they are given is a chance at having a 
reasonable quality of life, for the time that they have as the disease progresses.  The approval of 
Inrebec, give MPN patients that hope of having reasonable quality of life, being able to function 
on a daily basis, an being able to live a relatively normal life. 

 
 

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? 

• 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. 

 
n/a 
 
 

7. Anything Else? 

Is there anything else specifically related to this drug review that CADTH reviewers or the expert 
committee should know?   
 

Canadians who are diagnosed with an incurable Rare Blood Cancer such as Myelofibrosis, Polycythemia 
Vera or Essential Thrombocythemia, deserve an opportunity to have a good life.  A good life of a normal 
life span, a good life with a normal quality of life, an opportunity to live , free of encumbrances of this 
debilitating disease.  Canadians need to have the opportunity of hope through treatment options for a 
disease that they didn’t choose to get or deserve to have.  By approving Inrebec, you are giving 
Canadians diagnosed with a rare blood cancer such as a MPN, you are giving them hope and 
encouragement that their lives matter, and that they have a right to live a normal life to live, and enjoy..  
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2. Information Gathering 

CADTH is interested in hearing from a wide range of patients and caregivers in this patient 
input submission. Describe how you gathered the perspectives: for example, by interviews, 
focus groups, or survey; personal experience; or a combination of these. Where possible, 
include when the data were gathered; if data were gathered in Canada or elsewhere; 
demographics of the respondents; and how many patients, caregivers, and individuals with 
experience with the drug in review contributed insights. We will use this background to better 
understand the context of the perspectives shared. 

Information was gathered through an on-line survey that was created by LLSC.  The survey 
was created in both English and French, was made available to respondents on October 20, 
2020 and closed on November 9, 2020.   

Both English and French online surveys were created using Survey Monkey and promoted by 
LLSC and The Canadian MPN Network through various social media channels and directly by 
email.  The survey asked for input from those with experiences with the treatments for 
Myelofibrosis and Fedratinib (Inrebic), if applicable.  

There were a total of 14 respondents to the survey. One respondent was removed for 
incomplete data (filled in only the demographic information and nothing else). Seven 
respondents identified as female and six identified as male.  
 
11 respondents identified as a patient (person with Myelofibrosis) and 2 respondents identified 
as a spouse/family member or caregiver answering on behalf of a patient with Myelofibrosis. 
None of the respondents indicated that they have taken Fedratinib (inrebic) as a treatment for 
Myelofibrosis. 
 
All respondents identified that they live in Canada. The breakdown is as follows: 
 
Ontario: 1 
Alberta: 2 
Nova Scotia: 1 
British Columbia: 6 
Quebec: 1 
Newfoundland and Labrador: 1 
Nova Scotia: 1 
 
 
The age ranges of the patients are as follows: 
 
35-44 years old: 2 
45-54 years old: 2 
55-64 years old: 6 
65-74 years old: 3 
 
Most of patients were diagnosed with Myelofibrosis in the last six years with the breakdown of 
year diagnosed as follows: 
 
2020: 1 
2019: 1 
2018: 3 
2017: 2 
2016: 2 
2014: 2 
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2007:1 
2000: 1 
 

 

 

 

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? 

 

 

The cancer symptoms that have impacted the quality of life of the respondents are listed below, 
listed in the number of classifications being identified as 5 (extremely large impact) or a 4 (large 
impact): 

 

Fatigue: 4 

Bone Pain: 4 

Loss of appetite and/or weight loss: 3 

Shortness of breath: 3 

Fever and/or night sweats: 2 

Bruising and/or Bleeding: 1 

Feeling pain or fullness on your left side, below your ribs:1 

 

When asked the open-ended question, how does the disease affect your quality of life?, all except 
for one respondent provided an answer: 

 Potential to die from it; some days very tired, and sleep most of day; lack of sleep at night 

causing sleep during day; social life is non existent.” 

 No impact 

 It has a great effect on how I feel and is limiting in my ability to conduct normal 

relationships of all kinds. 

 Daily life - low tolerance for stress, low energy, constant bone pain. Social life - has very 

little energy/interest in socializing - it takes too much effort.  

 Lost my job due to the illness.  Extra care (isolation) due to Covid-19 concerns. 

 Occasionally, the dull ache associated with my enlarged spleen makes it more dificult to 

fall asleep and I'm careful not to work too hard at some activities (e.g. cross country skiing, 

leaf raking). Overall, I am at an early stage of myelofibrosis, very active, and symptoms are 

manageable for now. 

 When I had this disease I worked full time while traveling the world for work. It didn’t impact 

me besides fatigue.  
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 I retired under the age of 40. 

 No major impact other than fatigue and subsequent naps..  Covid has had more effect.  

 I could write a book here….I was going thru major depression…. No sexual intimacy 15 

years ,  major foot long scar from splenectomy, spleen was missed in my physical by GP in 

summer of 2015..Emotional health greatly impacted due to all of my physical and 

emotional challenges.  

 Inability to work more than a few hours a week (Less than half time)  Need to pace 

activities  Social events often cancelled due to feeling unwell   

 Too tired to socialize,  cook, go out, work, have a life!   I am grumpy and short tempered.  
No patience.  Hard on relationship.   

 

 

 

4. 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). 

 

Respondents identified a variety of frontline treatments they received for Myelofibrosis after 
diagnosis: 

Drug therapy: 6 

Chemotherapy: 3 

Surgery (i.e) splenectomy: 3 

Stem cell/bone barrow transplant: 2 

 

Other responses included: 

 First 8 months pre splenectomy on ruxolitinib 

 Interferon.   Eprex.  Transfusions.  

 Hydroxyurea -2/3Tablets Alternate Dates 

 hydroyurea and eprex 

 Interferon 

 

When asked to describe their overall experience with frontline Myelofibrosis treatment (important 
positive and negative experiences) that you had, the responses were: 
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 Chemo although nasty, tolerable symptoms with chemo sessions  and other treatments 

while in the hospital…Splenectomy was  far worse than the entire transplant treatment. 

Long painful, recovery, disfiguring foot long scar down abdomen.  

 Put on Jakavi 15.  Much improved, and blood count went from as low as 57 up steadily to 

current 109 so went from almost no energy to functional. 

 Platelets dropped at first but later stabilized. Size of spleen was reduced 

 I was on a series of different drugs for Myelifibrosis.   Hydoxyrehea - For about 3 years with 

little impact   Jakavi - for about 3 years   BMT Transplant in 2017 

 Interferon :  mega side effects.   Unable to work full-time and lost my job. Hair loss.  Thin 

delicate skin. Lost eyebrows.    Splenectomy-  after many years of discomfort and inability 

to eat much, OR was great!   Positive : no shaving needed!   

 I've been tolerating the medicine I'm on and we're still on the first medication.   

 Medical help has been excellent. I am frustrated an actual cure other than stem cell has 

not been found yet. 

 Difficulty finding doctor to do bone marrow biopsy for definitive diagnosis.  Initially 
diagnosed with essential thrombocythemia but BMB showed significance scarring which 
led to MF diagnosis.  Was on watch and wait for 4 years despite trying to convince first dr 
to try interferon.  First dr missed acquired von willebrands and had me on low dose aspirin, 
contraindicated with AVW.    Only positive thing is I finally have a good dr who respects my 
input and did some research to get me on interferon. 

 

The Myelofibrosis treatment side effects that have impacted the quality of life of the respondents 
are listed below, listed in the number of classifications being identified as 5 (extremely large 
impact) or a 4 (large impact): 

Hair loss: 3 

Low blood cell counts: 2 

Extreme fatigue: 2 

Anemia: 1 

Cough: 1 

Rashes: 1 

Weakness: 1 

Emotional – coping with all the changes: 1 

SOB + headaches, poor concentration: 1 

 

When asked to describe some of the quality of life issues that were experienced due to 
Myelofibrosis and the treatment during frontline therapy, 8 respondents answered: 

 Having to home recover about  3yrs. Long list of things to avoid - contact, gatherings, 

celebrations. Non travel, no work,  less physical activity..no sexual intimacy. Or lack of 

desire., exhaustion,  tingling feet hands toes fingers. Mild nausea,   no driving. Pressures 

felt by spouse, financial strain on spouse, caregiver duties for him. Me- No energy to apply 

for  financial support for me, having to rely upon others so much. I've always been so 

independent. Changes to appearance.  Uncertainty, nervous  about the future..Frequent 
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Anxiety. Lack of sleep.  Many  last minute cancelations during recovery. Family (inlaw) 

didn't understand. Step children being somewhat resentful for their father being absent 

from their lives 4 yrs during my recovery. My step son is now estranged from few years pre 

diagnosis.  Lost time with family.  Every day was different as far as degree of aches or 

pains or tingling or emotions ..ailments. Fatigue, back pain.more anxiety ..hard to plan 

ahead.  I also  had 2 herniated discs summer 2016 not really a priority during treatment! .  

Treatment for that is finally now in progress. I needed carpel tunnel surgery both hands 

long wait . Left hand will be done on Nov.24...ongoing reconstructive dental surgery in 

progress-  final stages. Hysterectomy pre diagnosis and Gall bladder out post transplant. 

Lots to make up for, determined to live!! Loss of precious time with my aging mother-  5 

years. Now she is 93. Now the virus! Leaving my career of Business Management..what 

will I do employment wise? Also marital issues. There are many blessings but that's a 

heavy load.  

 The fear of getting covid is currently a major concern but I rarely leave home and never go 

out for meals, social occasions, etc.. 

 Minimal due to front line treatment 

 After a BMT the fatigue is real. I would sleep anywhere from 2-5 hours during the day. I 

kept active by walking and yoga but rest was the number 1 thing I needed.  

 Pain.  Muscle aches. Extreme fatigue,  weakness,  deconditioning. SOB. Impatient.  Poor 

concentration.    Unable to work full time.   

 None whatsoever. 

 I'm still doing pretty much what I want and other than being careful to not bump into things 

or fall down too often and the spontaneous naps things are going okay.  

 Caused autoimmune issues which led to more medications.  Need to schedule life around 
injections and side effects 

 

Respondents identified both positive and negative experiences with accessing treatment or 
healthcare services during frontline therapy: 

 Excellent care and accessibility to 5 star care and treatment in our own city of Vancouver!!  

 It was all positive.  I call the pharmacy and Ruxolitnib is delivered to my home in days. 

 Positive. My Hematologist is good. 

 I had been telling my family doctor for a year or so that I was abnormally tired and that was 

"not me".  Had blood tests been done early, my myelofibrosis would have been detected 

earlier. 

 Interferon is very expensive and my health insurance doesn't cover it all.  My province will 

not cover it either 

 Current conditions have reduced the number of blood tests and some other tests as well. 

Doctor Apppointments have been by phone which is okay but probably not optimal as they 

can't see me and perhaps notice things that I haven't mentioned or do notice myself.  

 Started interferon in January.  In April I was unable to see family dr (COVID) so he 
prescribed me migraines meds for persistent headaches over the phone.  Turned out to be 
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eye problems from interferon when migraine meds weren’t working and saw optometrist.  
June had severe case of  hives and angioedema.  Again couldn’t see family dr so he 
prescribed steroids (again over the phone) which landed me in the hospital with several 
gastritis in July from steroids. 

 

5. 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? 

 

The majority of respondents (10) indicated that Quality of Life was one of the most important 
factors to consider when making decisions about a new cancer treatment, followed by Possible 
Impact on the disease (8), Physician Recommendation (3), Outpatient treatment (3) and closeness 
of home (2).  Other responses included Cost (1), Side-Effects (1) and Education for spouse as well 
as support during treatment (1). 

 

We asked respondents to share any final thoughts about treatments for Myelofibrosis: 

 I have been blessed  a donor in my big brother.. I know many don't  get a donor. I have 

had  exceptional care and now 4 years cancer free. I wish there was more support for 

home recovery challenges and survivorship. My concerns are at the GP level. Years of 

misdiagnosis by not one  but a few GPS. Too eager to give antidepressants. .Being treated 

for depression without blood panel..groin pain, leg pain for years. I have many questions 

around late stage diagnosis and all the extreme dental changes warning signs.  

 I have been inquiring about getting involved in trials for this new drug.  No answers at this 

time but if it is an improvement in Jakavi 15, and I am a candidate, I am open to discussion 

on that.  At times I take a few Extra Strength Tylenol daily for bone pain and would 

certainly enjoy not doing that if there is an alternative. 

 I've been on Ruxolitnib for over 3 years.  Concerned about the next treatment when 

Ruxolitnib stops working for me. 

 MD wants to discuss new options since he worries that my condition is progressing and 

deteriorating.   

 Interferon should be looked at as first line treatment.  It can put patients into hematological 

and molecular remission.  Its known to reverse fibrosis.   There have been many studies 

done to confirm this and yet its still not first line treatment.  Plus its a fraction of the cost 

compared to jakavi and a stem cell transplant.   Being a younger patient this is important.  I 

rather try pegasus which can reverse fibrosis.  Why would I chance a stem cell transplant 

knowing the risks are high and a cure is low % of working.  

 My Hematologist told me it was rare.. I could die of it or die with it and he was working with 

others in the clinic who had patients with Myelofibrosis.  We meet regularly and see how 

things go.  

 We need a true cure other than stem cell transplant. 
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6. 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. 
 
None of the respondents have had experience with the drug in question. 
 
 
 
 

7. Anything Else? 

Is there anything else specifically related to this drug review that CADTH reviewers or the expert 
committee should know?   
 

  






