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1. A word from the CLL Canada Board Chair
Regular readers of our eBulletin will note a number of changes in this edition of the CLL
Canada eBulletin. This winter, the Board spend some time thinking about the format and
the content of the eBulletin. We decided to focus on topics that will help our members live
with and manage their CLL in a Canadian context.
In taking this orientation, we are taking a complementary role to the “Living Well with
CLL” newsletter, which covers scientific and medical developments. You will find more information on this newsletter in this eBulletin.
We also took into account the results of the member survey, which told us that information on treatments and their availability is of great interest to our members. In this issue,
you will find news on new treatments and on how to find clinical trials running in Canada.
We are also introducing two new series: articles on CLL research in Canada by our scientific advisor, Spencer Gibson, PhD, and profiles of the CLL patient journeys.
We hope that you will find our eBulletin a useful benefit from membership in a club none
of us really wanted to join. Send your comments and suggestions to
cllcanada.org@gmail.com
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2. Principal Conclusions from the Survey of CLL Canada Members
We were gratified by the participation in our member survey last year. The results of the
survey are now available on the News and Events page of our website.
The principal conclusions of the survey are:
•

75% of the respondents found online written material to have been the most useful
resource on their CLL journey.

•

Half the members responding regularly consult the newsletters and websites of organizations concerned with CLL as well as on-line patient forums.

•

When asked what topics CLL Canada should be covering in our newsletter and website, over half the respondents chose news and information regarding treatments
and their availability as well as the management of side effects.

•

With regard to the COVID pandemic, we were reassured to find out that most respondents seemed well informed about the risk they were facing and what they
should do to protect themselves.

•

In the written comment, respondents were worried about the possibility of their
disease progressing or of their current treatment becoming ineffective. There was
also fear of not being able to access to an effective treatment through the health
system when they will need it.

For CLL Canada, the conclusions are that we need to continue to advocate for the accessibility of treatments through our health system and to inform members through the E-Bulletin, our website and CLL Live conferences.

3. Progress in reducing the delay to a second dose
CLL Canada has continued to participate in a campaign with other patient groups to reduce the delay between the first and second dose of the COVID vaccine for cancer patients.
The campaign has had some results: Ontario, Alberta and Quebec have shortened the delay to the second dose. Ontario and Quebec require the patient to be under active treatment, as decided by the patient’s oncologist.

4. Still no clarity on the efficacy of COVID vaccines in CLL patients
Vaccination for COVID is proceeding apace, but CLL patients cannot be sure of the level of
protection we will gain from the vaccine. The COVID vaccine works by stimulating the immune system, but since the immune system of each and every CLL patient is impaired to
some degree, we cannot assume that we will benefit from the protection demonstrated in
people with healthy immune systems. Therefore we need to continue protective measures
even if we have been vaccinated.
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There is research underway to determine the efficacy of vaccines in people with compromised immune systems, but we have yet to see any of the results of this research.
Should you wish to learn more, here are two sources
•

The State of the Pandemic, and Covid-19 and Immunosuppressed Patients An
interesting video from the University of California, San Francisco. The two presentations of most interest are at 26 minutes and 34 minutes.

•

Answers to frequently asked questions about COVID and vaccines by Dr. John
C. Byrd, on the CLL Society website.

In order to better understand what vaccine efficacy really means, click here for a good 7
minute video explanation. Of course, the efficacy numbers cited in the video apply to people with “normal” immune systems.

5. Canadian CLL Clinical Trials
Did you know that there are a number of CLL clinical trials currently underway in Canada,
including treatments such as LOXO-305 (Pirtobrutinib), Acalabrutinib in combination with
Venetoclax with and without Obinutuzumab and others. Go to the Canadian Cancer Trials
website, write “CLL” in the search box and a list of trials will appear. A link to the same
website also appears on the CLL Canada website, near the end of the What is CLL page.

6. Webinars Online
Past webinars
•

CLL Society webinar on COVID-19 and vaccination for CLL patients

•

EXercise for Cancer to Enhance Living Well https://www.youtube.com/watch?
app=desktop&v=BIOviCzESwA

Upcoming webinars
•

May 27 :CLL Society webinar on getting the most from doctor’s appointments

7. We!re on Twitter!
Follow us on Twitter https://twitter.com/CLL_CANADA
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8. Treatment news
In our last E-Bulletin, we reported that the evaluation agencies, CADTH and INESSS, had
recommended that Acalabrutinib as well as first line Venetoclax be funded by provincial
governments.
However, governments and manufacturers first have to negotiate a pricing agreement. According to the website of the pan Canadian Pharmaceutical Alliance (pCPA), price negotiations for Ventoclax are underway between the pCPA and the AbbVie, the manufacturer.
The status of Acalabrutinib is listed as “Under consideration for negotiation”. According to
pCPA, it is seeking “additional information such as current coverage of alternative drugs,
affordability, and jurisdiction specific needs, to name a few, to assist the pCPA jurisdictions
in their deliberation.”
For patients who would like to be treated with Venetoclax or Acalabrutinib, the manufacturers of these treatments each have support programs that can assist in obtaining the
treatment and paying for it. The support offered depends on a range of factors, including
the province in which the patient resides and whether he or she has a private insurance
program.
Your doctor is the one who should contact either company’s support program for specific
guidance on how to proceed. Should your doctor not be aware of this procedure, you can
get some information for them by communicating with the company through their support
web sites:
•

For Venetoclax : https://venclexta.abbviecare.ca/en

•

For Acalabrutinib : 1-877-280-6208 or enrollment@azoncologypsp.ca

9. Zanubrutinib: a future CLL treatment in Canada?
After Ibrutinib and Acalabrutinib, there are indications that we may see another member
of the “brutinib club”, Zanubrutinib, introduced to Canada. This drug is currently going
through the Canadian regulatory process for Waldenström’s macroglobulinemia, a disease
with some similarity to CLL.
While the manufacturer has not announced whether and when it will apply for approval for
the use of Zanubrutinib for CLL in Canada, we think it is likely to do so because of the prior approval for Waldenström’s macroglobulinemia. Click here for a news release from the
company on preliminary results of a Zanabrutinib vs Ibrutinib clinical trial.

10. New on the CLL Canada Website
You can now sign up for “Living Well with CLL” a monthly newsletter about CLL research
and medical developments on the What is CLL page of the CLL Canada website. Scroll
down the page to find the sign up form.
The newsletter is produced and emailed by Marcyne Heinrichs, a friend of CLL Canada.
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11. Is there CLL research in Canada?
By Spencer B. Gibson, Ph.D., Head Cell Biology, CancerCare Manitoba Research Institute
When most people think of CLL research, they think of the large research centres in such
as M.D. Anderson Cancer Center in the United States or the German clinical trial group.
However, there is a significant amount of CLL research being conducted in Canada. Canadian researchers are investigating all aspects of CLL such as population-based outcomes,
clinical trials, new targets for treatment, immune system dysfunction and so much more.
In British Columbia, researchers discovered that CLL outcomes are not affected by where
a patient is treated (academic hospital versus community hospital). This is reassuring to
CLL patients who do not live near academic hospitals and want to be assured they are
getting the best care.
To keep up with the newest treatments, Canadian Cancer Centres participate in multi-centre clinical trials on the effectiveness of targeted therapies. For example, Canadian CLL
patients participated in a study on the long-term efficacy and safety of Ibrutinib treatment
for patients with CLL/SLL which showed that Ibrutinib has benefits compared to standard
treatments in previously untreated patients.
Generally, CLL patients who participate in clinical trials gain access to new treatments at
an early stage and if effective, helps these treatments gain acceptance as standard of care
in Canada.
Canadian researchers are actively identifying new targets for CLL treatment. For example,
my team of researchers discovered that targeting compartments in cells called lysosomes
could be an effective CLL treatment when combined with Ibrutinib. Others Canadian researchers are targeting immune system signals (cytokines) using targeted treatments
(Ruxolitinib) to kill CLL cells in combination with Ibrutinib.
Researchers in Manitoba showed that the degree of inhibition of mitochondrial function
(energy source in cells) by Ibrutinib is an early indicator of its effectiveness and in combination with mitochondrial targeted drugs increased cell death.
Besides new treatments for CLL patients, understanding the biology of CLL is also important. Canadian researchers have discovered that subsets of immune cells called T cells are
functionally impaired in CLL partially explaining why CLL patients are more susceptible to
infections and second cancers.
The research described here is only a snapshot of what is happening in Canada and bodes
well for the future. Rest assured that Canadian researchers will be at the forefront of CLL
research to enable CLL patients to access cutting edge treatments and best available care.
In future newsletters, I will describe new discoveries, treatments and insights into CLL
from my perspective as a CLL researcher and how this can explain the biology of CLL and
how new treatments could impact CLL patients.
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12. CLL Canada board member Peter Haggert!s CLL journey
It was 2018, and I had just been diagnosed with severe glaucoma after attending a perfectly innocent eye examination, booked because I thought I needed an eyeglass prescription update.
After that surprise, I decided since it had been three years since I had a prostate exam,
so I should go for my routine physical. Well surprise again! My well-meaning no-nonsense
family doctor called me in to go over routine blood work and suggested a referral to a
hematologist because there was a strong possibility of leukemia.
Strange twists of fate – and I have since implored friends to get both eyes and prostate
checked because you never know. And some have found issues needing to be dealt with!
So…two years later here I sit in watch and wait. I write this non-chalantly, but only after a
hellish year one. It was fear of the unknown, coupled with a diet change taken hard by my
stomach and the sudden appearance of still-unexplained polyneuropathy. It was a year
spent voraciously reading about all these symptoms and medications and procedures and
possibilities I couldn’t pronounce. It was a year of being dispatched to this specialist and
that – and after 50-plus years of great health suddenly finding myself amid a whirlwind of
medical terminology and logistics.
But gradually as I began to understand more, I felt more at ease. I truly began to take
control and felt a partner in my health - reminding Doctor A of Doctor B’s tests, and
whether I still need test C. My perspective improved and it started to catch up to a relatively rosy prognosis.
All newcomers on this journey need to hear from those who have experienced the early
shock and clawed through it.
I have nothing but tremendous respect for fellow journey takers who have seen the more
serious side of CLL – ‘cause I ain’t there yet. I listen to and read what they say. I learn
from their experience. And I begin to understand I’m not alone, sharing this common
bound with many others with whom I may have no other affinity.
I am grateful as I watch and wait, knowing I have my faith, my family, and yes, my
health.
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