
 
 

  
 

 

Esther Schorr: Well, hello there. Good morning. Good afternoon. Good evening. This 
is Esther Schorr with Patient Power, and I want to welcome all of you to our program 
today, Planning for a Lifelong Journey Living With CLL. I want to start by thanking our 
wonderful sponsors, AbbVie and Genentech, and as always, we appreciate their 
ongoing support, but our content is our own, and they do not have editorial control over 
what we discuss. 
 
I do want to tell you that our program today will be just a little bit different than we have 
done in the past, in that much of our content evolves, it revolves around treatment 
options in specific, a lot of clinical information, and information about new research, and 
there is a wealth of that information already on our website. Our focus today is going to 
be more about as a CLL patient, and if you are a care partner for someone with CLL, 
what's involved in a lifelong journey with CLL. I think we'll have some very interesting 
insights to share with you, our experts will for sure.  
 
So, with all of that said, I'd like to introduce our two wonderful experts for today. First is 
Dr. Deborah Stephens, who comes to us from Salt Lake City. She is... Hi there, Dr. 
Stephens. She is a CLL expert, a Doctor of Osteopathic Medicine at the University of 
Utah Huntsman Cancer Institute. And our other guest today is Dr. Steven Coutre, also a 
CLL expert, and hematologist at Stanford Medicine. So, I'm really just thrilled to have 
the both of you here for this discussion today, so thank you for joining us. 
 
The burning question that we have gotten over many, many months, is around the 
pandemic that we're all dealing with. And to just start this conversation, I want to say, 
over the last few months, we have done a ton of programs that deal with very specific 
questions around what COVID is, what the vaccines are, what the issues are around 
dealing with COVID, and we have a lot of those answers from CLL experts also on our 
website. So, I would encourage those of you with questions, those kinds of questions, to 
go to Patient Power after this program, and take a look at our COVID FAQs, and other 
programs we've done. But I know there's one question that we've gotten over and over 
again over the last few weeks especially, which is, should CLL patients get a vaccine, or 
not? So, Dr. Coutre, let's start with you. 

Dr. Coutre: The short answer is yes, we advocate that all of our patients receive it. We 
believe it's safe, and of course, what we don't know is how effective it may be in a 
patient with CLL, or some other type of cancer for that matter. But we do really 
encourage that everyone receive it. 

Esther Schorr: So, Dr. Stephens, what are some of the questions that you get in clinic? 
And I'm guessing that there will be people that are listening that would have the same 
questions about, "Great, Dr. Coutre has said it's safe. I should take it." Where are the 
questions around, "Well, I have this situation," Or, "I have that situation, are you sure it's 
safe?" 
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Dr. Stephens: Yeah. This is a really hot topic in my clinic right now. I think one of the 
biggest questions is, is it safe? The other questions kind of revolve around, "Okay, so 
I've received my second COVID vaccine, now can I go back to life as usual?" Or some 
variation of that. And I really want people to be cautious about that, just because we 
don't know how well the vaccines work in CLL patients yet. There are a lot of clinical 
trials, and studies going on to try to get that information, but in the meantime, what we 
do know, based on other vaccines like the flu vaccine, or pneumonia vaccine, we do 
know that CLL patients generally don't have quite as good of response to those 
vaccines as patients without CLL, just because of the problems with the immune 
system. 
 
And so, my guess is, everyone hears on the news, these vaccines are 95% effective. 
My guess is they are not 95% effective for CLL patients. And so, I still think it's important 
to get the vaccine, I think we'll have more and more data about how effective it is. But I 
just want to caution people, really still be vigilant, still wash your hands, and try to stay 
away from people with active infection symptoms. If you know somebody has COVID, 
you need to stay clear of them, just because I think it is possible that these vaccines will 
not work quite as well for CLL patients. 

Esther Schorr: So, I know one question that I will ask, and either of you could answer 
is, are there particular side effects of the vaccine that you have seen with folks that you 
know with CLL, that have been vaccinated, that folks who are listening should look for? 
After effects of the vaccine? 

Dr. Coutre: I don't think they're any different than what we've seen in other individuals. 
Often you hear that people do fine with the first injection, or perhaps a little sore arm, 
and then the second one, it's highly variable. I've had colleagues who haven't felt well 
for 24 hours, or maybe even a little longer, and other people say, "I just had a little bit of 
a sore arm." But I have not noticed any difference between individuals based on 
whether or not they have CLL. 

Esther Schorr: And is there any intrinsic meaning to having absolutely no response to 
the vaccine? 

Dr. Coutre: No, no, be an optimist, not a pessimist. 

Esther Schorr: Okay. Okay, would you say the same thing, Dr. Stephens? Because I 
know there are a few people who said, "I had the shot, did it do anything?" 

Dr. Stephens: Yeah, no, I completely agree with that. 

Esther Schorr: Okay, so I'm going to ask one other thing related to the vaccine, and 
this was actually brought up by one of our listeners. How is the cancer medical 
community in general, responding to the volume of articles out there saying the vaccine 
is not really a vaccine at all, but just a way to take control of our immune systems? 
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There were a number of articles that came out about that, and I don't like to muckrake, 
is that the term? But how are you all responding to that? 

Dr. Coutre: You mean articles that suggest- 

Esther Schorr: That are saying... Yeah. 

Dr. Coutre: That these aren't vaccines to protect us, they're actually a plot to 
manipulate our immune systems? 

Esther Schorr: Correct. 

Dr. Coutre: Well, I would say we're in a new administration, I would say that science 
matters. I would say that truth matters. And I would just say, quite frankly, that's simply 
ridiculous. 

Esther Schorr: Okay. Okay. 

Dr. Stephens: I mean, I think we can already see with the infection rates dropping 
across the country, that nothing else has changed, besides the fact that the vaccine is 
there. So, I think the way they're trying to manipulate our immune system is to keep us 
from getting COVID. 

Esther Schorr: I guess we should be happy about that, rather than be worried about it. 
Okay, I needed to dispel that, because we had a number of people write to us and say, 
"I want to hear the answer here." So, I appreciate that. So, I'm going to switch gears a 
little bit, and kind of the overriding topic for today is that it's said that CLL is kind of a 
marathon, and not a sprint. We hear that a CLL diagnosis is, it's not like a lot of other 
cancers, in that you really have the ability, most of the time, to go on, and live a very 
fruitful, and active life. Can you explain to our audience why CLL is different? Maybe Dr. 
Stephens, why don't you start? 

Dr. Stephens: Yeah, and if there are any of my patients online, they'll know that I often 
tell people at diagnosis, that this is not a diagnosis that you get to go to Vegas, and 
gamble away your life savings, because you're going to need them. I think it's just the 
most common cancers that we experience, like breast cancer, prostate cancer, lung 
cancer; they're so different from chronic lymphocytic leukemia, in terms of compared to 
other cancers. It's rare, and so a lot of patients, unless they specifically seek it out, don't 
know a lot of other people that have CLL and so don't have that experience. 
 
And the thing is, this cancer, it's called chronic because it grows slowly in most cases. 
Now, that being said, it can be very different across the board. Some patients can be 
diagnosed simply because their primary care doctor got a CBC, or a blood count, and 
just finds this, I would call it just incidentally. Or some patients are actually sick when 
they come in and get that diagnosis. 
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And so, there's some variability even within the cancer. And so, that is a little bit hard to 
wrap your mind around, if you know somebody who is sick, or you know somebody 
who's never had symptoms for 20 years. And so, I think the thing is, typically, this 
cancer grows pretty slowly, and so, patients can actually have it for years before they 
even know that they have it. And so, I would say that that's kind of what differentiates 
this, it really grows slowly. And so, over time, I think the survival of patients with CLL 
just gets longer and longer, as we understand that, and as diagnosis comes a little bit 
early. 

Esther Schorr: Okay, Dr. Coutre, anything to add? 

Dr. Coutre: I agree. Some patients do ask, "Do I need to make plans? I've got young 
kids, what should I be thinking of?" So, that's very relevant. And I think, fortunately, 
things have changed dramatically in recent years, to the point that I think the average 
patient with CLL, who's diagnosed in their early 70s, and doesn't need treatment, 
perhaps until their mid or late 70s, I think we have a very good chance of those 
individuals having a normal life expectancy. So, in that sense. 
 
I don't want to call it a chronic disease, either, because that's kind of sounds negative, 
like you're always having symptoms. It's a condition that I think is manageable in most 
patients. Of course, for younger folks, their horizon is much longer. It's not that the 
disease is different. And I think there it's still, we still just don't know. We still have room 
to improve there. But I fully agree with Dr. Stephens that this is not something to go to 
Vegas and gamble your life savings. 

Esther Schorr: Actually - 

Dr. Stephens: And if I could add one more comment to that, I often tell people after, I 
tell them not to go to Vegas, that I would use this as a... A new diagnosis of CLL, as 
being diagnosed with a blood cancer, and if there are things in their life that they 
particularly don't like doing, like being on a committee, or some other thing that they've 
been tricked into, I say, "This is a great opportunity to tell them, 'Listen, I've been 
diagnosed with cancer, I'm reevaluating my priorities, and this committee is no longer 
my priority.'" 

Esther Schorr: So that, that's really the next thing I was going to ask you about, is so 
what's some basic advice on how to live a fuller, richer life, living with CLL? It sounds 
like the first thing you need to do is reevaluate priorities and do the stuff you really love. 

Dr. Coutre: Yes, and you see people doing that actively. For many, it's like, "Well, 
there's some things I've always wanted to do, I've put off," Or they decide they want to 
eat a healthier diet, get more exercise, and we often say, "Geez, just do things that are 
going to improve your cardiovascular health, that'll do well for you in the long run." And 
so, some people really take it to heart, and I think that's a very positive aspect about it, 
actually. 
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Dr. Stephens: And I think often the case is that people... People don't choose to have 
this cancer, but people can choose how they react to it. And so, I always get a little 
frustrated when I hear a lot of the cancer sucks mantra. Of course, it does. But, if you 
have a long time to live with this, that's really taking a negative approach to it, and 
finding ways to enhance your life, and have a positive attitude to the extent that you 
can, I think is really important, and I think that helps people really, when they kind of try 
to reframe their thinking about it. 

Esther Schorr: Okay, well, I want to switch gears a little bit. I want to talk a little bit 
about the proverbial watch and wait, watch and worry, or now I guess it's called active 
observation. Because I know that a lot of CLL patients, when they're diagnosed, they're 
not immediately treated. So, we have a question, a video question, actually, from Beth 
Padget from Summerfield, Florida. So, she's going to kind of kick off this discussion. 

Barb Padget: My husband is a 73-year-old man, and he has CLL leukemia, and his 
numbers keep going up each month, and the doctor still has him on a wait and see. My 
question is, will this continuously be forever? Or will he need treatment at some point? 
Thank you. 

Esther Schorr: So that's the question, what is this watch and wait, and why is it often 
an important part of the journey for a CLL patient? Dr. Coutre? 

Dr. Coutre: Maybe I'll start, and I think Dr. Stephens has some really exciting new 
information to talk about, also. So, yes, watch and wait, watch and worry, of course. And 
it's simply because, as Dr. Stephens has already mentioned, it can be very slow 
growing. And so, we've learned that not everyone needs treatment. Part of that was 
based on early clinical trials, showing that treating everyone didn't change the course of 
the disease, with the caveat that those weren't very effective therapies. And so of 
course, we have much more effective therapies now. But all you have to do is see 
someone come into your clinic that was diagnosed 15 years ago, and has never 
required treatment, to understand. If I would have treated that person at diagnosis, and 
15 years later, here they are doing well, I would have taken full credit for it. 
 
So, I have no doubt that there are some individuals who will benefit from earlier 
treatment, and some who probably won't. But we still are trying to differentiate between 
who those individuals are. Now, for this specific question, of course, it's a little bit 
different. It sounds like her husband's disease is a little more active, and it just depends 
on the details. Given his age, of 73, I would fully expect that he will require treatment at 
some point, since his white count has been rising. He may not need it now, but he 
probably will at some point. 

Esther Schorr: So, I think this is something that you can talk to us about, Dr. Stephens. 
Are there some new findings about starting treatment earlier for some patients? What 
does that look like? 

Dr. Stephens: 

https://patientpower.info/chronic-lymphocytic-leukemia/treatments/watchful-waiting-approaches-for-cll-patients
https://patientpower.info/choosing-a-cll-treatment-to-meet-your-lifestyle-and-needs/


 
 

  
 

 

Yeah, there are some really exciting clinical trials that have recently opened, and I'll 
start by saying almost everything that we do is based upon some sort of medical 
evidence, which means that there has been a clinical trial done to answer the question. 
And what Dr. Coutre alluded to is, there have been clinical trials with the old kind of 
standard chemotherapy drugs, like fludarabine (Fludara) in the past, that looked at what 
happens if we do earlier treatment, versus treatment at a time of symptoms. 
 
And what's really important here, is that there was no evidence that these older drugs 
caused people's lives to be longer by doing earlier treatment. But they certainly gave 
them side effects much earlier if we did earlier treatment. And so, this has been our 
practice for years, but of course, probably most people on the call know that now we've 
kind of gone away from these older chemotherapy drugs, and we're headed towards 
these pill medications that are very targeted and are very effective. And I'm talking 
about drugs like ibrutinib (Imbruvica), acalabrutinib (Calquence), venetoclax 
(Venclexta). And so now the new question is, now that we have these new drugs, does 
it make sense that certain people should be getting treatment earlier, before they 
develop low blood counts, or symptoms? 
 
There's a clinical trial that's going on in Germany right now looking at, is ibrutinib good 
to give right up front? There's really not enough data yet to understand if ibrutinib can 
improve the overall survival yet, but that's something that's ongoing, so something to 
pay attention to over the next few years. 
 
Both Dr. Coutre and I are part of the SWOG group, which is a large cooperative group 
with many different cancer centers across the country, and we've planned a study that 
just opened, looking at the combination of venetoclax, which is pill medication, and 
obinutuzumab (Gazyva), which is an intravenous therapy, for a limited time of one year, 
and looking at specifically patients with high-risk disease. And we want to study, in 
patients with high-risk disease, can we improve the length of life by doing earlier 
treatment with this newer targeted agent? 
 
Now, this clinical trial is available. It just opened, so it's not open at all the centers quite 
yet, but will be open, but it's pretty widely available across the country. What we're 
counting as a high-risk patient, it depends on specific markers that your doctor can find 
in your blood. And, importantly, it's only for patients who have been diagnosed within 
the last 12 months. And so, it'd be something you want to talk to your doctor about, 
whether you would be considered high-risk, because those are the only patients who 
are candidates for this study. But I think it's really an exciting study, it's probably going 
to be going on for the next three to four years, with enrollment. 

Esther Schorr: So, what it sounds like, I mean, the takeaway I get here is that it looks 
like what's evolving is that there may be a group of CLL patients where earlier 
intervention makes sense, whether it's through a clinical trial, or assessment with your 
doctor about what's currently available, but it's not a one-size-fits-all, by any means. 
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Dr. Stephens: Right. 

Esther Schorr: We had kind of a live question that came in while you were speaking, 
from a young woman who was diagnosed, I consider her young, at the age of 33. She 
then became pregnant, and had a healthy baby girl, and she's never had treatment for 
her CLL. She was worried about whether she could transfer her CLL to the baby. So, I 
think this question is getting at, is there a genetic, or hereditary component here that 
she should worry about, especially since she's never been treated for the CLL? 
Anybody want to tackle that? 

Dr. Coutre: Well, there's no... We certainly don't think there would be any sort of so-
called passive transfer to her baby. So, I think that's fine. The other issue, though, we're 
often asked, is about inheritance, should my children be screened? So, there is some 
increase of CLL in first degree relatives of somebody with CLL. But the way I frame it, is 
it doesn't rise to the level of requiring any specific screening, for example. 
 
There are some striking families, where there's a striking inherited basis, and I'm sure 
Dr. Stephens has some in her practice. Interestingly, we have not been able to find any 
so-called smoking gun, or a genetic mutation that identifies the reason for that, even 
with whole genome sequencing. So, for that woman, I would try to reassure her that she 
doesn't need to be overly concerned about that with her family. 

Esther Schorr: Okay. 

Dr. Stephens: Yeah, and here in the state of Utah, we actually have this state-run large 
population database, called the Utah Population Database. And so, we have the 
opportunity to look at many generations of families and have pretty detailed medical 
histories. I've worked with some of the genetic researchers here at Utah, and what's 
interesting is, there are some clear genetic links, but they're not the same in each 
family. And so, it's really hard. I'm sure people have all heard about BRCA, and breast 
cancer, it's not that easy for CLL. 
 
And the other thing I will say is, because often I think the reason why we want to know if 
it spreads to the family is because we want to know if their family members should be 
screened. I often say that screening helps you when you want to detect the cancer 
really early. I feel that this is the kind of cancer that it doesn't help you much to detect it 
early, at this point, anyway, based on what we know. And so, catching it early in CLL 
doesn't mean the same thing as catching it early for breast cancer, because obviously, 
breast cancer can spread. I mean, CLL is a blood cancer. So, it's in the blood, it's 
everywhere in your bodies already. So, it doesn't make sense to try to catch it early, 
when at this current time, we're only treating if there are symptoms, or low blood counts. 

Esther Schorr: Got it. So, we talked a little bit about this whole kind of upfront watch 
and wait time, or active observation. And now, let's look at a CLL patient, could even be 
the example of my husband, who went through a 17-year remission after being in a 
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clinical trial, and then the CLL was quiet 17 years, and then he needed treatment again, 
which he had, and he's still going strong. 
 
But, during that intermittent time, and sometimes it's a long time, and sometimes it's a 
few years, I know our thinking, and we've heard it from other patients, is, what if the 
other shoe drops? What if this happens again? So, how would you counsel a CLL 
patient who's undergone treatment, and worries about the next time? Are there new 
treatment options, clinical trials that you know of are coming up? Are there new 
approvals? So, I want to kind of explore that with you. 

Dr. Stephens: I think this is an important question, because, as of yet, we don't have a 
specific cure for CLL. Now, that being said, some patients who are able to undergo a 
bone marrow transplant, and that's one that someone else donates cells to you, which is 
called an allogeneic stem cell transplant, it's possible some of those patients are cured. 
 
And it is possible, there are patients who are treated with one of the chemo 
immunotherapy regimens called fludarabine, cyclophosphamide (Cytoxan), and 
rituximab (Rituxan), or FCR. There's some data in really low risk patients, and that's 
again, established by blood work, and genetic testing of your CLL cells, that do have 
really long remissions. And I'm saying 15-to-20-year remissions, so far, maybe longer. 
We still have follow-up, and they're still disease free. 
 
And so, we don't know if those patients are cured, or if they just have had an 
outstanding response to that therapy. But, in the meantime, for most patients, we do 
have to kind of think about, what's the sequence, what's the next therapy, what's the 
next best option? And the field of CLL is just growing so quickly, that I often tell patients, 
"The longer you wait, the better our drugs are getting." And maybe even for some of the 
younger patients that get diagnosed in their 30s or 40s, I hope we will have a cure in 
their lifetime. 
 
But our drugs just keep getting better, and what I mean by that is, a lot of them are oral 
pills. They're designed to work better and have fewer toxicities. And so, even we have 
just within the class of drugs called Bruton tyrosine kinase inhibitors, these are the oral 
pills, called ibrutinib, a next generation of that is the one called acalabrutinib. We're 
actually in clinical trials now studying a third generation of these drugs. There's a drug 
called ARQ 531, and there's one called LOXO-305, both that are showing really great 
promise in patients that have relapsed on ibrutinib even, so it's the same class of drug, it 
just works differently, and so, patients still have response to it. And I think there are a lot 
of other exciting things out there. I'd love to hear what Dr. Coutre has to say. 

Esther Schorr: Yeah. 

Dr. Coutre: Yeah, I agree. I guess the way I think of it is, people often want algorithms. 
What's step A, and then what's the next step? And my answer is, it depends. And that's 
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very true these days, because of these newer drugs. So, in the old chemo 
immunotherapy era, we would run out of options, and patients would get one therapy 
after another, after another, with increasingly less benefit from each. 
 
But now we have these newer therapies, that are giving such long responses, that we 
actually don't even know how long the average response will be with these regimens, 
when they're used as initial therapy. And there's no reason, when we're using some of 
them in a time limited manner now, instead of continuous, there's no reason to think that 
they wouldn't respond to the same drug again, if they had an initial response, for 
example, that lasted years. So, I look at it in an optimistic way, that we have some great 
tools now. But, as Dr. Stephens mentioned, definitely there's room for improvement. 
We're all hoping for some truly curative approaches, CAR T-cell perhaps, or other 
immune-based therapies like that, that I think are especially relevant for younger 
patients. 

Esther Schorr: So, I do know that in a number of the programs we've done over the 
last few months, there were kind of deep dive discussions about, you mentioned BTK 
inhibitors, and infused versus oral medications. So, if any of you listening want to kind of 
go deep on what all of those are, that have just been mentioned, there is that discussion 
on our website. But are there questions that either of you hear from your patients, that 
our audience should be asking their doctors, that you find are particularly difficult, or that 
aren't brought up very often, but you think they're good questions to talk with your 
doctor about? I mean, one I would just throw out is the cost of treatment. What does 
that discussion look like? Because these new drugs can be very expensive.  

Dr. Stephens: Yeah, that's a really important point, because these oral pill medications 
are not covered by insurances the same way that infusional chemotherapies are. And 
essentially, what that means is, sometimes, we can run a test prescription for a patient, 
to see how much the drug will cost, and it will come back, something like, 
"Congratulations, your insurance covers this." Now, you have a $500 copay a month, on 
a drug that your doctor is asking you to take, potentially for years. 
 
And so, I think, if that is the case, when you start on one of those drugs, you really 
should talk with your doctor about what are the options, because most of the drug 
companies do actually have patient assistance programs. And so, if you meet certain 
criteria, you might actually qualify to get the drug for free, or maybe they cover whatever 
copay your insurance doesn't cover. 
 
The Leukemia and Lymphoma Society is really incredible about providing patient 
grants. And so, sometimes they provide grants for covering a patient's copay, and 
things like this, and it's a really important discussion, because you don't want... This isn't 
something you just kind of go to the pharmacy and pick up, and they say, "All right, give 
me $3,000." It really needs to be thought out, and if your insurance doesn't cover one 
drug or another, sometimes that might help to guide the decision of what's the next best 
option. 
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Esther Schorr: Okay, so Dr. Coutre, along these same lines, a couple of people 
emailed us, asking about certain therapies, mentioning some of them are not covered 
under insurance, but that variants of those drugs were offered to them. One that came 
up was rituximab-pvvr (Ruxience), which is apparently a biosimilar. What's a biosimilar? 
And are they the same thing as the real deal? Are they just as effective? Educate us. 

Dr. Coutre: Well, you people have heard of generics, right? Generic drugs. So, there's 
a generic for Prilosec (omeprazole), right? Well, biosimilars are the same concept, but 
they really are... Reference our biological therapeutics, like the antibodies, like 
rituximab. So, if you will, it's a generic form of the drug. My personal view is they're 
perfectly fine. People can have different views, and of course, it's a cost issue. Those 
drugs are generally less expensive, it's less cost to the insurer, so they may want that, 
or require it. 
 
The other drugs, the ones that Dr. Stephens mentioned, the new oral ones, there are no 
biosimilars, there are no generics, there won't be for a number of years. But it is an 
important... It's another factor that comes into play when you're talking about what 
therapy for your patient; patient preference, intravenous, coming in for infusions, oral 
drugs, cost of care, goals of care, all of that. 
 
Now, from a very practical perspective, for these pills we're talking about, for people 
who have commercial insurance, not government, i.e., not a Medicaid necessarily, or 
not Medicare, they're essentially free, and that's because of the Affordable Care Act. 
One important provision of the Affordable Care Act is you have a maximum out of 
pocket for any insurance plan, for your medical care, period. All your medical care in a 
year is maximum, and often it might be $8,000, or even $20,000. But essentially, what 
happens behind the scenes is the manufacturer of the pill covers that, and then you've 
met your maximum out of pocket, and your insurance company covers the rest. 
 
Medicare is different. Because as our listeners know, you have to buy a Medicare Part 
D plan for pills, any pill. And by law, by law, it does not cover 100% of a drug's cost. 
Usually up to 95% is, but as Dr. Stephens mentioned, 5% of a big number is a big 
number. $500 a month is a big number. And you can't buy a supplement either, like you 
can for your regular Medicare. 

But we've been very fortunate with philanthropic support, foundation support, Leukemia 
and Lymphoma Society, many other foundations funnel that money in to provide 
coverage of these copays that individuals have. That's not need based. That's a whole 
different situation. So, it's not based on financial needs. It's just that being available. 
And who knows what things will be like. Healthcare, as everyone knows, is a lot's 
changing, a lot of opinions about that. But, that's how it is now, and so we've been very 
fortunate to be able to provide these very expensive drugs in an affordable manner, for 
many patients. 
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Esther Schorr: So, it really sounds like patients should not be at all sheepish to say, 
"Look, let's look at cost in the equation, because there's so many choices, and because 
there are a lot of choices that may work for me. I might not have huge financial need, or 
I might have great financial need." But let's talk about cost, and that it's not necessarily 
going to impact how well this is going to work for the patient. Because if you have a 
doctor you trust, they're going to not give you something just because of the cost 
savings. They're going to look at- 

Dr. Stephens: Yes. 

Esther Schorr: There's more than one choice. Dr. Stephens? 

Dr. Stephens: Yeah. And I think one thing we haven't touched on, on this topic, is 
participation in clinical trials. I'm a huge proponent of having patients participate in 
clinical trials, especially when the clinical trial often will provide the medication for free to 
the patient, for participating in the clinical trial. And so, if your doctor is considering 
doing treatment, I would really ask them, is there a clinical trial available? And if there is 
a clinical trial, ask them what costs are covered by the trial, because sometimes people 
are worried, they don't want to go on a clinical trial, because they have to travel a long 
distance to get there. 
 
Well, there's a lot of clinical trials that actually pay for your gas mileage, pay for your 
hotel rooms. And so, that's one benefit of clinical trials, that is not always known, I think, 
and something that should be asked. And for patients themselves, there's a whole 
website called clinicaltrials.gov, and you can get on there, and type in CLL, and you can 
search by your area, you can search by, is this your first treatment, is this your second, 
or more treatment, and find clinical trials that are available. And don't be shy about 
asking your doctor about them, because some centers do more clinical trials than 
others. And so, some doctors may not be aware of what's out there, and it actually helps 
them when you bring things like that. 

Esther Schorr: And I've also been hearing that now there's more and more 
opportunities to participate in clinical trials, not all of them, but ones where you can do it 
virtually, that some of it is at-home monitoring, you might have to make one trip, or two 
trips, but that there can be coordination between your local clinic, and a specialty clinic, 
or a trial site. Is that accurate? 

Dr. Coutre: Well, it's still a big issue. But I certainly hope that one thing that comes out 
of the pandemic experience is a change along those lines, because of course, we were 
forced to do that in the pandemic. So, the clinical trials we have ongoing for CLL, we've 
been able to keep going, even though these have all been video visits, and we mail the 
investigational drug to the patient. 
 
So, we learn in a way that we never would have had the opportunity, that we can do a 
lot of what we do without that inconvenience of patients who live far away, having to 
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come just for a visit. So, we'll see what happens. But I think this whole issue does bring 
up that, talking about the options, and talking about the financial aspects of it, is a very 
important part of a conversation with the patient. 
 
And I think we, as physicians have an obligation to acknowledge that, because some 
patients probably won't speak up. You prescribe something really expensive, and they 
don't want to mention to their doctor that they can't afford it, or it's a hardship. It should 
be an upfront part of the discussion, because, fortunately, we have many different ways 
of achieving a very good result. It's not like there is one best therapy for everyone. 

Esther Schorr: Right. Right. So, we've got a lot of questions about this. If you're going 
to live a long... We were going to assume that people with CLL can potentially live a 
long life. So, what would you say are the control things you can do to lead a healthy 
life? Does diet play a factor in that? Can exercise be part of it? What are the kinds of 
things that a patient can do, to increase their chances, and decrease their white count? 
Are there any tips you can give, that a patient might be able to actually impact their 
outcomes, or at least feel that they're doing everything they can? 

Dr. Stephens: Sure, and I mean, I think I'm sure Dr. Coutre is the same way, I spend a 
lot of time counseling patients at their initial diagnosis, if we're going to do watch and 
wait on things that they need to be aware of, and things that they should watch for. The 
biggest thing is to know that your immune system is not a normal immune system, it 
doesn't function as well as patients that don't have CLL. 
 
And so, coming out of that, there's two major things to consider. Number one, you're 
going to be at higher risk of infection. And so, often, even though the vaccines are not 
quite as effective in patients with CLL, I do recommend people get a yearly flu shot, I 
recommend that people get a pneumonia shot, and that's a two-shot series, there's two 
shots that come two months apart. And I do recommend that they get the new shingles 
vaccine, which is called Shingrix, and it's one shot, and then another shot two to three 
months later. And, of course, now, the coronavirus vaccine is probably going to be part 
of that counseling, as well. 
 
The other thing that comes out of the immune system - everybody knows that your 
immune system helps you fight infection. What a lot of people don't know is that your 
immune system also is kind of constantly checking your body, to make sure that other 
types of cancers don't grow. And since that process has broken down a bit, patients with 
CLL, fair or not, are at a higher risk of getting other types of cancer. The very most 
common one that I see is skin cancer. And I'm talking about non-melanoma skin 
cancers. 
 
And so, I really counsel patients to make sure you're wearing sunscreen, or wearing 
clothes to protect you from the sun, and that you're getting a skin exam once a year, at 
least, by a dermatologist, because although skin cancer might not sound like a scary 
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thing, it actually can be for CLL patients, because it could be more aggressive, and they 
can actually spread quicker. And that's especially if you've had some chemotherapy 
treatments that have weakened your immune system even further. 
 
And so, just being proactive about that, protecting yourself from the sun, and doing your 
annual, at least, skin cancer checks, I think are really important. And then, other 
screenings like mammographies don't need to be done any earlier than a person that 
doesn't have CLL, but they do need to be done on an annual basis. And then colon 
cancer screenings with colonoscopies, every 10 years or, depending on if you've had 
polyps, or some other reason to do it more frequently. And then, prostate cancer 
screenings are kind of a whole other discussion. But those are some of the things that I 
definitely touch on when patients are in this period. 

Esther Schorr: Okay, so, Dr. Coutre, we have time for one other question, that I think 
I'm going to let you take a shot at, and that is, what advice can you give to patients who 
are dealing with the emotional aspect of dealing with CLL for the rest of their life? 
There's this whole component that is, "This is it; I'm going to deal with this for the rest of 
my life." Are there any tips that you have for coping with this mentally and emotionally? 

Dr. Coutre: Well, there's a couple things. So, often, let's say someone has been 
diagnosed, and they're asymptomatic, the typical way, you can often look back over 
several years of blood counts, maybe they had with their internist, and you notice that 
the blood counts were abnormal a few years back, so you can convey, reinforce that 
idea that this is not typically an aggressive cancer, so it's been present, and that's how 
we expect it to continue for a number of years. Really try to reassure the person that 
they should... There are no restrictions on their travel, their diet, exercise, their normal... 
To the extent that they can, the best thing to do is to put it out of mind. That's trivial to 
say, and it's hard, but- 

Esther Schorr: It's like don't think about hippopotamus. 

Dr. Coutre: Yeah, exactly, exactly. But we're giving the message that it's okay to do 
that. It's okay not to worry about that. And everyone's personality is different. But I think 
that's really important. And then, on the other side, I think it's really important to convey 
the message that we can treat this, when the time comes, if you need treatment, we've 
made such advances in the last 10 years, that it's a different world. 
 
When I think back about seeing a CLL patient 10 years ago, versus now, and then I ask 
myself, "Well, what's it going to be like 10 years from now?" I don't even know. I mean, 
hopefully, it's cured in many individuals. So, it's conveying that sense, a kind of a 
reassurance, that we know that if you need treatment, when you need treatment, you 
will respond to the treatments that we have, and we will continue to innovate, to push 
these things even further. 
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Esther Schorr: Well, I just want to thank both of you for having this conversation with 
me, and certainly with our audience. We are going to be having more webinars like this, 
some on CLL in particular, some that will be more oriented toward just dealing with life 
with a chronic condition. But I would just encourage those of you who are listening 
today, to look for other webinars, specifically about CLL, and these issues. 
 
I want to thank Dr. Deborah Stephens, and Dr. Steven Coutre, and our sponsors 
AbbVie and Genentech. Just appreciate everything that you do for our CLL community. 
With that, I'll say goodbye to Dr. Stephens, and Dr. Coutre, you're welcome to leave us, 
and stay well. And to all of you in our audience. I just want to say as I usually do, that 
knowledge can be the best medicine of all. 
 


