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Cathy Hamilton: Hello, everybody. Welcome to Patient Power today, and our webinar; “How 
Do You Lower Your Risk of a Second Cancer?” My name is Cathy Hamilton, and this is the first 
time I'm hosting a webinar on Patient Power, but I too am a CLL patient. I was diagnosed three 
and a half years ago after a routine physical showed some abnormal lab work. Fortunately for 
me, it has been a very undramatic journey so far. I have a very indolent case of CLL, in fact, my 
numbers, which weren't that bad to begin with are getting just a little bit better every time I go in.
So, I'm thrilled about that. I see my oncologist every six months, and so for now, I'm doing okay.
But I discovered Patient Power on the day that I was diagnosed. I had been to the oncologist to 
confirm what my internist suspected was CLL, and he did the flow cytometry test on me, and 
gave me the news. I came home with that word leukemia ringing in my ears, and the sense of 
dread, because I didn't know what I had. 

I thought there was only one kind of leukemia, first of all, and that it was always bad. So, I do 
what I always do, and I got on Google, and I put in CLL, and up pops Patient Power. I spent a 
good hour and a half to two hours on the site just watching webinars like this one and reading 
blogs and patient experiences. At the end of those two hours, I felt better, and I felt empowered 
and educated, and not altogether peaceful and comfortable with my diagnosis, but it helped a 
lot. And so, I'm just thrilled to be here and to be joining the Patient Power team for this webinar 
on second cancers. Anyway, we will just move on. We're talking about second cancers, and if 
you're wondering why, I think we feel that it's often an overlooked topic. I'm in watch and wait, 
but if you're actively dealing with your disease process, you might not be thinking of secondary 
cancers. But many people that are diagnosed with CLL, often, they get a second cancer 
diagnosis, much like our founder, Andrew Schorr, who founded Patient Power. 

We're just here to talk about things that you can do to prevent a second cancer, which cancers 
to look out for in particular. I think it's especially timely as we come out of the pandemic cocoon 
that we've all been in, and we start going back to the doctor for those routine screenings and 
such, just to remember the ones that we really should be getting. Let's introduce our guests for 
today. Our first guest is Dr. Nicole Lamanna, and she's coming to us live from New York City, 
New York. There she is. She is the associate clinical professor of medicine at Herbert Irving 
Comprehensive Cancer Center at Columbia University in NYC. And then we have Dr. Gregory 
Bociek, coming to us from Omaha, Nebraska, just north of me, a little ways. Dr. Bociek is the 
associate professor at the Internal Medicine Division of Oncology and Hematology, University of
Nebraska. 

Before we begin with our main topic, we thought it would be a good idea just to do a brief 
COVID update, because I know it's on a lot of our minds, even if we've been vaccinated and 
you're worried about our antibody response, and there's studies coming out all the time about 
the effectiveness of vaccines. Let's just open. Dr. Lamanna, is there anything new on the 
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horizon, or anything that's happened say in the last week that we should know about with 
regards to CLL and COVID? 

Dr. Lamanna: Yeah. Yeah. I mean, obviously, hooray for us getting out of this and having a 
little light here, because I know many of you have been cooped up for quite some time, and so 
now there's at least some breathing room now that we have vaccinations. I know there's still a 
lot of uncertainty and a lot of people are still very nervous because there are many patients, 
there's some data that's recently come out, actually in several recent publications, literally this 
past June, where not all CLL patients mount perhaps an effective immune response to the 
COVID vaccine. Although again, this is an evolution, so I want to keep everybody to understand 
that we also don't know how to interpret all these tests either. So, it's a learning process, and so 
we do suspect that some people may have a reduced immune response to the vaccine. But the 
good news is that other people are getting vaccinated, and so having the community at large 
vaccinated will be also protective for patients with CLL. 

And so, I think there is some hope and some light, and there are some studies that will be 
gearing towards whether or not, A) what do these tests mean and how effective, or I should say,
how interpretable are some of these tests that are being run; B) whether or not we should be 
looking at additional vaccinations, a third dose, a different vaccine, other ways to test the 
immune response in patients with CLL. So, there's lots going on, it's just going to take us a little 
bit of time, so I want you all to realize that, but I still think that we recommend that those... It 
doesn't mean that we don't recommend the vaccine, we're still recommending the COVID 
vaccination for CLL patients, of course, because even some protection is better than no 
protection. And certainly, to consider still using safe social distancing and safe practices where 
it's relevant. I think we can go on and on about this topic, but certainly, I think it is much better 
than it was last year, and so I just want you to all know that. 

Cathy Hamilton: Right. Thank you. Yeah. I did want to mention, Patient Power is doing a lot of 
programming with regards to COVID and CLL, so be sure to stay tuned for those, and anything 
that breaks, so to speak about a new study or report, I'm sure they'll be right on it. Dr. Bociek, 
would you like to add anything about your CLL patients and COVID?

Dr. Bociek: Yeah. Sure. I think I agree with all those points, and obviously, there is room to be 
bright because the prevalence is a fraction of what [it] was back for us in November. November 
of last year, probably one of every four of our patients in the hospital was a COVID patient, and 
now it's a fraction of that. I also want to caution people, I don't know how many of you, the 
patients and their families online, go and seek out the publications that described this. But one 
of the things that we always know about early publications about anything is sometimes it 
overestimates the effect of something. And just an example here would be that the types of 
patients that are likely to get into the studies that academic centers are doing to look at, for 
example, antibody response to COVID vaccination, they're the people that are a little bit closer 
to us, being they might be a little bit sicker, they might be on treatment, they might be people 
that we see more often, people that we see once a year with the white cell count of 12 or 
14,000, that feel fine. 
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Those are the types of people [that] are a little bit less likely to end up in these kinds of what we 
call database studies, are retrospective sides, where we're pulling from patients. And so, the 
selection effect of that might make it look like things are worse than they are in real life once you
have a larger population of patients from which to look at, but I do understand that all of our 
patients have concerns about neuro-immune responses, and the data that says a lack of 
immune response. Remember that what we're measuring not even really an FDA approved test.
The antibodies, are just one fragment of what your immune system does. There's lots of other 
elements. But having said that, you'd probably rather be in a population of people with the 96% 
response rate to a vaccine than a 30, or 40, or 70. But again, I mostly would just caution 
everybody to keep doing what you've been doing. 

We all came to work in these hospitals for months and months and months before the vaccine, 
and we just did the usual things to keep safe. I mean, we did not have large hospital outbreaks, 
people that were doing the safe things continued to be safe, and the last thing I tell my patients, 
I tell them a million things, but I tell them, don't feel like you have to be locked up in a box just 
because you see data like this, because really, the absolute risk of COVID is a fraction of what it
was months ago for all the reasons that we've talked about, vaccination, people being safe, 
decrease in the prevalence, all those things I think are reasons to be bright and look forward 
with less fear than hopefully three or six months ago. 

Cathy Hamilton: Right. Thank you. Well, I think caution is key, and that leads me to a question,
I am reading a lot on my social media CLL forums and whatnot. It's the grandkid question, the 
grandchild you haven't seen for 18 months. And yes, you want to be cautious, but can we visit 
our grand... I'm going to ask Dr. Lamanna, because I'm sure you get this too, is it okay if you're 
vaccinated, and the parents are vaccinated to see your grandchildren at this point? 

Dr. Lamanna: Yeah. I know this is always the biggest question that we get from most of our 
patients and seeing family members and relatives and friends. And obviously, clearly, we feel 
more comfortable if those individuals are vaccinated. But certainly, when you've got little kids, if 
they're grandkids and they're very young, they're not eligible to be vaccinated. So now they've 
approved vaccinations for 12 and up, and I think it's going to take a little bit of time to get our 
teenage population vaccinated of course. And also, part of that might be also dependent upon 
what's going on with the patient at the time and treatments and so on and so forth. But if their 
family members are vaccinated, but the little grandchildren are not, if they don't have symptoms,
so the concern of an active infection... And I think there's many opportunities to see your 
grandchildren now. It's summer, you could do outdoor things. For those who are a little nervous 
about having unvaccinated grandkids near them, they can certainly be outdoors with them. 

So, there's lots of opportunities. And for those that I think are asymptomatic, and their parents 
are vaccinated, and they're bringing their grandchildren to the event, I think that they need to 
use their prudence and guidance. We understand that there's a spectrum of anxiety related to 
this topic, and I think that people need to do what they feel comfortable doing. So, if you're 
nervous, and you want to wear your mask to see your grandchildren, wear your mask, be 
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outside. If you're not nervous, you think you've done the grilling of your children and the 
grandchildren, that they're asymptomatic and well, and you want to see them, I think that's 
reasonable too. Remember, in the beginning of the pandemic, we had a lot of lack of testing. 
We weren't able to test people, we weren't able to do much of anything in the very, very 
beginning of 2020. It's a very different time period now. I think we have better tools to 
adequately identify and test people if there's a concern. That's another opportunity. If you're very
anxious, you can have somebody tested. 

So, I think sometimes there's a spectrum about how crazy you can get. I think people need to 
be practical, conservative, thoughtful, have the conversation with your family members, and 
then decide what you feel comfortable doing. 

Cathy Hamilton: Okay, great. Thanks for that. Mine is coming on Thursday, so that was partly 
a selfish question on my part. Okay. Well, let's go to the topic then. We're talking about CLL and
second cancers. Let's define our terms, if we could, Dr. Bociek, right off the bat. Can you 
explain what a second cancer is? 

Dr. Bociek: Sure. We think of second cancers as an additional malignancy that more often than
not, would not be associated with the first cancer in a way that we can clearly directly 
understand, but that may be something that is seen with an increased frequency relative to say 
people that don't have the condition in the hand. So again, some of the CLL, the most common 
one that we're going to get to talk about as you probably all are aware is going to be the 
incidence of skin cancers in particular. It's fairly easy to look at a population of patients with CLL
and say, when we look at you over five or 10 or 20 years, the likelihood of these patients getting
skin cancers is higher than what we would expect for the general population after you adjust for 
things like age, and how much sun exposure and things like that. 

So, I guess the shortest way to look at it, it's something that we think is associated, maybe 
indirectly associated sometimes associated with treatment, but that there's some link to the 
underlying disorder that seems to lead to an increased risk of that second illness compared to 
someone that does not have the illness in question, again, CLL in this circumstance. 

Cathy Hamilton: Do we know why that is? Do we know why CLL survivors are more likely to 
develop certain second cancers, Dr. Bociek? 

Dr. Bociek: Again, I think, yes. I think one of the most fascinating things for me for CLL is how 
much of an immunosuppressive illness it is. Patients with CLL at the time of diagnosis have 
some measurable dent... I guess, for lack of a better word, I like to use in the immune system. 
There are lots of tests that we don't do standard in patients, but you can measure things like 
parts of the immune system we call NK cells, T cells, B cells. All of those things are dinged a 
little bit in people with CLL, it seems to be associated with the illness, it seems to often get 
worse a little bit over time, even in the absence of therapy. So, the assumption is there's an 
underlying abnormality in the immune system that makes certain types of cancers a little bit 
more likely to arise. 
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Some other examples, just to play an example on the side, would be people with organ 
transplants that have a higher risk of certain cancers and patients, again, without, patients with 
autoimmune conditions like lupus and rheumatoid arthritis, all of those types of things. People 
that are born with immune deficits, all of those people seem, when you look at, compared to 
other populations, seem to have a higher risk of certain types of cancers, often leukemias and 
lymphomas is on the things I've talked about. And so, the immune system, it has to be the thing 
that we can mostly identify as long as we're not starting to talk about treatment related effects 
and the effects of, for example, chemotherapies over time. 

Cathy Hamilton: Well, that was my next question, to ask you if there's any link between the 
treatments themselves, and the second cancers. I'm sure that's been studied. 

Dr. Bociek: Again, I'm always circumspective about this because I want all of our viewers to 
understand that we're talking about following hundreds to thousands of patients over time, 
you're following people for five, 10, 15, 20 years, and you're seeing a little bit of a signal, for 
example, skin cancer. And then you try to go back and look, well, what about these people, 
what's different? Is this that the illness makes it different? Is it something about their lifestyles 
that make it different? Is there something about the risks that are different? So, it's often hard to 
look and say, well, we know this thing caused this, well, we know that this chemotherapy 
caused your subsequent bone marrow disorder. But I think the most common things that we 
know over time would be that certain classes of agents that we use, and lymphomas and 
leukemias and other types of cancers certainly do have an associated increased risk in. 

The two I would talk about or three, I guess, I would talk about today. And again, all of you know
we're getting further and further in a sense that way from the era of using chemotherapy in 
antibody therapy, although I don't think we're out of that yet, and I'm happy to talk about that 
more later. But certainly, medicines such as cyclophosphamide is a common drug used in 
lymphomas, drugs like fludarabine (Fludara) that we know about, drugs like bendamustine 
(Bendeka and Treanda). If you look at people that have received these types of agents over 
five, 10, or 20 years, you do seem to be able to see a little bit of an increased risk over what 
you'd expect for the population on average to develop certain things like bone marrow 
disorders, things we call pre-leukemias, or myelodysplastic syndromes, for example. They are in
the order of a handful of percent, two, three, four, maybe seven percent, and in still. 

It's so very hard to go back and dissect out those populations and say, is it just because of the 
medicine we gave you? In some instances, the best way we can do that is to go and say, well, 
we know some of the disorders that come in association with these drugs have abnormalities in 
the chromosomes of the organ with the cancer. So, you can go look at the bone marrow of a 
patient, and if they've had, for example, a cancer that we think a secondary bone marrow 
disorder related to cyclophosphamide, or the class we'd call alkylating agents, you'll see certain 
genetic abnormalities. If it's a drug called etoposide (Etopophos and Toposar), you'll see certain 
genetic abnormalities and see a much quicker time to development of that particular bone 
marrow disorder. I guess over time, you learn to just characterize by how things are associated 
and say, well, these are the things that are consistent with, and that gets us to, as much as we 

 



can say thing A caused thing B, but I think as I said, for many of these drugs, we have a pretty 
clear sense that the risk is real. 

It's not spectacularly high, it still comes out of benefit of what the treatment gave the patient for 
all those years. We have to remember – I think we also have to remember that, although I 
always call this a low-grade lymphoma with cells in the blood, CLL is a form of a low-grade 
lymphoma. And even though in general we say to our patients, well, we don't really expect that 
we're curing people with our therapies, there are people that go 20 years and never experience 
a relapse of their illness with perhaps just one line of therapy. And so, they've gotten a great 
benefit from one line of therapy potentially, or two lines of therapy. And so, even though there's 
a risk on the back end, it's relatively low for all of the good that happened as a result of the 
treatment that was used at the right time, which is a whole other discussion of when to actually 
treat it to try to minimize the risk and not go there till we have to go there. 

So, I think that all becomes a relationship with your patient over time, and what they would like 
to do when, and their willingness to accept risk, and you fold that into the best decision you can,
recognizing that there are things down the road that you may have to deal with also. 

Cathy Hamilton: Okay. Thank you. Dr. Lamanna, let's talk about the second cancers that are 
most likely to occur in CLL patients, if you would. 

Dr. Lamanna: Yeah, absolutely. I mean, I think he touched upon this a little bit. There's no 
doubt that when I talk about this with my CLL patients, I liken this very much how he said it, it’s 
a disorder of your immune system, and you're more prone to not only other cancers, but some 
people think about other immune mediated disorders that patients can experience, rheumatoid 
arthritis, Crohn's disease, thyroid conditions. Sometimes there's a disorder of your immune 
system that can impact more than one organ or predispose you to more than one overlapping 
immune condition, and having other cancers that, as he had noted, some of this was related to 
the underlying disorder itself, some of it might predispose to some of the therapies that one 
might encounter, but you're generating some benefits. So I, rather than panicking patients and 
saying, “Do I have to worry about this, because I'm getting this treatment?” Obviously, you have 
that discussion with your provider, but there's a reason why obviously getting that treatment 
might benefit your current condition. 

So, what's important is really just a focus on incorporating healthcare routine, cancer screening 
management program as part of your healthcare maintenance, so to speak. We do this actually 
routinely with our patients who come to clinic. Obviously, one of the biggest things we do is go 
over their medications every time they come, and the second thing is we actually go over their 
cancer screening every time they come. So, we often sound like broken records, it's because 
I'm asking my patient over the same questions every time they come, and we document it. They
saw the dermatologist here, and they went and had their colonoscopy there. So, you go through
that as routine practice, so that they don't forget, or that you can remind them about what they're
doing to be proactive about their healthcare screening so that we potentially could pick up other 
cancers [inaudible 00:21:11]. Remember, CLL is a chronic condition, but other cancers, you can

 



pick up early and show them. So that's the goal, is to be cured of other cancers. 

As alluded to earlier, skin cancer is the most common other cancer that we see in CLL patients, 
so we ask them to see the dermatologist at least once a year at minimum. The dermatologist 
wants to see them often because they're following a legion. They'll tell you, they'll say, "I want 
you to come sooner because we're monitoring this. I took a picture of this." Of course, that's fine
too, but at least minimum of once a year. And then the other routine, mammo, colonoscopy, GI 
evaluation, other appropriate routine screening. Some of them, there may be a family history of 
other cancers, and may be that they need to do other things earlier than normal, but generally, 
we tend to follow the routine cancer screening guidelines, accordingly, depending upon what 
we're screening for. But skin cancer absolutely is the most common cancer these days. 

Cathy Hamilton: Yeah. I think we get a lot of questions about skin cancer, and certainly, that 
was one of the screenings actually that I did, my last skin cancer screening because of COVID 
was two years ago. I've got an appointment next month, and I'm a little nervous about it 
because those of us who are baby boomers and grew up without sunscreen... I think 
Coppertone was the best I could do if I ever did that, and add to that, their skin freckles and blue
eyes. A lot of us, I suspect, weren't getting screened regularly to begin with, and now this is just 
a reminder that yes, it's very important, because family history will play a part. True, Dr. 
Lamanna? 

Dr. Lamanna: Yeah. Depending upon the type of cancer, absolutely can. Of course, the other 
things that when you ask about what can you do, what things can you have control of, of course 
when you were younger, but certainly, can you now wear sunscreen? Can you wear a hat? Can 
you take good care? Other things that might impact how things are now, take good care of your 
other bodily functions, take good care of your temple. If you treat yourself well, obviously that 
will be helpful and totally understandable that during COVID, many people forego a lot of their 
cancer screening because of what was going on, and they didn't go to the doctor's office. Now, 
that things as noted, the incidence of COVID is very low, it's the summertime, and people have 
been vaccinated even more so very low incidences. Now's a good time to catch up with all your 
routine healthcare maintenance and screening, go see your doctors, absolutely go do your 
screening. 

But if there's certain family of skin cancers, very common in certain families, or there might be a 
genetic predisposition to certain things, again, there are things you can't change, but you can 
change screening. So, you can go and be evaluated and have that taken care of. 

Cathy Hamilton: Yeah. We do have a question from the audience pertaining to skin cancer. 
The person asks, I've heard... Oh, here's a word, nicotinamide (niacinamide), can minimize the 
propensity for getting skin cancer. Is it effective? I'll throw that out to either one of you. I'm sorry 
for butchering the name of the drug. Does anybody know? 

Dr. Bociek: I'm going to start off and say, I actually do not know any high-level data that would 
say that we know this is an effective primary prevention or secondary prevention. These types 
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of studies require lots of time, lots of study, ideally randomization, all the things that we talk 
about all the time to get to the best level of science. I don't know any high-level data for this. I'll 
defer to Dr. Lamanna, if she has anything to add. 

Dr. Lamanna: Yeah. I don't know if I know any high-level data for this either. And it's very 
interesting, there's no doubt that there are some people who have lots of different keratosis and 
things like that, and the dermatologist might be super aggressive. And this was also dependent 
upon a dermatologist too, where they might be treating even pre-malignant skin cancers more 
aggressively in that individual knowing that they have CLL, or also, because they have a high 
frequency of skin lesions on them. And so, they might be more aggressive about giving topical 
5-FU (Fluorouracil) and other creams, and things like that, or light treatments and things really 
to be a little bit more aggressive. I actually think that there's nothing wrong with doing that, I 
think each individual is different, and part of it, I think, really does depend on how frequent the 
number of legions they may have, and how often. Because there are some people that 
absolutely have been afflicted with lots of different pre-malignant conditions or even skin 
cancers, and they're constantly in the dermatologist's office, and then you have other individuals
who really go once a year and they're completely fine. 

So, I think there's a variety of different, depending upon the dermatologist, how aggressive that 
they might be. But I don't know of anything primarily to influence that as you were saying, I don't
think I know of any clear-cut data and see a lot of it in CLL, per se. 

Cathy Hamilton: Yeah. We have another question from the audience, wondering if there are 
dermatologists out there who focus on CLL-related skin cancers, or a dermatological oncologist,
if you will? Is there such an animal? 

Dr. Bociek: I wouldn't say at our center, again because we're an academic institution, and the 
types of physicians we have tended to attract here are interested in learning, interested in 
studying. For example, our dermatology division has a sun screening study ongoing, and they're
essentially looking at people without histories of malignancies, people with history of 
malignancies like CLL, people with organ transplants, and giving them for example, a sun safety
questionnaire, a little bit of education, some tools to measure sun exposure, and then sending 
them out for three or six months to come back and see if they can learn anything from what 
these tools were. So, they definitely exist. 

I don't think a dermatologist is going to hang under a shingle, like I'm a CLL skin cancer doctor, 
but all of our people are incredibly knowledgeable, very thoughtful. They have a wide range of 
expertise, and they know. And I want to be cautious in saying this because we all tend to 
remember the best things or the worst things in your own life, but I think my anecdotal small 
experience has been that some of our CLL patients that get skin cancers do get very aggressive
forms of skin cancer, and they seem to need more therapy and more surgery than you might've 
otherwise expected. And so, I just want to step back for a moment, if I could, to the context of 
some of the things that you said, which is, used to be the era of Coppertone, and baby oil, and 
go out till we get as brown as possible. Our kids' skin looks nothing like our skin, and they've 
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grown up with a completely different sense of sun safety. 

We know that sun is still the main driver of these things, even perhaps in the setting of a 
disordered immune system, and I would like to believe that our kids’ generation and beyond, if 
they continue to be smart, maybe we'll see quite a dramatic decrease in the incidents of skin 
cancer. And again, without making any of our patients or listeners too afraid, you just can't be 
too careful. You don't have to panic about a bit of red skin, but I think you have to be super 
thoughtful about outdoors in the summer and the right clothing. I think people forget things as 
simple as putting on sunscreen every couple of hours. I'm not sure if we have any good 
comparisons of spray on versus the slush on. My wife always throws slosh on stuff all over our 
kids, and thinks it's better, but I think there's a lot of things that we can control in here. 

Cathy Hamilton: Yeah. Yeah. Again, sunscreen, and what is the benchmark SPF value that 
you all recommend? Is it 50 or 35? What's appropriate? What's really protective when you're 
going out to buy a sunscreen? What's the magic number? Dr. Lamanna? 

Dr. Lamanna: I don't know if there's an exact measurement. I mean, I usually say for sure, over
25, but 50 would be great. But I mean, a hat and some sunscreen, I think I'll just be pleased if 
somebody puts on sunscreen. I do think the relevant thing is that for CLL patients out there, you
don't... I think we're a little biased being in academic institutions, I think, by the nature of the 
patients we see and how often we see CLL. That's why I think our dermatologists are very used 
to that, but that does not mean if you're seeing a local person in the community, as long as you 
go to the dermatologist, that's their job, is to look for a skin cancer. So, I think it's completely 
okay to see a local dermatologist as long as you're going and doing what you need to do. 
Certainly, if things get difficult or troublesome, actually a lot of them I know will troubleshoot and 
then send patients to an academic institution if they're concerned about something. 

So, as long as you're getting screened, I think that's the most important, relevant point with that, 
and yes, I think it's practical and prudent to use sunscreen and a hat. Just think about what 
you're doing, but don't be panicked. This is one of those things that you can adequately be 
screened for and taken care of. And yes, for those who have troublesome skin cancers, then it 
may be prudent to put that into more experienced scans. But think of this as part of the routine. 

Cathy Hamilton: Yeah. I want to switch -

Dr. Bociek: Can I add to that? 

Cathy Hamilton: Oh, sure. Go ahead, please. 

Dr. Bociek: Well, we live in a digital world right now, so everything is digitizable. Some of my 
patients that might be following [a] spot or something might take a picture, and obviously, that's 
something that can go back and be seen by your dermatologist again over time, sometimes 
those can be uploaded to charts, and people are comfortable to do that. And we have family 
members that can take a look at that spot on the back if it's three or six months between the 
skin doctor. So, there are lots of ways that people can participate in looking after themselves 

 



and in documenting, I guess, for lack of a better word, the state of something on the skin that 
someone said or questioned about. We might see in three months, again, you have family 
members, all kinds of people that can help look at that place you can't see them your back, et 
cetera. 

Cathy Hamilton: Yeah. Okay. Thank you. Let's go ahead and switch gears over to colon 
cancer just for a minute. That was one of the ones that my oncologist mentioned to me in his 
short list of secondary cancers I should be aware of. Let's face it, that screening is not the most 
fun. I mean, of the whole list, I would rather have five skin checks, full body skin checks, and 
then a colonoscopy. What do you tell your patients who may be just wanting to put that off? How
real is the threat of colon cancer, and why should they just bite the bullet and get in there? Dr. 
Lamanna?

Dr. Lamanna: I don't know. I mean, I think we know that this is not pleasant screening, but I still
think that it's something that needs to be done. Now, of course, for older folks, and maybe 
others want to comment more about this with the use of Cologuard, obviously that's becoming 
more used as well in the community. But do I think that a colonoscopy is still something that 
should be done on most patients when – actually, they've lowered the, it was 50, now they've 
lowered, I think, to 45 years of age for starting screening, I believe – so, do I think obviously the 
prep is unpleasant? Understood. Most people don't remember the actual colonoscopy day, but 
we understand the prep, you should stay home and be near a bathroom. But do I think that it's 
completely doable? Yes, I've had several myself. But I think the goal is to catch polyps prior to 
them turning into a malignant condition, and the best way to look at that is obviously having 
direct visualization in the GI tract. 

Although, as I said, some of these testings of cancer cells in the stool are becoming more and 
more sophisticated. So, for sure for older individuals or individuals who might've had problems 
with a colonoscopy in the past, I certainly think that this certainly is going to be used more 
frequently in terms of screening. 

Cathy Hamilton: Okay. Thank you. This was a question from David in our audience. Are there 
any other screenings that are an absolute must? We've talked about skin, we've talked about 
our colons or colonoscopies. Dr. Bociek, are there any others that are just a must do? 

Dr. Bociek: I think again also, there are primary prevention guidelines, and I think we follow 
those. It's difficult for me to start getting into the realm of prostate cancer screening, because 
there are lots of ups and downs of that, and I think anyone that reads any of this literature 
knows that you can over screen for things that aren't going to change someone's life, and you 
can under screen for things that are going to change lives. And still, once in a while, our patients
who have just a little bit of elevated PSA (prostate-specific antigen) come in, and they have a 
fairly aggressive cancer. So, our screening tests are not perfect. I think for prostate cancer, I 
don't know specific additional relative risk for CLL, but it seems like it may be in the risk of 
maybe two-fold from some of the literature I know. I think it's a long conversation, and I hate to 
say, there's probably better with your primary care provider or urologist than necessarily your 

 



oncologist. 

Being that I do lymphoma and leukemia and stuff, I'm not necessarily the best person to 
understand the implications of all of those screenings and the words we use, like the sensitivity 
and specificity and predictive values. But I think that's a discussion you have to have once with 
a person very well versed in it. I just want to step back for a moment and add that for all of the 
cancer screens our patients don't get, it is always a colonoscopy that they shrug their shoulders,
I did, and I didn't want to. Again, we want to underscore, we've said that there are lots of 
illnesses that I treat, lymphomas, that I tell people when we found this probably doesn't change 
how fixable it is, whether we found this three months ago or three months earlier, it's probably 
as fixable. But for things like colon cancer, breast cancer, obviously everything. 

As Nicole implied, these are small changes that start with small polyps and additional mutations,
presumably over time, and the life cycle of a polyp might be 10 years before it becomes 
something malignant, and we have all the time in the world to intervene and do that and take 
care of that earlier. I guess prostate cancer would be one. And then, I guess I would go to the 
usual thing if there are guidelines for lung cancer screening, and we use so-called lung cancer 
screening CAT scans now, and anyone that fits in that realm of a certain number of pack years 
of smoking and who is a current smoker, or has quit within a certain short time, then I have to 
look those things up. That would be also something to talk about with your primary care 
provider. And then for women, the usual other things, obviously breast cancer, mammograms, 
and cervical screening is appropriate with pap smears, et cetera. So, I think it still comes back to
the things that we know for primary prevention of the illnesses that we know screening can 
make an impact on, largely.

Dr. Lamanna: I want to echo that. I don't think it's that we do it differently for CLL patients. I 
don't want them to feel that just because you have CLL, we're doing things more frequently 
necessarily. I think that we still do what we think that the… And the guidelines do change, as 
Gregory noted, they really do. Actually, PSA is the one where it changes, it seems a lot, but 
primary prevention is what we really focus on, and so more of a repetition. So, we incorporate it 
into my routine clinic practice and talk about it, but we're not telling patients that they need to do 
colonoscopies more frequently. We just want to remind them that they need to maintain their 
health care maintenance, and cancer screening, knowing that there's an increased risk and 
incidence in our CLL patient population. So certainly, we're just reminding them more frequently 
because they're in a CLL clinic per se, but we're still following national guidelines. 

And then as I said, the ones that are more controversial like PSA, then we'll have a discussion if
I feel it needs to go to somebody who's more of an expert UG, then I will turn that to a urologist 
or somebody, if there's some question or concern because of an elevated PSA, which of 
course, in our patient population, as the population gets older, you have obviously BPH (benign 
prostate hyperplasia) and benign conditions that can elevate PSA. So then, if they need 
attention by a urologist or there's a concern, certainly, we'll make that referral. But general 
screening guidelines is what we're typically recommending for our CLL patients. It's not more 
aggressive, we just mention it more often.

 

https://patientpower.info/lung-cancer/


Cathy Hamilton: Okay. Thank you. You mentioned Cologuard earlier, can you explain what 
Cologuard is for those of us who aren't familiar, and is it a replacement for the colonoscopy? I 
mean, is it a decent alternative to a regular colonoscopy? 

Dr. Lamanna: Well, this is where I'm maybe a little bit more out of the loop in this sense. I tend 
to, and this is where I usually bring in the internist, because it's something I don't even know 
how to order. So essentially, it looks at cancer result, DNA changes in the stool for cancer 
screening, and so you could send a stool sample and see if there are changes. Ultimately, if 
there are changes found, you're going to need a colonoscopy. For patients who, let's say are 
older and frailer, or may have had other issues, surgery maybe in the past, a bowel surgery of 
some sort and maybe doing a colonoscopy might be more risky for that individual, or an 
individual may be on blood thinners, and perhaps they're concerned about having a 
colonoscopy. So, there are ways you can use a Cologuard for screening for patients who might 
be at a higher risk for complications of a colonoscopy. 

Now, maybe this is the internist, are using this much more commonly than I'm aware of, so 
maybe they're doing this much more commonly. But certainly, it's another way to pre-screen 
patients who might have issues with having a colonoscopy, as I said, that might have other 
conditions. Otherwise, I still think a colonoscopy is really gold standard. But as the sensitivity 
and specificity of this testing becomes available, and I imagine that some of this pre-screening 
testing will get better over time, it may change and decrease the frequency of colonoscopies 
performed. But ultimately, a colonoscopy is still a gold standard if a patient has a positive test, 
because then the goal is to look in the students of polyp, and get rid of it, or if there's a cancer, 
you have to confirm it with the colonoscopy. So, there are some false positives with this testing. 

Cathy Hamilton: Okay. Do you agree, Dr. Bociek?

Dr. Bociek: No. And again, I don't know exactly the FDA label, but it's for people that [are] 
"average risk," so that probably means you don't have a strong family history of colon cancer, 
you haven't had prior polyps, et cetera. But yes, it's looking at some of the known genetic DNA 
changes in precursor lesions, early lesions that might go on to become cancers. And I tend to 
forget this, the scope is the gold standard and most of the lesions, most of the colon cancers 
tend to be in the distal part of the bowel that can be scoped more easily, so people that don't 
want to have a whole colonoscopy or higher risk, et cetera, some of the things that Nicole 
mentioned, another alternative would be to do stool cold blood testing in combination, perhaps 
with just a sigmoidoscopy, so a shorter scope. So that way, we think colonoscopy. When 
someone says colon cancer screening, yes, automatically, my brain goes colonoscopy, but 
there certainly are other things that we can do, and a bit of a scope would combine with the 
occult blood testing, would be another rational approach. All those things are things that can be 
talked about with either a GI physician or primary care provider to assess your risk and decide 
what best suits you. 

Cathy Hamilton: Okay. We have an interesting question from Judy out in our audience. She 
says, I have lymphoma in my colon and had a colonoscopy only nine months before, they said it

 



was not colon cancer. Is this common, or how common is it, I should ask? Go ahead, Dr. 
Bociek.  

Dr. Bociek: Yeah. Sure. I will. Again, let me back up to the notion that cancer is a word that we 
use for an abnormal set of cells that have grown and divided, and usually breached, in other 
words, gone beyond usual membrane, either lymph node or an organ, and so they're all 
cancers. A lymphoma is a cancer, and when people say colon cancer, what they mean is 
carcinoma of the colon, 95% of the time. But of course, there are other cells in there, there are 
pigment cells, there are mucus cells, there are muscle cells. And so, all of these tissues are 
potentially subject to the changes that become cancerous. And being a lymphoma person, then 
Nicole might say the same thing, we see a lot of patients that have lymphomas in the colon, 
sometimes fandom, I'll just mention probably the most common ones that we would see. So 
probably the most, I mean, not common lymphoma, but commonly in the GI tract, I would say 
number one would probably be something called mantle cell lymphoma. 

Mantle cell lymphoma is an uncommon type of lymphoma, maybe six or seven percent of all the
lymphomas we see, and more often lives in bone marrow and lymph nodes and spleens and 
things like that. But in the days before we had PET scans to stage everyone and did CT scans, 
we didn't pick up as much disease, people would often find that they had it in the colon. And I 
would say up to 70 or 80% of people might have mantle cell lymphoma in the colon, it usually 
just sits along the surface of the membrane, it doesn't usually, two holes in the bowel, it doesn't 
usually lead to perforations or anything like that, but I've had people with mantle cell lymphoma 
only in their bowel and nowhere else. That's one example. 

Another type of lymphoma, not so commonly seen, but would be follicular lymphoma. Those are
low-grade lymphomas that in behavior would much be like a CLL that can be in the bowel. I 
have had people, and again, we're cautious to go into single patient stories, but I have a 
gentleman that was told that he needed this to be treated years and years and years ago, just 
because he had a lot of spots in the colon. He was absolutely fine, felt fine, no blood loss, no 
iron deficiency, no signs of anything, and we left the guy alone for 20 plus years, and he's been 
fine and never needed treatment, and actually eventually these lesions that could be seen by 
the GI doctors regressed over time. And then there are lymphomas we call marginal indolent 
lymphomas that sometimes live in the bowel, and then last but not least, in some ways the most
common lymphoma called a diffuse large B-cell lymphoma is certainly one of our most common.

That is one that we do need to see and find because if those things live in the colon and they 
are big lesions, they can actually potentially perforate when we treat patients. Sometimes we've 
even had those surgically removed if we thought that risk was high because your perforated 
colon, and that's where the poop lives obviously, and leaking that into your belly is a giant deal. 
Whereas perforating something higher up in the gut in the stomach or the high part of the small 
bowel where everything is still sterile can be usually surgically fixed pretty easily without people 
necessarily getting ill. Again, sorry, longer than you needed, but giant array of a whole spectrum
of disorders that live in the bowel that we sometimes see in the lymphocyte world or the 
lymphoma world, for sure. 
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Dr. Lamanna: And just to segue a little bit on that, for those who want to hear more about that, 
but I think another point that he's trying to make is depending upon your circumstances, patient 
assessment question, some of those patients need treatment for the lymphoma and the bowel, 
other patients do not. What he was suggesting is that they're found incidentally, just like the 
indolent lymphomas, follicular lymphoma, CLL. The goal is that if there's an abnormality in 
another location, that we are oftentimes going to see their other lymphoma in that location. And 
it doesn't mean that they necessarily need treatment, I classically will tell my women who are 
getting mammograms that oftentimes will pick up their lymph nodes on the mammogram, and 
say, "Well, that's your indolent lymphoma, that's your CLL." I'm fine with that, just make sure 
they're okay, that they don't find a primary breast lesion that needs to be a biopsy. 

We're going to see CLL in your tissue. It's okay, they're going to pick up blood cells there, and 
that's fine, that's not what we're excluding. We want to look for the other cancers that are 
curative if we pick them up early. So, it's common to find lymphomatous disease elsewhere in 
the body, you do not necessarily need treatment for that. That depends, so that's why you want 
to talk to your physician about that. There are some obviously aggressive lymphomas where 
certainly that may be irrelevant and you might need treatment for that sooner, if it's about things 
like that. But the take-home point is that these diseases do exist in other places in your body, 
and that's very common. 

Cathy Hamilton: Okay. I want to talk about care partners, because most of us, many of us, 
have people we love in our lives who are helping us negotiate this CLL journey. It's bad enough 
telling your loved one that you've got chronic lymphocytic leukemia, and then to have to say, 
and oh, by the way, it might mean I get a secondary cancer at some point in time. Do you have 
any advice, any tips or tricks, so to speak, about how to let your care partner know that that is a 
possibility, and then to help them help you navigate the future? 

Dr. Lamanna: Yeah. I mean, I think to just put things a little bit in a bigger perspective, when I 
think about... And Cathy, your course has been very, as you noted before, more indolent. And 
so, for patients who have been on what I call active observation and monitoring, and it's a 
chronic condition and they're not on active therapy, but they are on active treatment. Patient 
Power knows how I feel about trying to wipe out the watch and worry out of glory and call it 
active observation and monitoring, and think of it like another chronic condition, like high blood 
pressure or diabetes that you're not... It just happens to be those individuals who are on high 
blood pressure medicines or taking active agents to treat their condition. With CLL, there are 
many patients that are not on any active therapy, but still could mean an active observation. 

I think if you considered a chronic illness that you're not on therapy for at the present time, and 
you let your loved one know, your care partner, that you have a chronic condition, but if you're 
on monitoring, that there's certain things that you need to do to ensure your health such as your 
healthcare screening, and going to an oncologist and seeing you routinely, great. If you're on 
active therapy, so for those CLL folks who are currently getting active treatment, looping in your 
partners about... And clearly, hopefully, they are being looped in because oftentimes, going 
through active therapy is a lot for obviously the patient, but also having a support system to help
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you through whatever treatment you're on, and potential side effects of that treatment, and 
having more eyes and ears to hear about what's going on. Because oftentimes, when you go to 
the office and only hear one thing, and your partner will hear other things, and so that helps that 
when you go home and you digest, you might write questions or go through that and say, "Well, 
what do they mean by this and this and this?" 

So, having a care partner that's involved in your care period, whether you're in the monitoring 
stage or you're on active therapy, I think is very helpful. It also hopes to demystify what's going 
on with your disease a little bit and keeps your partner in the loop about what's going on, if there
are potential side effects of therapies that you're going through, and so, they're your advocate 
as well. I think same thing with healthcare screening and maintenance. I mean, hopefully, 
they're doing something similar with their own conditions as well, even if they don't have CLL, 
and so that you know what's going on and you're involved in each other's aspects of their health
care. I think is really important, just to have a partner to hear about things and be there for you 
to your appointments. And we actually give our patients actually a cheat sheet that they could 
put on their refrigerator or somewhere, or wastepaper basket, if they choose to do so, but it 
actually has recommendations for vaccinations, healthcare, cancer screening, our phone 
numbers, just a one-liner sheet, so they can review that or keep it if they don't remember. And I 
think it's good for the partners if the patients can’t remember everything that they're hearing at 
their front visit. 

Cathy Hamilton: Yeah. That's good. I'm a big believer in the buddy system, when you go to 
pretty much any medical appointment, especially as you get a little older and your retention isn't 
as good as it used to be. I'm a big, big proponent of that. Good advice. Okay. Well, we're going 
to go to a couple of miscellaneous audience questions, and the first is this, my doctor has 
recommended that I have a thoracic and abdominal CT scan every six months because I have a
more aggressive type of CLL. I also had a severe internal lymphadenopathy at diagnosis. I have
read that cancer risks due to radiation is greatly increased after eight CTs or CAT scans. Can 
you discuss this? Either one of you, just jump in if you have thoughts, please. 

Dr. Bociek: I'll start, because I'm the anti-screener actually. In Nebraska, we have always de-
emphasized routine scans for no purpose. I always tell my patients with CLL that there's so 
much to say for every one of these questions. First of all, getting to know the patient, getting to 
have a relationship with them, getting to understand what things they worry about, learning to 
help de-emphasize the things that are scary, learning to help patients understand that our 
treatments are so much more spectacularly better today. To put all that worry into the 
background, I think is helpful, and helpful for the care partner. Then the next thing I tell our 
patients is that CLL is an illness fairly easy on average to follow with blood counts and routine 
physical exams, and how do you feel, and can I feel your spleen? These are real things that you
have to do, and you have to spend time, and be good at, document, and know when they're 
changing. 

Then I tell patients, if you're having new symptoms, you come in and you say I'm a little bit 
wheezy at times in the morning when I get up, well, that's something we need to pay attention 

 

https://patientpower.info/cll-patient-stories-coming-to-terms-with-a-cll-diagnosis/
https://patientpower.info/navigating-cancer/series/covid-19-and-cancer/articles/what-covid-19-vaccination-means-for-patients-with-cancer


to. So, all of a sudden, there's a symptom, it's not just a routine test, or they say my belly feels 
more full or anything changes, then all of a sudden that's a symptom, you say, "Well, we're 
going to look into that." So, for routine tests, because something is bigger or smaller, I don't 
have a single answer to that, I would look at the last CAT scan, the patient, the situation, what's 
the worry, what would make us actually seek treatment. If we thought, well, “This lymph node is 
bigger, is it pushing on the kidney?” All those kinds of things I think you have to put into your 
head and think about, would earlier knowledge of something be better. I think it's hard to 
quantify the notion that a certain number of CT scans is going to ruin your life. 

But I do tell patients that it's still dye, it's still x-rays, there's still things that we would avoid if we 
could. And so, I think it has to come to an individualized decision between a doctor and a 
patient. And more often than not, and I'm saying this the wrong way, I don't mean to. More often
than not, when we end up saying, well, we'll do a scan anyway, we end up finding nothing that 
was scary, which means that probably, we were in the right place by our discussion, again, 
doctor, patient. I have some patients that I know will worry more if they don't have scans once in
a while. So, I always also try to tell them just the fact that I said you don't need a CAT scan 
doesn't mean you don't need a CAT scan. If you're going to wake up in the morning, look at the 
ceiling and say, "Oh my gosh, it's been six months since my last CAT scan, it reassures me, it 
helps me live my life better, and just worry less about this," those are absolutely real reasons to 
think about that kind of thing. 

So, I think you have to put all that together with hopefully having time to know the patient and 
develop that relationship to say, what is the best thing for you, not what is the best thing for all 
our people with CLL. That's how I would approach this. Nicole? 

Cathy Hamilton: Okay.

Dr. Lamanna: This is so good. I thought I hear we're going to have an argument over this. 

Dr. Bociek: That'll be the next thing. 

Cathy Hamilton: I do too. 

Dr. Lamanna: You are much worse. I mean, I'm not a proponent of big scans, and so I always 
tread very lightly when I have a colleague on the line who does lymphoma and I do more CLL. 
We tend not to do a lot of imaging in CLL, but I think he's absolutely correct. I think part of it is 
just to do a scan, just to do it. When somebody is otherwise feeling well, I think sometimes can 
be more anxiety provoking and not necessary, but like he was saying, sometimes you get a 
patient who'd really feel better having a CAT scan than not having a CAT scan, because 
otherwise, their anxiety level... I'm hoping that my conversation will take them down off the 
ledge, but certainly, some of those individuals really feel better and more reassured by having 
an occasional scan.

Otherwise, typically, we don't do that because one of the concerns that I always have is that 

 



sometimes in fact... I did a consult today with a patient who's, something that grew, and if you 
have very small lymph nodes, but they were told that you had 100% growth because it went 
from one sonometer to two sonometers, sure, that is 100% growth, but nothing we would think 
about treating somebody for. And so, I think that sometimes scanning can lead to problems 
because people may act on something that doesn't need to be acted upon. And so, I think 
there's always a dual edge with scanning, I think you need to be cautious about how you use 
them. Certainly though, if you have a symptom, and there's something that is not going away, 
having that dialogue with your provider, because then the provider might say, hey, I'm paying 
attention to what you're saying, and I really do think you need a scan, that's where that's 
relevant. So, I think it's really appropriate to have a good relationship with your providers so that
you can have that dialogue so that you can have an open discussion about whether a CT scan 
is appropriate, but certainly, it shouldn't be something that we do weekly.

Cathy Hamilton: Okay. Thank you. 

Dr. Bociek: And also, just to add, that again, everything has side effects, and once in a while, 
someone that had a CAT scan dye six months ago will have a bad allergic reaction to one 
today. And again, not by anecdote, but my sister had a friend's husband had an anaphylactic 
reaction to a CAT scan dye that was done [for] a reason that probably wasn't an urgent thing 
that had to be known tomorrow. So, they're one in a million, but I think it's important to 
remember they're still x-rays, they're still dye, they're still copays, they're still things that we 
would like to avoid wherever we can. But as I said, you never want a patient to feel bad that's 
worrying and thinks the CAT scan will help them understand their situation better. 

Cathy Hamilton: Right. Okay. We only have about three minutes left, so I'm going to ask you to
keep your answer brief to this final question from the audience. Have there been any specific 
types of cancers appearing from the individuals who completed the FCR protocol in the year 
2000? In two minutes or less, please. 

Dr. Lamanna: I think a lot of cancers are relevant. The one that we talk about a lot, and I think 
Gregory alluded to, is sometimes obviously with the chemotherapy drugs that can affect DNA 
alkylaters and purine analogs that can also impact both B and T cells. There's always been a 
concern about acute leukemia where there's been a small incidence in patients who have real 
chemo immunotherapy, on an order of a few percentage. So, albeit rare, but still know that's 
probably the one where we talk about, in terms of a difference, in terms of a different type of 
cancer in that setting because of chemo immunotherapy, is usually moderate dysplasia and 
leukemia. 
Solid tumors still hold the bar, no matter what. 

Cathy Hamilton: Okay. 30 seconds to you, Dr. Bociek. 

Dr. Bociek: Yeah, same. I mean, the thing that stands out by a handful of percent that seems to
be related biologically to the treatment would be these things, where I like to say pre-leukemias 
or so-called myelodysplastic syndromes that sometimes become acute leukemias. It could be 
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20 years in remission after FCR is pretty spectacular, and then those people are walking 
around. So, that in itself is spectacular news. 

Cathy Hamilton: Yeah. That's incredible. Just incredible. Well, thank you so much, Dr. Bociek 
and Dr. Lamanna for all this really good practical information today. We appreciate you and we 
appreciate you giving us your time. 
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