
Michele Nadeem-Baker: Hello, and welcome to Patient Power's Answers Now today. We're 
talking about something that's rarely addressed and it's almost like that which you're not wanting 
to talk about with your doctor, but you really want to. And that's the truth behind aging with CLL. 
I'd like to introduce my co-host today, Esther Schorr, co-founder of Patient Power and CLL 
patient caregiver. Hi, Esther. 

Esther Schorr: Hi, Michele. Good to see you. Good to see you. 

Michele Nadeem-Baker: Good to see you too and our audience members. Looks like we have 
a big audience today. This is quite exciting. 

Esther Schorr: No, it's wonderful and before we get started, I just want to on behalf of all of us 
at Patient Power, thank our wonderful sponsors, AbbVie and Genentech. As always, we really 
appreciate their support for the work we all do. But they have no editorial control over our 
content, they just support us in what we do. And just before we introduce our wonderful doctor, 
how did we come up with this topic? Actually, I know that we're all aging whether we like it or 
not. And while I'm a caregiver, a care partner, both I and Andrew, who is a 25 year CLL survivor, 
we're both getting older. Do you remember how we came up with this topic? 

Michele Nadeem-Baker: Yeah, we were having conversations about things that people really 
want to know and that we have all wanted to know, but you're just not necessarily going to ask 
openly, and then you just, I mean... And then of course, I did because I ask a million questions 
anyway of anyone, I have a journalism background. I've learned and you've probably seen it too 
in the support groups, that every now and then someone will broach the subject. And it's one 
that we all need to know, and I know I've had a hard time finding who to go to, answers, or who 
you ask. What about you? 

Esther Schorr: Same thing, and some of it is just over 25 years, there are changes that happen 
to all of us physically beyond when there's illness in the family or a condition that's chronic. So, I 
think it'll be really interesting to get our guest, who you're going to introduce now, to get her 
perspective on some of this as well.  

Michele Nadeem-Baker: We have with us today, CLL expert, Dr. Susan O'Brien. Thank you for 
joining us today, Dr. O'Brien. She's the Associate Director for Clinical Science at the Chao 
Family Comprehensive Cancer Center at UC Irvine. And I know that we had told everyone that 
Dr. Matt Davids with Dana-Farber was going to be with us today, and I'm so sorry to hear that 
he had to cancel due to a family emergency. So, hugs to you Dr. Davids and we'll catch you 
next time for another show. So, Esther, I know that there's something that everyone, of course, 
wants to know before we even get into this. The topic of the hour. 

Esther Schorr: Right. No, and we're still getting a lot of questions about COVID and about the 
vaccines and updates related to that. And for all of you who are listening, we have done 
numerous programs already related to COVID and the vaccines that are now rolling out. We 
really encourage you to take a look at our site and look at those programs because a lot of very 
specific questions are answered there. So, we're not going to spend our time today answering 
COVID related questions, outside of this one question we're going to ask you, Dr. O'Brien. 
Which is, is there any reason patients should not get the vaccine? 
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Are There Any Reasons CLL Patients Should Not Get the Vaccine, or Is It 
Recommended for All? 

Dr. O'Brien: That's a very easy one to answer, Esther, because the answer is, no, there's no 
reason. People may have heard in the past, which is true, that there are some vaccines that are 
not recommended for patients with CLL because they're live viruses. And we know that patients 
with CLL, even if they're in pretty good shape and early in the disease, don't have totally normal 
immune systems. That being said, all of the three viruses that are available right now; namely 
the Moderna, the Pfizer and the J&J are all safe for patients with CLL. So, there's absolutely no 
reason not to get vaccinated. 

Esther Schorr: No, that's great. And I would assume that if for any reason there's a complex 
medical thing going on, that somebody still has hesitancy, they should just talk to their doctor 
about that, that that would be the only other thing that somebody should do. 

Dr. O'Brien: Yes. And people have asked me well, let's say I'm being treated and I'm on 
Imbruvica (ibrutinib), for example, or something else, venetoclax (Venclexta), should I still get 
the vaccine? The answer is yes, because there's no downside to getting the vaccine. There 
actually is going to be a multicenter trial, we are participating in it that's about to open across the 
US trying to look at response to the COVID vaccine in patients with CLL. And I think that will be 
very important, because we don't know the answers to, does Imbruvica, does Venclexta, do any 
of these impact their response to the vaccine in a good way or a bad way? And we simply don't 
have those answers, obviously yet. 
 
So, if people in Orange County, or patients at UCI have not been vaccinated, and they're 
interested in being part of this clinical trial, they can just let me know, shoot me an email and 
you can share my email. And when the trial opens, which I expect to be very soon, they could 
participate. It really only involves giving some blood pre vaccination and a couple of times over 
the next few months post vaccination, that's all there is to it. 

Esther Schorr: Wow. Okay. Well, great. Thank you very much for that. So, Michele, I'm going 
to let you kick off the meat and potatoes here. 

Michele Nadeem-Baker: Well, Esther as you were saying, with aging, people age, we're 
getting older, and it's unpredictable for each person, the way you age, the way I age, it could be 
different. So, what should we expect as you grow older living with CLL? And let's just be real 
here, right? These are not always easy questions to ask. But we're going to ask, I'm going to try 
to get out of my comfort zone here. And I know, Esther, you are, too. And especially that like, it's 
not just us having a conversation over dinner. This is, we're out there now on the Internet, but 
we want to ask the questions that many may find uncomfortable doing with their medical team. 
And we encourage you to send in your questions on that Q&A function here. And you don't have 
to share your name. And if you don't, we will not be using it, obviously. 
 
But if you have questions, please send them in. But there's so many things that go into aging. 
Dr. O'Brien, can you give us a broad overview about what our audience should expect as they 
age while living with CLL? Does it mean, we'll be aging more quickly, at the same rate? What, 
are we aging like? 
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What Should Patients Expect as They Age While Living with CLL?  

Dr. O'Brien: I don't see that it would really be any different on then for patients who age without 
CLL. And in fact, it's an interesting, very interesting point, because everybody is sometimes 
fatigued, I certainly know that I am, right? And I do have patients who will say to me, "I have 
fatigue." Well, obviously fatigue is a very broad symptom describer. And so, we try and drill 
down on that a little bit, and query them about what do they mean by fatigue? Are they having a 
nap? Can they not do their normal daily activities? And there's a wide spectrum in there. But 
you'd be surprised how many people say, "Well, I can't do this, and I can't do that." And they're 
actually doing a lot of things. And then I'll often say to that person, "Well, how much do you think 
you can do vis-a-vis someone your age? Somebody else who doesn't have CLL." 
 
And a lot of times the answer I get is, "Oh, I'm much more active than other people I know." And 
so, one of the points I'm trying to bring in here is, yeah, nobody at 60 or 70, can do what they 
did at 50. And sometimes I think people are expecting too much of themselves at a certain age, 
and then continue attributing that to the underlying CLL saying, "Oh, well, I can't play 18 holes of 
golf four days a week anymore, it's too tiring." So, it is a complex issue. And I think the patient 
and the physician have to make an effort to figure out well, really how much of this is CLL? And 
how much are, perhaps, your expectation's too high? Given that you are aging, and there are 
going to be things that none of us can do as well, at 75 as we could do it 55. 

Michele Nadeem-Baker: Well, some of us are diagnosed pretty early on in our 40s and 50s. 
And have gone from doing a million things to all of a sudden being snapped with fatigue. So 
that's what you're speaking of, everyone's a bit, not everyone, but there are groups that are 
different on when it comes to the fatigue. 

Dr. O'Brien: Absolutely, absolutely. And it can be very difficult to parse out how much of that is 
the underlying CLL. In my experience, it's not a one-to-one correlation, it's not perfect. But that 
sort of the more disease you have or the closer you are to treatment, often the more tired you 
are. And if you have very minimal disease and you're telling me that you have a lot of fatigue, 
I'm going to look at that very carefully. Because in my experience fatigue without any other 
indication for therapy is pretty uncommon in patients with CLL. 

Michele Nadeem-Baker: And as we're talking about some of this... Because CLL patients are 
compromised immune system, and some of us get sick more often catching things more easily 
other than this year of being masked, does that age us more as CLL patients that catching 
things more frequently? Does that mean that we're aging? That the CLL causing us to get sick 
more often, does that age a person? 
 
Does Your Immune System Affect the Rate at Which You Age?  

Dr. O'Brien: Well, it can also be the reverse. And again, these are difficult concepts to sort out, I 
think you have to do it on an individual basis. And what I mean by that is, as people age, even 
without CLL, their immune systems are not as well functioning as they are when they're 
younger. We've all seen examples of that this year, where when younger patients get COVID, 
they generally have way less complications than older patients. And we're not talking about CLL 
here, we're just talking about aging. So again, that's a complicated question, I would say, 
Michele, because we all have some decrease in our immune systems as we age. 
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And again, sorting out well, is this really from CLL? Or is this just a component of aging? I think 
something you have to try and do on an individual basis. And I get it, if you're the patient you're 
experience, particularly, let's say you're not in a support group or something. So, you're not 
talking to other patients with CLL a lot, there's no way for you to really know, right? Because 
you're, as we call it, an n-of-1, you're one person. Whereas I think the doctor can be helpful 
when talking to the patient, based on their very extensive experience treating CLL patients and 
saying, "I don't really think this is your CLL or maybe it is your CLL." And I get that it's really 
hard for an individual patient to be able to sort that out. 

Esther Schorr: Michele and Dr. O'Brien, I got a question from somebody in our audience that is 
related to this that's more specific. So, Roberta asks, "Is there any link to worsening sleep with 
CLL patients? I mean, I know from watching myself and my husband, who is a CLL patient, that 
sleep has become more of an issue for him and like, how do we sort out is that something that's 
really CLL? Or is that again, probably an aging factor?" 
 
Can Worsening Sleep Be a Factor of Aging with CLL?  

Dr. O'Brien: I think your audience by the end of this is going to say, "Does Dr. O'Brien ever give 
any straight answers?" Because I think it's just what you said that we all know, this is very well 
documented, that sleep patterns become more disturbed as people age, that's absolutely 
correct. If many of us can remember growing up with our elderly grandparents, who often would 
sit in the chair and sleep, and then wake up and sit in the chair and sleep and then wake up and 
then at night have trouble sleeping. So that is an aging phenomenon and again, sorting how 
much is aging, how much is CLL can be really complicated. 

Esther Schorr: Okay, that's fair. So, if you're okay, Michele, I think I'm going to move on to this 
section about intimacy. And so, I know that Michele and I spoke Dr. O'Brien earlier, about there 
being a bit of a learning curve when she was diagnosed, found it hard to find information about 
the impact of CLL, potentially, on intimacy. And before we kind of get into that whole thing, 
Michele, you had shared that that was a hunting expedition for you. 
 
Aging with Cancer and Its Effect on Mental Health 

Michele Nadeem-Baker: It sure it was because, of course part of it is emotional. And it's mental 
health as well, on part of this, and what people are going through in this watch-and-wait period, 
and why can't I get this treated now? But I see a lot of fear in patients on support groups, and 
that we have here in the beginning days. And that's something they're not normally suggested 
or given therapy for. And it was hard to find someone who had expertise in that, while you're not 
being treated. But the other thing is, then there's once I went on treatment, I know we spoke 
about this. And my treatment was a trial - FCR and ibrutinib. And I wasn't told ever until it 
popped up in a support group about, should you be intimate with your partner while you're 
receiving FCR? And said no, but I was never told that. 
 
So, some of these things I think are hard on both sides to discuss right? The doctor and the 
patient, the patient and the doctor. So, this is just such a quagmire and difficulty I think, and we 
need to somehow move beyond that for patients. 
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Esther Schorr: Yeah, I mean, I think the question, Dr. O'Brien, in all of this is, are there 
potential side effects either of CLL, or some of the treatments that people get once they're 
treated for CLL that could specifically impact intimacy versus just part of natural aging? I mean, 
things like for men, erectile dysfunction, loss of sex drive, changes to your body for women, 
gynecological changes, again, loss of sex drive. I mean, yes. I know from aging, that some of 
those things come up anyway and I'm a care partner and not a patient. But are there some 
things that maybe CLL patients themselves should be exploring whether it's with their doctor or 
with somebody else? Should those things come up in the course of treatment? 

Dr. O'Brien: Well, I think Michele's right when she says they don't come up, because I rarely 
get asked any questions about that. Almost never. So that's a really interesting point. And I think 
speaks to what Michele is saying, that it's probably because it's a difficult and intimate topic to 
bring up with the physician. But I think it's more what you said, Esther, obviously, if you're really 
tired. So, if the drug is causing a side effect, where you're really tired, or the disease is causing 
you to be really tired, as Michele said, we all know this, there's a lot of mental that goes into that 
kind of thing, not just physical, it can be both, right? As you said, erectile dysfunction for a man 
is physical, but there can be also mental aspects of it that may make you less interested. 
 
And as we've said about everything we've discussed so far, it's also a factor of aging, not just in 
people who have CLL. But no, I'm not sure I can speak to this as an expert, quite frankly, 
because it has come up in my practice so infrequently. But the only thing I can say, given that it 
hasn't come up much is, no, I've never heard like people on a certain drug say, well, this drug is 
for example, giving me erectile dysfunction or something like that. So, I'm not aware that any of 
the common drugs that we use nowadays, that are not always chemotherapy, in fact, many 
times not chemotherapy have any direct impact on that. But, certainly psychological impact, I 
think, could clearly be there for any of them. 

Esther Schorr: No, and that's fair. So, I guess then really, to kind of put a wrapper around this, 
with these subjects, when they come up, would it make sense for patients to then address that 
with their oncologist, their CLL specialist? Or should they be looking for other kinds of guidance 
elsewhere? Whether it's through counseling or a referral to somebody that deals with those 
issues specifically? Or is it kind of a combination of the two? 
 
Who Should You Reach Out to with Questions About Aging with CLL?  

Dr. O'Brien: It would start with the physician and see my experience doesn't have to be 
everybody's, it's too bad, Matt's not here so we could have heard if this is something that comes 
up. It may be regional also, right? I've learned that over the years I've lived in the Northeast, 
Texas and now the West Coast, and there are really significant regional differences in patients 
and their thinking. So, it'd be interesting to see what Matt said, obviously, I'm only an n-of-1, I'm 
the only physician here. I think it'd be reasonable to start with them because, most patients with 
CLL, typically if they're on treatment, are seeing their physician pretty frequently, right? So, they 
generally will develop a strong relationship, as opposed to maybe your internist that you see 
once a year for a checkup or something. 
 
So to me, it makes sense to bring it up with your oncologist particularly if you're seeing them on 
a relatively frequent basis, because you're starting on a treatment or something. And then if they 

https://patientpower.info/treatment-options-along-the-cll-journey/
https://patientpower.info/the-best-cll-treatment-might-be-the-next-one/


feel that it's something that would, as you said, maybe it needs counseling, or something like 
that, I think they could recommend that. 

Esther Schorr: Okay, so just kind of close this up. I mean, this could be awkward for a patient. 
Do you have any tips on broaching the subject with the medical team? Or how should 
somebody bring that up? 

Dr. O'Brien: I think that it's awkward for the patient because they're the individual bringing it up. 
What I would say to them to make them feel better is, I don't think it's going to be awkward for 
most physicians. So, if you're feeling that you're going to make the physician uncomfortable, I 
don't think that that's true. I think for most of us we've... I might not get that question a lot, but 
I've gotten pretty much every question you could imagine across the span of all the years I've 
been in practice. And so, I would go into it thinking well maybe I feel, I the patient feel awkward 
about it. But don't worry about the doctor, I don't think that that, they would see it like that at all. 

Esther Schorr: Super. 

Michele Nadeem-Baker: Esther as I was telling you that I just found... I go to Dana-Farber 
Cancer Institute in Boston, I just found, there's a department there I never knew existed, 
perhaps it's new, but it's dealing with things like this, for cancer patients within the Institute. And 
I found that quite interesting. And I don't know if that's something that's growing, a field that's 
growing for patients. Or maybe there's people have been being more vocal in some parts, like 
you said, Dr. O'Brien, things are different in different parts of the country, which is really 
interesting to think about. So- 

Dr. O'Brien: What is the department? Or can you describe it that you're referring to? 

Michele Nadeem-Baker: Yes. It's to help cancer patients with intimacy issues. And there's... I 
don't know how big a department it is. And it's for all types of cancers. So, there's also, it's for 
body changes, for that type of thing, but also for other types of intimacy issues. I don't know if 
it's considered just a mental health department, or also other functions that are brought into it. 
But I know it's not just for instance, for breast cancer patients or for prostate cancer, or ovarian, 
it's all cancers. So, I will actually get that to you and send you that information afterwards. And 
I'll share that also on Patient Power so that people can see it. 

Esther Schorr: So, Michele, did you... We were talking about differences in treatment as we get 
older, is that something we want to discuss with Dr. O'Brien? 

Michele Nadeem-Baker: I think that that's great. And also, my question, a great bridge here 
might be, do any treatments age our bodies? As after going through it or for some of them that 
you remain on indefinitely. Do those actually age our bodies? Or and those tests that you take, 
how old am I really versus your number age? Do those age our bodies at all Dr. O'Brien? 
 
How Do Our Treatment Options Change as we Age, and Can Certain Drugs Age 
Our Bodies?  

Dr. O'Brien: I think if you were going to see that it would be a little bit more likely with 
chemotherapy because for the obvious reason that chemotherapy does affect other things 
outside leukemia. But as we move more towards small molecule therapy, so what I mean by 



that is ibrutinib or venetoclax or now, with or without antibodies, such as rituximab (Rituxan), or 
obinutuzumab (Gazyva) and now we're seeing a lot of clinical trials with combinations of small 
molecules. Because these agents are, and they can have side effects, but they're I would say 
more targeted than chemotherapy in general, I think these are much less likely to age your 
body. One thing that you... But there are exceptions to that. 
 
So, for example, we know with ibrutinib, about 10 to 12% of people can develop atrial fibrillation, 
right? Which is an irregular heart rate. Now, the good news is 10 to 12% get it that means 
almost 90% don't. So, the vast majority of people are not going to be affected by that. And that's 
a complication that I guess you could consider it aging, because we generally see outside CLL, 
atrial fibrillation in an older population, often with a comorbidity such as high blood pressure or 
underlying heart disease. And interestingly even with ibrutinib, older men who have heart 
disease and hypertension are the ones most likely to develop it. 
 
But I guess in a way, if you think of it that way, are they developing it sooner because they're on 
ibrutinib? That might be kind of a cohort that I would say is an exception or minority, maybe not 
an exception. I think for most of the targeted agents, there's outside of the cardiovascular side 
effects with ibrutinib, there's not a lot of effect on other organs by any of the small molecules. 
And so, in that sense, I will really not regard them as aging the patient. 

Esther Schorr: So I want to ask just sort of a flip side of the question if I can, Michele, which is, 
is age of a patient, CLL patient a parameter when you consider what treatment to put somebody 
on with CLL? Like does it vary like, if somebody is diagnosed in their 40s, would you make a 
different decision than somebody who's in their 70s or 80s? 

Dr. O'Brien: 100% and one of the examples and you see Michele and how young she looks, 
and she got on the clinical trial that I know is from Dana-Farber, which is the FCR and ibrutinib, 
which is producing very exciting data. But if Michele was 80, I'm pretty sure Dr. Davids would 
not have offered her this trial. And that's because younger patients have a much harder time 
tolerating FCR. They can tolerate chemo, I'm not saying an older patient can't, but FCR is the 
most myelosuppressive, actually the most effective, but the most myelosuppressive 
chemotherapy that we have. But it can produce remissions that are years and years and years. 
And there are some people, I'm one of them, who think that there is a cure fraction with that 
chemotherapy, but it's generally limited to young fit people so that they can receive it, and those 
that have a mutated immunoglobulin gene. 
 
So, I might offer chemo, specifically FCR to such a patient like Michele. And if I have an eighty-
year-old patient, I certainly would not be suggesting something like FCR to them. So yes, in that 
sense, age does impact. Now that being said, I would say that all of this small molecules, any of 
them, the PI3K inhibitors, the BTK inhibitors, ibrutinib, acalabrutinib, or Calquence, some of you 
may know it as the product name, Venetoclax, etc, all of those can be given to older patients. 
One might choose one over the other for various reasons, but they all can be given. Whereas I 
would never give FCR to an eighty-year-old, for example. 

Esther Schorr: All right. Right. And where do diet and fitness come into play in all of this? How 
important is it for patients to stay active with CLL? 

How Important Is It for Patients with CLL to Stay Active as They Age? 
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Dr. O'Brien: I think extremely important. And it's also interesting that exercise is a great 
treatment, if you will, for fatigue. I cannot tell you how many people who do have fatigue, don't 
do anything in terms of really getting any exercise. And when they get on an exercise program, 
and if they have the wherewithal, obviously the financial wherewithal, I encourage them to get a 
trainer. Partly because if you have to meet with your trainer, then you're not going to not show 
up, so it's really an incentive, right? To do it you might not have on your own. But I cannot tell 
you how many people get on an exercise program and come back and say I feel so much 
better. 
 
It was particularly true with when we only had chemotherapy because there's no question. 
Okay, we've already said we're not going to give it to an eighty-year-old, but let's say you're a 
seventy-year-old getting chemo, is no question through my years of experience that if the 
seventy-year-old was in better shape overall, they're much less likely to have complications from 
therapy. So, I strongly encourage my patients to stay in shape with exercise. I think it's just so 
important, so important for preventing a lot of the things that we're talking about as we get older, 
there's a lot of a lot of data that it's actually very important in helping brain function in older 
patients. So less likely to get dementia etc. And of course, right now, I live in California, it's very 
easy for people to get out and get exercise all year long. 
 
So, I think it's very important. There's no... Everybody wants to maintain a healthy diet, but a lot 
of people will ask me, "Well I've heard that sugar is something to stay away from." I would say 
anything in moderation is fine. Yeah, I wouldn't suggest you eat ice cream every day of the 
week. I might like to, I would like to, but I don't do it. But anything in moderation is really totally 
acceptable. I think there's no hard data that eating sweets increases your progression of CLL or 
worsens your outcome from CLL. That's a very common thing that I hear. I don't know if it's 
more so in California. I didn't used to hear it as much in Texas, but maybe Michele, you hear it 
on the East Coast, I don't know. 

Michele Nadeem-Baker: I do. Everyone's always asking, I even did it. Is it true that I shouldn't 
be having sugar? So somehow, it's out there. 

Dr. O'Brien: Yes. 

Esther Schorr: I will tell you what will make my husband who is a die-hard chocoholic, very 
happy to know that an occasional piece of dark chocolate, or a chocolate cookie is not going to 
progress his CLL in any big way. Everything in moderation, as you say. So, I think I'm going to 
switch if you're okay, Michele. Let's talk a little bit about kind of the overlooked parties in all of 
this. Not always overlooked, but friends and loved ones, care partners. 

Michele Nadeem-Baker: I just have one thing though, quickly. 

Esther Schorr: Oh, please go ahead. 

Michele Nadeem-Baker: Our able-bodied producer found at Dana-Farber, the name of the 
program that I was promising that we’d share. And it's very generic, Sexual Health Program for 
Cancer Patients and Survivors. And the person who heads it up is Dr. Sharon Bober. So that's 
something, when I'd looked it up, I just tried querying sexual health and intimacy, and there it 
was, and that's the name of the program. That's probably why I couldn't remember it, because 
it's so generic, I'm like, that can't be right. But it is. So, I have a feeling, my prediction is that it's 
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going to grow in the industry of health care for oncology patients. And I'm hoping so, because it 
is so important. And we are all obviously so afraid to ask. 

Esther Schorr: Well, and I would think that, that help might be applicable as a segue into care 
partners as well. So that kind of assistance, if there is a couple. It takes two people to be 
intimate, usually, I mean, on a lot of things. And so that kind of a service and counseling might 
be something I would think would be excellent for a couple to do together, if those are issues 
that they're addressing. So, Dr. O'Brien, I want to talk a little bit with you about care partners, 
and how they might be able to manage their anxiety and fears about living with somebody with 
CLL. I mean, you've mentioned that those kinds of feelings in a patient may alter how they react 
in intimate situations or how they feel about themselves. 
 
But I'm just wondering if you have any thoughts or insights about their loved ones, and how they 
might manage how they're feeling about the situation? 
 
What Advice Do You Have for Care Partners as Their Loved Ones Go Through 
This? 

Dr. O'Brien: Yes. I again, that's not something that's come up a lot, I think for all the reasons we 
talked about earlier, when we were talking about the patients. I can't say that I've had a huge 
amount of experience dealing with those questions. On the occasion that I have had them, I 
think it's more of a fear in the sense that, what I pick up from the caregiver or the care partner is, 
"I'm worried about doing something that's going to hurt my loved one, is this somehow going to 
have a negative impact on them? Because they have this underlying leukemia that they're 
walking around with." 
 
So, from that perspective, I have gotten sort of queries like this, "Is this something we should 
stay away from?" I would say they're not really specific questions, they're probably more 
anxiety, just free-floating anxiety about, it's also associated with the diagnosis, right? And I have 
occasionally had that as a question and I've explained that, no, there's absolutely no reason that 
why you can't continue to do what you... If you had a good sex life or everything was good 
before then there's no reason that can't continue. That's kind of the spin I put on it, there's no 
reason to think that that has to go away. 

Esther Schorr: Yeah, no, that that makes sense. And I'm kind of guessing that communication 
between a couple is going to be very important too. Michele, do you have something you 
wanted to mention there? 

Michele Nadeem-Baker: I do and I just know for myself as the patient and then it took quite... 
Well, in one respect thank goodness for watch-and-wait to get used to this idea with my partner, 
my husband. But then to eventually communicate about it, I have to say that we needed to each 
get therapists and then a couple’s therapist to talk about it. Because, while my CLL was gaining 
power, I could ignore it only so long. And then when it was time for treatment, I'd say that's 
probably when, from the diagnosis, that was not a great time and then starting treatment was 
not a great time. And we really, each needed to speak to our own therapist, I'm happy to share 
this information. And it was a tremendous help for each of us. And why? Because we both had 
different reasons, right? And then together as a couple. 
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And a lot of it is, as you said, Dr. O'Brien, a lot of it is, is based on emotion and many things that 
then affect you physically, when it comes to intimacy. So that was a tremendous help. And I 
suggest it to anyone who's undergoing any of this, what we were just talking about in the last 
segment about what the body goes through, and how it's difficult sometimes to talk about it, 
even with your partner. 

Esther Schorr: So, we actually are starting to get some questions from our audience. So, and 
that's good, because we've opened up this discussion. So, Dr. O'Brien, one of our audience 
says, "I'm only 50. And I'm not on any prescriptions, but acalabrutinib. So, I'm wondering what to 
expect if I have to get high blood pressure medicines, cholesterol medication, arthritis treatment, 
etc., as I age." So, I think, what to expect. 
 
Will Additional Medications Affect the CLL Treatment that I am Currently Taking?  

Dr. O'Brien: Basically, I think the good news is, there's very little impact. There are certain 
drugs, right? That we call drug-drug interactions, that depending on the drug we want people to 
stay away from, or if they have to go on them. Some of them for example, are antibiotics, or 
fungal infections, which can impact the blood levels of either ibrutinib or acalabrutinib. So, if we 
know that our patient needs one of those antibiotics, we can often lower the dose, for example, 
to try and compensate for the higher blood levels that you might get with the use of the other 
drug. So I think it's a really good idea, anytime you're going to be started on a new drug for 
whatever reason and you're already on any CLL treatment to run that by your oncologist. 
 
That being said, in the vast majority of drugs, so for example, I can't think of a single 
hypertension or high blood pressure drug that you can't take in this setting. So, what I'm getting 
at is in most cases, if you need something for your arthritis, or you need something for your 
blood pressure, particularly for blood pressure, arthritis, etc., there's such a variety of 
medications. It will be almost impossible not to come up with something that you can take. But 
I'm not aware of any blood pressure medicine off the top of my head that's impacted by any of 
the treatments that we have for CLL. So, I think the answer is yes, you may need those things 
as you get older, and I don't think being on the acalabrutinib will impact your ability to take them 
or use them. 

Michele Nadeem-Baker: Dr. O'Brien, I have a brave audience member who was asking if 
you're on treatment, any kind of treatment if you need to have protected sex. Not for the issue of 
conceiving, but for the issue of protecting your partner. 
 
Can Living with CLL Affect Sexual Intimacy and Family Planning? 

Dr. O'Brien: No. 

Michele Nadeem-Baker: Okay. And then the follow-on question is, is it safe to conceive? 

Dr. O'Brien: So, the issue is, and I have to admit, this doesn't come up a lot in CLL, because 
the average age is 70. But that's an obvious important question if you're young. And the simple 
answer is, I would say, no. And the reason I would say no is because we have no data. So, it's 
more an absence of information. But in general, for pregnancy in general, or maybe we should 
look at it both ways, depending on if it's the man or the woman. So, if the woman, if the person 
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asking is a woman on a drug, whatever that therapy would be for CLL my simple answer would 
be, if you really want to get pregnant, what we should do is try and stop the drug. 
 
Now is that going to be feasible? Well, we think of, for example, ibrutinib or acalabrutinib as 
indefinite therapy, right? But usually within months of starting the treatment, people have very 
nice responses. So, let's say for example, I have a patient who's young, would like to get 
pregnant, but we had to start on, ibrutinib or acalabrutinib. What I might say is let's stay on it for 
a year because your disease will come under control, then let's stop it so that you can try and 
have a baby. If you've been on it for a year or two and are doing well, yeah, if you stop it at 
some point the disease is going to come back, but it's probably going to be a few years. 
 
So, you could have that window. Whereas I would not want to encourage my patient to get 
pregnant while they're on a therapy. Now, if you look at it the other way around, it's the same 
issue. Does it do anything to the man's sperm? Right? That would impact potential fetus that 
would come out of that. Again, there's essentially no data. But whenever we have no data, we 
want to err on the side of caution, right? By saying no, probably that's not a good idea. So just 
as a broad statement, I would say for either partner there is potential for risk to the fetus. How 
big that risk is? Is it even there? Is it significant? Don't have any answers to that. 
 
But I think in general, we always, of course, want to stay away from any medications like that, 
any cancer medications, in any cancer, not just CLL if a person wants to have a child. 

Esther Schorr: Would it be safe to say that there isn't data about this, because generally CLL 
patients err on the side of being older when they're diagnosed? I mean, obviously, Michele, my 
husband, people who were diagnosed younger. But it sounds like maybe that's an interesting 
study that could be done if there are more younger people being diagnosed earlier when they're 
of childbearing age. 

Dr. O'Brien: Well, what can happen, and this happens more in other leukemias that happen to 
younger patients is, that someone finds out that they're on the drug, right? I mean, finds out that 
they're pregnant. So, we weren't planning it, maybe it was an accident, but it turns out that they 
did conceive while they're on the drug, because that's really the only way you have data. 
Because nobody's going to do a study where they give the drugs to people. But for other 
diseases like CML, we do have data on what happens to people who are on the CML oral 
drugs, who accidentally get pregnant. There is a slightly higher degree, for example, in that 
setting of miscarriages, than would be expected in the general population. Which generally 
implies that the fetus was probably abnormal, because that's the main reason people do have 
miscarriages. But there have been people who've gone on to have completely normal babies. 
 
So, while we certainly don't encourage people to get pregnant on the drugs, what we tell them is 
you don't necessarily for example, have to assume your child is not going to be normal and go 
say have a scheduled abortion or something like that, everything may be fine. So, the way you 
really get that data is only retrospectively in the setting where someone accidentally becomes 
pregnant. And it's exactly what you're saying, Esther for CLL, that's so highly unlikely given the 
median age of the population. 
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But it would have to be something where maybe say a whole bunch of different centers pool 
their data. Because I would say no one center would ever have enough data like that to make 
any conclusions. But if a whole bunch of centers got together and pooled the data, there might 
be some out there. 

Esther Schorr: There you go, maybe I should be a researcher, we’ll come up with a new study. 
But that makes total sense. So, there is a question that doesn't have to do with conceiving. And 
that is, this is another question from one of our audience members, "Can CLL slow down our 
digestive system? I'm not losing weight, I'm gaining weight." So, all things being equal. 
 
Can CLL Affect Your How Your Digestive System Functions?  

Dr. O'Brien: I think that's called the pandemic, but. 

Esther Schorr: The COVID 15, you think? 

Dr. O'Brien: Maybe so, but no, I'm not aware that it could do that. 

Esther Schorr: Oh okay. That was it. That was one of the questions. Michele, have you got 
another question? 

Michele Nadeem-Baker: I do. Here's one from someone who says, they are 67, had CLL for 
five years. This person uses a lot of lotion and body creams, mostly, the hands and arms bruise 
easily, extremely easily. And skin is very thin, tears and cracks easily. Is this a common side 
effect? I don't know if this person, that implies this person is taking something I'm not sure or if 
they're just asking if this is about CLL. And is there anything they can do about this? So, it looks 
like dryness, thin skin and bruising. 
 
Is Bruising a Common Side Effect of CLL Treatment? 

Dr. O'Brien: Certainly we know bruising is a very well-known side effect of the BTK inhibitors, 
ibrutinib or acalabrutinib. Cracked or brittle nails is another very common side effect with those 
drugs. And I have heard people complain of dry skin that they think their skin is drier. So, I do 
think that that's a side effect. But you would treat it the way you any of us would treat dry skin 
using the lotions exactly as that person is doing. But that could be a side effect of the BTK 
inhibitors, yes. Particularly, the nail changes, that's a very, very common thing that we notice on 
those drugs. 

Michele Nadeem-Baker: Do you know, for the first time in two years, my nails are normal? I 
stopped ibrutinib almost two years ago, and this is the first time I've experienced healthy nails. 
So, it really... That's interesting. So, if this person is not on treatment, though, and these are 
symptoms, could these be symptoms of CLL? Any of these? The bruising, the skin. 

Dr. O'Brien: I think that's more likely to be aging, quite frankly. We know that as we age, our 
skin gets much thinner. Older people, even if they don't have CLL, if you take a look at their 
hands, there's rarely somebody in their 70s or 80s, who doesn't have a bruise that anybody can 
see. I think that's a really common event. I sometimes think we overestimate the amount of 
bruising with the BTK inhibitors because of the actual age of the patient. Because I'll just laugh, 
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I'll be in clinic on any given day, and let's say half my patients are on therapy and half aren't. 
And every single one of them has a bruise. Every single one of them. 
 
So, there's no question that ibrutinib or acalabrutinib can increase that. But certainly, as we get 
older, our skin gets drier, it gets thinner, and it bruises more easily. So again, this is another 
question where it's very hard to sort out CLL versus underlying aging. 

Esther Schorr: Okay, so I have a more clinical question from a very astute audience member. 
Should there be any concern when at an advanced age of being put on a clinical trial for either 
LOXO-305 or CAR-T? 
 
Should CLL Patients of Advanced Age Avoid Trials with LOXO-305 or CAR-T 
Therapy?  

Dr. O'Brien: So, I'll take them separately, because they're quite different agents. Perhaps, 
maybe not everybody in the audience knows what LOXO-305 is, so I'll just address that. It's a 
new kind of BTK inhibitor, that where the BTK inhibitor, in other words, ibrutinib or acalabrutinib 
are BTK inhibitors, this agent binds it a completely different binding site. So why is that 
important? Because in people who develop resistance to ibrutinib, they've been on it for 
whatever amount of time and now the disease starts to come back. In many cases, that's 
because of a mutation that doesn't allow the ibrutinib or the acalabrutinib to bind in the CLL cell. 
So, the advantage of LOXO is by binding in a different site, it can still be very effective in the 
setting of people whose disease is resistant to acalabrutinib or ibrutinib. So, it gives you a whole 
kind of new class of agents that you can use in that setting. 
 
We've seen clinical trial data that was presented at American Society of Hematology, and it 
really looked incredible. And what I mean by that is the activity was very high, so the response 
rates were high. And there was hardly any side effects and some of the known side effects with 
the BTK inhibitors we've already briefly touched on atrial fibrillation, high blood pressure, etc. 
Were very, very, very uncommon, just background incidence. So, this drug is very exciting. And 
given the lack of side effects, I don't I mean, I don't see any reason why age would impact. 
 
The CAR-T is probably more people may be familiar with are where, your own T-cells are taken 
out, a protein is introduced into them, and then they are given back to the patient and they can 
have some significant side effects. Namely cytokine release which can be fever, chills, low 
blood pressure, very exuberant reactions, when the T-cells expand in the body, as well as 
neurotoxicity. There is some data to suggest that there may be slightly higher those main side 
effects, the cytokine release, and the neurotoxicity, may be somewhat higher in older patients. 
But in all of those CAR-T trials up until now, except the ones that were directed towards 
pediatrics, there have been patients as old as 80. 
 
I'm not sure if there was anyone over 80 but there definitely been many patients in their 70s who 
were able to respond to the CAR-T. So, there might be a very upper age limit. I'm not sure off 
the top of my head that any of the trials had patients in their 80s, but there's no specific upper 
age limit for the use of that product. But it is just in general, even in younger patients, it has a lot 
more side effects than when we're talking about an agent like LOXO that's kind of on the other 
extreme that has almost no side effects. 
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Esther Schorr: Wow. Well, that's helpful. 

Michele Nadeem-Baker: That’s pretty exciting on LOXO. 

Esther Schorr: Yeah. Michele? 

Michele Nadeem-Baker: We have a few questions around treatment, I'm going to try to 
combine two different ones here. So, someone's asking about if they have blood pressure, how 
to deal with blood pressure? I'm not sure if they're talking about, I'm assuming high blood 
pressure. Maybe I'm wrong on that, with CLL. And the same time someone else is saying, what 
happens if you're already taking medication for other health conditions such as that, what are 
the pros and cons of doing a clinical trial? So, I guess, trying to combine them, do other health 
conditions, how do they come into play for treatment or for clinical trial? 

Dr. O'Brien: Right, so they shouldn't impact the ability to participate in a clinical trial. There are, 
everybody knows... Most people will know that there are eligibility for trial, but they generally are 
involving organ functions. So if you have say, there may be certain drugs, and it varies from trial 
to trial, depending on what the agent in the trial is, and what the side effects of that agent might 
be. But for example, some of the things that might restrict eligibility for trials are very poor 
kidney function, or very poor liver function. But the more common comorbidities that people 
have, as they age, obviously very relevant in the CLL setting. 
 
So high lipids like high cholesterol or triglycerides, high blood pressure, maybe some coronary 
artery disease, in general, there's no restrictions on those type of comorbidities for most clinical 
trials. So, there's no reason that somebody who has many of the common comorbidities that we 
think of with aging, should not participate in a clinical trial. I think it would be great if they 
participate. There's actually a lot of emphasis recently, particularly with the FDA, on expanding 
eligibility for clinical trials to include people that say do have some organ dysfunction. And the 
whole idea is that if you have a very pristine, if you will, population in a clinical trial, what you 
don't get at the end of that trial is, well, what happens when you go into the real world? And 
people are going to get it if they have this or that or something else, because it's an effective 
treatment for their leukemia. 
 
So there's a lot of interest and focus nowadays on expanding eligibility for clinical trials for 
exactly that reason. So that's getting a lot of focus. And I think that if anything, clinical trial 
eligibility is getting more broad, especially. And then to be fair, 20 years ago, all we had was 
chemo, right? And so, we know that that in many patients with certain comorbidities, chemo is 
less well tolerated. Again, when you're going towards the small molecules, those things become 
less relevant. So, I think, if anything, we're seeing broader eligibility for clinical trials, which I 
think is a very good thing. 

Esther Schorr: So as just kind of a last question from our audience. As we age, should we be 
seeing our oncologist more or less? 
 
As I Age, Should I Be Seeing my Oncologist More or Less? 

Dr. O'Brien: I don't think it has anything to do with age, I think it has to do with the pace of your 
disease. So, if you're watch-and-wait, and you have good factors. There are even some 
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patients, older patients that I only see once a year, that's how indolent their disease is. Probably 
that's uncommon, I see most patients more frequently than that. But my seeing of them is really 
based on my expectation of what their diseases going to do, and not really related to their age 
at all. 

Esther Schorr: Okay. Right. So, are there any other resources that patients should be taking 
advantage of or asking about that we haven't touched on related to the kinds of things we've 
discussed today? I know we discussed anecdotally about therapy, couples therapy, working 
with a therapist, social worker. Are there any other resources that you're aware of that we 
should share with our audience that might be helpful to address some of these questions? 

Dr. O'Brien: One place to look I think other than Patient Power, which is doing a lot in that 
setting, is Leukemia & Lymphoma Society. They have an amazing array of things directed 
towards patients. I haven't been on the website in a while so I can't tell you what's on there right 
now, but that's another good resource for patients with leukemia. They have a lot of things 
directed towards patient information, helping patients find clinical trials, a whole variety of things 
that they offer. 

Esther Schorr: Okay, great. Thank you. So, Michele, I'm going to let you take the next section 
here. 

Michele Nadeem-Baker: Yeah, one last question from me, Dr. O'Brien. Are there questions 
that our audience should be asking their doctors? Like, what would the top three questions be 
that you find are particularly difficult or often not brought up? I know we've covered some of this, 
but is there kind of a summary for those watching? What should they be asking their doctors 
today? The top three questions. 
 
What Types of Questions Should I Be Asking my Healthcare Team? 

Dr. O'Brien: What's going to impact people the most are things that change their quality of life, 
right? Or change their daily routine. So, I think it can be a very broad-based question on to the 
physician about, okay, I have this CLL, let's say the patient doesn't need any treatment right 
now, since the vast majority of patients at diagnosis are watch-and-wait. And we're going to do 
watch-and-wait, can I go about my daily life? Do I need to make changes in my life based on 
this diagnosis? I think you can cover a lot of ground with that question to the physician. What 
needs to change? Or does anything need to change? 
 
Because I think the big picture is exactly that. Not just, do I have to change my diet? Or do I 
have to change my exercise pattern? Or do I have to get sleep more? Or do I have to take 
multivitamins? There could be many questions like that, all of them quite reasonable. But 
perhaps a better way to frame the question to your physician is, can you tell me is anything 
going to change right now? And say, does my diet have to change? Exercise pattern, sexual 
activity, just broadly query like that and I think that will give you an opportunity to get feedback 
from the doctor who may say, there's nothing that has to change right now. 
 
And yes, we always... Even when we tell people, go back your normal life, I totally realize that's 
much easier said than done. I'm very cognizant of that. But at least the person will know, even if 
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they get told that and they're still kind of anxious about this diagnosis, that their daily day to day 
life is not going to change dramatically, which I think can be very comforting. 

Michele Nadeem-Baker: Absolutely. Personally, I was like, do I need to quit working? Do I 
need to take it more easy? So that was a great wrap up for us, Dr. O'Brien. Thank you so much 
from Patient Power, and from myself personally, on behalf of CLL patients for joining us today. 
It's been wonderful having you with Esther and me. And thanks to our sponsors, AbbVie and 
Genentech, thank you for sponsoring our program. I would love to hear from Dr. O'Brien on how 
we usually in some of these programs, on her words of hope for patients out there wondering 
about- 

Dr. O'Brien: Absolutely. In fact, one of the things I've been able to tell people who do go on 
watch-and-wait. And I think this has been really helpful, particularly for people who feel very 
anxious, understandably, about that approach, right? I mean, you get kind of two kinds people 
are so excited and happy to hear, they don't have to do anything, and then go and watch-and-
wait and other people who really have a lot of anxiety about that. And what I remind people is 
that, in the last about seven years, we have had about six new agents approved for CLL. And in 
the 30 years before that we didn't have six agents. 
 
So one of the things I tell people, which I totally believe in, I think is really encouraging the 
speed of clinical research in CLL has gone up amazingly, and it continues to go at a very rapid 
pace, very rapid pace. So, what I tell people is, look, if you don't need treatment for four or five 
years, I'm going to sit here right now and tell you it's not going to be any of the treatments I 
probably have today, it's going to be something better. And so, I think that that's really an 
encouraging statement and an absolutely true statement. 

Esther Schorr: Absolutely. Absolutely. Thank you so much, Dr. O'Brien, and Michele, it's been 
a pleasure, a pleasure co-hosting with you. And as we always like to say, knowledge can be the 
very best medicine of all. So, thank you for being on our team and thank you all for watching 
today. Be well.  
 
Michele Nadeem-Baker: It’s been a pleasure. 
 
Esther Schorr: Bye bye. 
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