
 

 

 

 

 

Transcript | Increase in Treatment Options Leads to 
Greater Quality of Life 

Kenny Capps: 
Good evening, Wisconsin, Illinois, and Michigan. Welcome to Dinner with the Docs for multiple 
myeloma patients and their families. I'm excited to be here. My name is Kenny Capps. I am a 
multiple myeloma patient myself and the founder of Throwing Bones for a Cure and I will be 
hosting tonight's program. My experience is I am, again, a multiple myeloma patient, an 
advocate, and the executive director of Throwing Bones. Our mission is to encourage all blood 
cancer patients to stay healthy and active through treatment, through inter-collaboration 
amongst healthcare providers, and the patients themselves. I'm joined tonight by two multiple 
myeloma experts, Dr. Tulio Rodriguez and Dr. Denise Levitan. Dr. Rodriguez, could you 
introduce yourself? 

Dr. Rodriguez: 
Absolutely and thank you. Thank you for the opportunity. My name is Tulio Rodriguez, and I am 
the medical director of the Bone Marrow Transplant and Cellular Therapy Program at Advocate 
Aurora Health. I'm directing the program in the State of Illinois. As some of you know, Advocate 
Aurora is a health system that comprises Illinois and Wisconsin and I've been treating myeloma 
patients since the '90s. And actually, I was personally touched by this disease, and Kenny, 
thank you for sharing that. One of my family members, close family members, was affected by 
the disease when I was in training. So, since then my attention has concentrated and focused 
on understanding this disease and its management. 

Kenny Capps: 
Dr. Levitan. 

Dr. Levitan: 
Yes, thank you for inviting me as well. I welcome the opportunity to be here. I practice at Illinois 
Masonic Medical Center, which is a community hospital in the City of Chicago. I'm a medical 
oncologist and I primarily focus in treating hematologic malignancies such as multiple myeloma. 

Kenny Capps: 
Thank you. So, I think we should jump right into it and go to our first poll. And so, our first poll is 
asking how long have you or your loved one been living with multiple myeloma?  
 
Less than one year, one to five years, five to 10 years, more than 10 years. And I am diagnosed 
with either MGUS or smoldering myeloma. So, none have had it for less than one year, 33% 
have had it for one to five years, 33% have had it five to 10 years. Nobody's had it for more than 
10, and one-third have been diagnosed with either MGUS or smoldering myeloma. 
 
So, before we jump into our next topic, Doctors Levitan and Rodriguez, do you have any 
thoughts on that ratio in terms of how it presents itself amongst the multiple myeloma population 
in general in the United States? 

Dr. Rodriguez: 
I can tell you that we have a widespread representation of the different ways that this disease 
presents, and I think that we're heading into a very fruitful conversation. 
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Kenny Capps: 
Yeah. Well, and I think there's an opportunity for discussion on where the majority of these lie 
right now, and I'm sure there's a lot deeper reasonings why there's that spread, some of which 
might do with accessibility, diagnosis, time of diagnosis, how early the diagnosis was, right? Are 
those things all factors? 

Dr. Rodriguez: 
Absolutely. We have a higher incidence in the diagnosis of multiple myeloma. That also respond 
to the fact that we have changed slightly the way that we diagnose myeloma now, so we are 
now identifying these patients at an earlier stage. It was not done in the past, and the intention 
is identify those patients who can benefit from treatment before they develop significant 
complications. 

Kenny Capps: 
Yeah. Dr. Levitan? 

Dr. Levitan: 
Yes, I very much agree with that. I think in general we're doing a better job of identifying patients 
earlier. I think that getting back to your earlier comment about collaborating with other providers, 
I think that not only do we collaborate with further specialists at transplant centers and at referral 
centers. We collaborate a lot with the primary care physicians, and I think that they're doing a 
better job of identifying these processes earlier and working with a medical oncologist and that 
really has improved outcomes. So, I really want to extend appreciation for some of the providers 
that aren't here. 

Kenny Capps: 
Right. So, backing that up just a little bit, let's look into, “What is multiple myeloma?” Dr. Levitan, 
we'll start with you this time. Could you maybe give us an overview of what multiple myeloma 
is? 

Dr. Levitan: 
Sure, so multiple myeloma obviously is a type of blood-based cancer, and it's one that many 
people have never heard of before they were diagnosed with it. Many patients feel very 
comfortable or at least familiar with other solid tumors such as breast cancer. Well, that is a 
cancer of the breast, but no one has heard about myeloma before. What's that a cancer of? So, 
really that's a cancer of a type of blood, white cell, called a plasma cell that we all normally have 
that normally lives in the bone marrow. The bone marrow being the site for blood production as 
adults. 
 
These cells which normally are present and help produce immunoglobulins or proteins that help 
us with our immune function have become abnormal. This is what is the cancerous cell that 
causes other symptoms and signs of the disease. 

Kenny Capps: 
Right. And so, Dr. Rodriguez, what are some of the precursor conditions that set up in order to 
make these diagnoses? 

Dr. Rodriguez: 
Well, initially, and as Dr. Levitan mentioned, it is a disease that involve our immune system. So, 
sometimes the patients are identified because they used to be healthy, and suddenly, within six 
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months, they go through two episodes of a significant infection requiring intervention. We're 
used to recur to what we call the CRAB criteria, right? So, we have this proliferation of plasma 
cells, we have this increment in the immunoglobulins like Dr. Levitan mentioned, and then we 
were relying on clinical manifestations. 
 
This CRAB criteria stand for elevation of calcium, renal insufficiency, anemia, or bone disease. 
So, the problem with that approach was that in a number of patients, we were waiting until they 
were developing symptoms or complications in order to diagnose the disease. So, now we're 
trying to be more savvy about it, and we look for a characteristic that can predict that evolution 
and we have some biologic markers like depending on the elevation of kappa, lambda, et 
cetera, we use better technology to detect bone disease, et cetera. So, it's important to 
understand that it is a clinical pathologic disease. 

Kenny Capps: 
So, going back to the CRAB manifestation, that's not necessarily an order of those noticed 
symptoms, right? Some people would have one, but not the other. They might actually have 
bone, which is actually sort of a tail end, but that actually might be their primary or only other 
symptom that they know of prior to diagnosis, right? 

Dr. Rodriguez: 
Absolutely, and those who work with myeloma more often, we realize that we dump all these 
variants of myeloma into one single pot, but we have some variabilities as I said. Some patients 
present with renal disease as you know, like 20% of the patients are going to present with some 
renal or kidney dysfunction. Fortunately, most of the patients, they present with anemia as a 
single clinical manifestation. 
 
But we have those with bone disease, for example, that follows the anemia. Fortunately, the 
renal insufficiency is a minority of patients, but yeah, certainly the approach is different with 
these patients depending on how they present. 

Kenny Capps: 
And you say fortunately anemia versus renal because the anemia would be easier to treat? 

Dr. Rodriguez: 
In prognosis. So, someone who present with renal insufficiency, unfortunately, has a different 
prognosis than someone who present with only anemia. That being said, there have been 
several advances now in medications that are suitable for patients with that situation. More 
often, we're taking this patient who used to be associated with a full prognosis, and because of 
the novel therapies, because of these approaches, their prognosis suddenly become equivalent 
to someone who presented with just a standard risk. 
 
So, it's something that I want patients to make sure that they understand that risk and prognosis 
depends on the treatment that we have at a certain point in medicine. There used to be 
leukemia that were horrible 20 years ago until the right drug was discovered, and now they're 
one of the easier leukemias to treat. So, the same thing happens here with some of these 
myeloma variants.  

Kenny Capps: 
So, that would lead me to another question. One of the things that you said that we are... We as 
a community, I guess, are getting better at doing is finding out these things before they become 
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symptomatic and relying on CRAB to be the indicator of somebody having multiple myeloma 
because, of course, at that point, you're dealing with other issues. Having to treat the symptoms 
of the cancer as opposed to preventing it from getting worse and causing other problems. 
 
So, what are the things that you would recommend that we, or at least as a healthcare 
community, healthcare providers, what should be happening in order to make that more likely to 
happen before we enter the CRAB phases? 

Dr. Rodriguez: 
Right. Well, it will depend on... We're talking about a patient who have never been diagnosed 
and has some non-specific symptoms, right? I learned that the patient who comes to you over 
60 years old, back pain and anemia, probably should be screened for multiple myeloma until 
proven otherwise. But once the patient has been identified, for example, someone with MGUS 
or someone with smoldering myeloma, it's about being consistent and compliant with the 
examinations. 
 
For example, there was a retrospective analysis. They looked into more than 10,000 patients. 
They were having this pre-myeloma, and they found that patients who have a 60% involvement 
by plasma cells in their bone marrow when it's supposed to be 5% or less. Again, disparity 
between the kappa and lambda that is significant. We said about more than 100 difference 
between the affected protein and the one that is not being affected. 
 
Also, for those who have been diagnosed, they were probably told that their myeloma 
expresses IgG or immunoglobulin G, which is the most frequent. But there are some variants. 
You have an IgA, for example, that person has a higher chance of having an active myeloma 
within two years. So, that's why knowing all this and communicating with your physician, with 
your provider is key for an early diagnosis and prevent complications and improve long-term 
good outcomes. 

Kenny Capps: 
I know we need to move on in just a minute because I'm going to ask you a couple of questions 
about COVID, and I have a feeling that we could stay here all night and I'd be happy to ask you 
all sorts of stuff because I'm fascinated by it. But as far as what we could put in place, I've heard 
some inclinations towards various medical groups, AMA or local versions of the AMA, 
encouraging that being part of the work up at certain stages of life just like colonoscopies. Or hit 
certain ages and so forth and throwing at least a standard myeloma panel into one of those time 
slots. 
 
The average age, I believe, is still set at around 64, 65 years of age at initial diagnosis for 
myeloma patients, so there are certainly plenty of others who might be entering an earlier stage 
or even preliminary myeloma that stays dormant for a while much younger. 

Dr. Rodriguez: 
Yeah, and you bring an excellent point and something that needs to be addressed cautiously, 
for example, because you were talking about screening asymptomatic patients or asymptomatic 
people. Mayo Clinic had a very interesting analysis. They were looking into patients who were 
found with an elevated immunoglobulin just by chance, by coincidence. I mean, they were kind 
of consulting hematology because they went for a kidney evaluation, they went for a physical 
examination. They looked like 1,200 patients with that elevation. 
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It turned out that only 18% developed multiple myeloma later on. Like 25% developed 
malignancies including chronic lymphocytic, et cetera, but only 18% move into this active 
myeloma. And that's why this coined term of MGUS, monoclonal gammopathy of undetermined 
significance, came up. So, I believe that if we go into the general population and we screen 
these patients, yes, we will see some patients with some abnormality and elevation that we will 
be following, and fortunately, they will never develop multiple myeloma. But perhaps we will find 
one-fourth of them; one-fifth of them will turn into an early diagnosis. 

Kenny Capps: 
Which is ideal in a sense. Not ideal that they received it but certainly ideal to get ahead of a lot 
of the challenges that come with it. 

Dr. Levitan: 
And I- 

Kenny Capps: 
Yeah. Sorry, go ahead. 

Dr. Levitan: 
I do think that, as Dr. Rodriguez was saying, I think that there are both some positives and some 
negatives for screening completely asymptomatic patients with a full myeloma panel simply 
because there is a fair amount of anxiety that can be provoked and there is morbidity with 
unnecessary testing as well. I think many of us have experienced anxiety about a diagnosis 
that's been considered that didn't end up coming to pass. 
 
And so, having to follow it very regularly with a hematologist if they had no other indication to 
have that testing, I think that we do have to think both about the psychologic effects as well as 
the physical effects. 

Kenny Capps: 
Well, that's a huge point. Right, yeah. So, Dr. Levitan, have you seen at least in patients you've 
directly dealt with and so forth that their emotional component was equally as challenging as 
some of the physical ones that came up? I mean, the unknowing, the unfamiliar, and not 
knowing what happens next, they're not even in the wait and see. They're not really sure what 
they're waiting for. 

Dr. Levitan: 
Exactly. I think sometimes living with a chronic process or a pre-malignant process, the hardest 
part is just that, living with it. Having that in the back of your mind or wondering how much of an 
impact that should be making into your decision making and into your life choices. So, that 
cannot be trivialized. It's substantial. 

Kenny Capps: 
Your overall health. Stressors, internal, external stressors, it's not new that we're aware of the 
negative impact it has on your overall well-being. 

Dr. Rodriguez: 
Absolutely. 
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Kenny Capps: 
And so, that just compounds the issue of the disease that you're already dealing with. I guess 
we probably should- 

Dr. Rodriguez: 
But- 

Kenny Capps: 
Oh, I'm sorry. Go ahead, Dr. Rodriguez. 

Dr. Rodriguez: 
No, no, I was going to tell you that's why I started my opinion with it's something that need to be 
studied carefully because that impact of the anxiety that can bring to the patients, I would say 
that all this screening because you mentioned colonoscopy, there's a systematic way of doing it, 
and we started doing colonoscopies every year. And now, we tell someone, "Well, come in five 
years because we didn't find anything." Some people say, "Your next colonoscopy will be 10 
years from now." 
 
Well, we have some data in MGUS, we have some data in smoldering myeloma. We know that 
depending on how long you spend being screened your percentage of conversion into active 
myeloma decreases. So, I can see how someone might be having a follow-up on a yearly basis 
the first three years and then you continue getting more. The intervals become longer until you 
can tell that patient, "You know what? It's very unlikely that you're going to develop anything like 
this." But we're speculating right now how we would do that. 

Kenny Capps: 
Yeah, I know, and I have a feeling that the three of us are basically... We just pump each other 
up, and we're preaching to the choir. We know the direction that we feel like we should be 
going, but not maybe entirely sure how to get there all the time. 

Dr. Rodriguez: 
Right. 

Kenny Capps: 
So, let's move on to something that's going on, well, in the whole world right now, and we're 
certainly feeling it within the cancer community as much as anywhere, and that's COVID – been 
going on for a little while now – and how it affects us. And not just the compromised immune 
systems and so forth, but how trustworthy is the vaccine and which way should we go when 
we're dealing with this? Yeah, so how to handle it next. 
 
So, if we could pull up some slides, have a tiny little discussion. Should I get a COVID vaccine? 
Well, the general answer is yes, that's a pretty important point to make. Does it matter which 
COVID vaccine I receive? I think generally the answer is no because I think it's been shown that 
they are assisting, right? Will the immunity I get from a vaccine be good enough for the virus 
now or the variants? Dr. Levitan, you have a thought on that? 

Dr. Levitan: 
I think this is something that we're all learning about in real-time. I mean, the preliminary data 
seems to show improved protection with some of the newer variants that are coming out. 
Whether or not it's the same protection with the earlier variant strains or the subsequent ones, it 
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seems to be the consistent messaging that we're getting that there is risk reduction even if the 
absolute protection may vary slightly from strain to strain. So, the fact that new strains are 
emerging should not dissuade people from getting the vaccine, just the contrary. 

Kenny Capps: 
That's a great segue into the next question. After receiving the vaccine, do you need to continue 
to take precautions? Dr. Rodriguez, do you have a thought on that? 

Dr. Rodriguez: 
Absolutely. Let's keep in mind that we all started this conversation by stating that multiple 
myeloma is a dysfunction of your immune system. It's a malignancy that targets your immune 
system. So, I can assure you that patients with multiple myeloma are going to have more 
predisposition to not only acquire the disease but having complications from it. 
 
There is an analysis from the International Myeloma Society that already published their 
outcomes in about a little over 600 patients, and they found that absolutely renal insufficiency, 
as I mentioned, increases your chance of mortality if you have multiple myeloma and you get 
infected with COVID. [inaudible 00:20:00] easy to see.  
 
So, the best is to get your vaccinations. It seems to be working. Our infectious rate in Illinois 
have dropped to 0.6%, and that is a combination of vaccinations and social distancing, keeping 
all these precautions. So, I certainly encourage every patient with multiple myeloma to get their 
vaccines. 

Kenny Capps: 
One of the things that I've heard quite a lot over the past, say two, three months, really since the 
Johnson & Johnson vaccine was eligible over here, and of course, then the AstraZeneca over in 
the UK started coming along is... And I know that different places, U.S. maybe less so at least 
from what I can tell, but certainly, in Canada and the UK been doing the antibody tests and 
focusing of course on... And of course, I know LLS, and a few others have done quick trial 
studies on determining what it is that the multiple myeloma patients are getting. Whether try 
getting antibodies or not. So, what if we don't get any antibodies? What next? 

Dr. Levitan: 
I think that's something that, again, we're learning about in real-time. I'm very thankful for the 
LLS, for the Leukemia & Lymphoma Society in general, but specifically in this time for really 
championing the cause of doing some of these clinical trials and getting this information. Right 
now, we don't have the published data to say if you are... We're getting the information now in 
terms of what patients respond better or worse with certain degrees of levels, but we don't have 
the next step answer in terms of if your antibody levels are this level or that level, should we be 
getting a second vaccine, or should you be getting a booster? 
 
It's a unique time in medical history where we are all learning in real-time, and I don't have the 
answer then because I don't think the answer is there yet. But we are working diligently to try to 
get it. 

Dr. Rodriguez: 
And we can speculate from our experiences with other vaccines. I would certainly ask patients 
with multiple myeloma to get the flu vaccine and what we have seen is that that mortality has 
decreased. So, here without all the data that we would like to have, we are kind of following an 
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intellectual guess. I would say right now with the data we have, absolutely, you should go and 
get your vaccine even if the levels of antibodies go up or not, and keep the precautions, the 
social distance of course. 

Kenny Capps: 
Sure. We- 

Dr. Levitan: 
And I think that that's the important part, especially now that the levels are falling and there is 
less mask mandates. Certainly, locally here in Illinois, but certainly, across the country, I think 
there's a lot of trepidation now that people aren't as... Perceive that there may be further risk 
without other people masking. So, I do think that it behooves people to continue to be cautious. 

Kenny Capps: 
Are you specifically discouraging patients? If they were to get zero antibodies with the test, 
would you just actively discourage them from getting another vaccine? 

Dr. Rodriguez: 
What do you mean another vaccine? 

Kenny Capps: 
So, in other words- 

Dr. Rodriguez: 
Another anti-COVID? 

Kenny Capps: 
Yeah. Sorry, yes, another COVID vaccine. Yes. 

Dr. Rodriguez: 
So, I don't know, on this one I don't know what Dr. Levitan, what her opinion is, but we need to 
be careful because we are kind of thinking, "Well, if we have certain amount of antibodies that 
correlate directly with protection." And we know to a certain degree, but there are so many 
things about vaccine that we don't understand completely. I think that if you're allergic in that 
regard, not so sure that pursuing another vaccine is going to make this better and will be kind of 
difficult also to know if you are not completely protected because there are some subclinical 
changes in your immune system that are provoked by this vaccine. But I'm not so sure that I 
would send a patient for another vaccine because one of them don't work. 

Dr. Levitan: 
And I think, to clarify, I think that could be interpreted in two ways. If you have started on a two-
vaccine series, if you had tested for an antibody and didn't have antibodies after the first, I 
would still encourage people to get the second and complete what was started. But to begin 
another series, I think there's inadequate data right now, and if the data presents, I would 
welcome it in the future. 

Kenny Capps: 
Yeah, I'm curious too. I do know a pharmacist that he's a CLL patient actually, but he has 
actually had two and still no antibodies. And so, not quite sure what to do yet, but he's actually 
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pushing for a third, so who knows. Well, let's go ahead and move on to the next poll. Thank you 
very much. That was actually really more insightful than I probably even anticipated it was going 
to be, but that was helpful. It's nice to talk about these things. 
 
So, this next poll is which of the following applies to you? I am watching and waiting. I am in my 
first line of treatment. I'm in my first remission with or without maintenance. I have relapsed 
once. I have relapsed more than once, and I am not a patient. All right, so 11% says I'm 
watching and waiting, 11% say I am in my first line of treatment, 22% says I'm in my first 
remission with or without maintenance. I relapsed once, also 22%. I've relapsed more than once 
11%, and 22% say I'm not a patient. 
 
Well, thank you, everyone. Actually, that's really insightful and what are some thoughts on that? 
I actually love the fact that 22% were not patients and they're here anyway, so I thought that 
was pretty awesome. Getting to know more about this disease and the effect that potentially it 
has on you, your family, and those you care about. So, how does that stack up as far as range? 

Dr. Rodriguez: 
Well, I mean, it is showing the two highest percentages were patients who are in first remission 
and those who have relapsed, and that just shows the chronicity of this disease that we're 
turning into a disease that although is incurable, you have medications and approaches that 
maintain your health over time and that you need to be referred to continuum with therapies on 
and off or on maintenance. 

Kenny Capps: 
Right. Well, let's go ahead and jump into talking about treatment options. The classes of 
treatments. Dr. Levitan, let's start with you if you don't mind. What would you say the classes of 
treatments are? 

Dr. Levitan: 
I see that you have the slide up for our reference and I think this is a nice outline of the things 
that we are currently fortunate to have, and even just in the 20 years that I've been a physician, 
the majority of the things that are listed on this slide were not available. So, I think it's really 
exciting that we've had such incredible development over this period of time. But certainly, I 
think that some of the mainstays are the proteasome inhibitors, which are listed over there on 
the left. The bortezomib (Velcade), carfilzomib (Kyprolis), and then the newer ixazomib 
(Ninlaro), the immunomodulatory drugs. Then also the monoclonal antibodies which have joined 
the scene more recently. 
 
In addition to these regimens, when you look at the combinations below, most of them are given 
with dexamethasone (Decadron), which is not considered a chemotherapy drug, but actually a 
steroid medication. In fact, again, even as early as 20 years ago, just dexamethasone by itself 
as a steroid was one of our main lines of therapy because we really didn't have these other 
tools. 
 
So, I think the most common combinations are what is listed at the bottom. I think the top line on 
those commonly used combinations is this three-drug regimen where you take one of the 
proteasome inhibitors, an immunomodulatory drug, and then this old-fashioned medication 
dexamethasone together. And that's, I think, the most potent and... Most common front-line 
treatment. I don't want to say potent. The most common front-line treatment. 
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Kenny Capps: 
So, there are modifications now that we're starting to introduce the monoclonal antibodies. Well, 
Darzalex (daratumumab) essentially right now, which is our mainline. Is some of that replacing 
what we have traditionally been using? Because I know that you mentioned Revlimid 
(lenalidomide) and so forth. They sort of blend that with dexamethasone and generally another 
proteasome inhibitor, correct? So, say Revlimid, Velcade, dexamethasone. Now, is one of those 
being replaced? Are all of those being replaced by something like Darzalex as a front line, as a 
first-line if you don't know better otherwise? 

Dr. Levitan: 
I think that it's not currently the standard of care when you look at... And we have national 
guidelines on what our first line category one recommendations are. But I think that increasingly, 
people are looking at bringing that into the frontline treatment particularly for higher-risk disease. 
The evolution of these therapies are generally that first newer regimens or newer agents are 
studied in relapse and recurrent in settings of relapse and recurrence. And then once they see 
that they're efficacious in that setting, they try to bring them earlier in the patient's disease 
course. 
 
And so, I think that that is a very typical process for any novel drug, and I think we're seeing that 
happening now with the monoclonal antibodies. That more trials are bringing them forward. 
Whether or not it's a current standard of care across the board for all patients. 

Kenny Capps: 
Right. Are we dodging some of the challenges that we had from some of those other drugs with 
this new form of therapy? I know that Velcade was a pretty common... Neuropathy was a big 
thing that you would see in patients who are on Velcade or maybe the typical Revlimid, 
dexamethasone, Velcade. Is Velcade being pushed aside somewhat? 

Dr. Levitan: 
I think it's still a very utilized drug, and I think it's just exciting to have other tools. Although there 
are recommendations of what should be considered first-line therapy, all recommendations 
have to be tailored to a specific patient. And so, whenever we think about the patient, we're 
talking about multiple myeloma. But of course, we don't treat multiple myeloma. We treat 
patients who have been affected by multiple myeloma. So, we have to consider what other 
illnesses they may have, what other symptoms they may bring in. 
 
Certainly, as you mentioned, neuropathy. If this is a patient who has, for example, diabetes 
who's had neuropathy from their diabetes, then yes, we would like to avoid that type of class of 
medication to avoid exacerbating a preexisting condition. But certainly, we're not taking any of 
these classes off the table. We're really happy to have all of them at our disposal. 

Kenny Capps: 
Sure, and I don't want to leave anybody out and I noticed that one of our audience asked a 
question that's related to something I want to talk about in just a minute, which is CAR T. But 
before we got there, I wanted to say based on that front line, what options would be available to 
patients who have received one prior regimen or repeated regimens? What would be next? Dr. 
Rodriguez, do you have a thought on that? 

Dr. Rodriguez: 
Yeah. Well, it's going to depend greatly on what they've received prior to their relapse, and I 
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think that Dr. Levitan talked on this very wisely. Treatment is not only on what drug do you have. 
We usually take three aspects in consideration. Your patient obviously is probably the most 
important factor. But also, the biology of the disease, right? As I mentioned, there are multiple 
myelomas and multiple myelomas, and then your combination therapy. 
 
The three-drug combination therapy that you presented on the slide is probably the most utilized 
regimen in the United States. I think that every patient we should try to bring them to this three-
drug combination even if their performance at the beginning is not the best. After trying one, two 
cycles with a two-drug combination, if you can add a third one, I think that that is in the best 
interest of the patient. Like you mentioned, there's other options. Someone brought that up and 
that were not on that slide, and usually are reserved for more advanced disease or patients who 
have been in several relapses. 
 
We're talking about selinexor (Xpovio), belantamab (Blenrep), chimeric antigen receptor T cells, 
and BiTE, bispecific T cell engagers. Of the immunotherapy, the CAR T-cells are the ones that 
have been approved recently. They are very promising. They do have some toxicity that is 
recognized and is given in specialized centers because they are trained to identify and manage 
that. So, I can tell there is an exciting time. Many options and many therapies they seem to be 
very effective. 

Kenny Capps: 
So, what would be the marker that would indicate that a patient needed to move on to a new 
line of therapy? 

Dr. Rodriguez: 
Well, usually, it's that relapse. There are some guidelines published by the International 
Myeloma Working Group that defined how you identify this patient with their relapse. I can tell 
you that something that they recommend, and I certainly agree is that one single blood sample, 
one assessment is not enough. You should repeat that at least three weeks apart and make 
sure that indeed there's a relapse. 
 
And then you take in consideration what the patient receives before because you might not want 
to use the same regimen and we need to be careful with that. That depend also on how long 
that patient was in remission. But also, if that patient had some side effect from that prior 
therapy. You mentioned neuropathy. Neuropathy has decreased with the subcutaneous 
bortezomib, but if someone has neuropathy, maybe I don't want to use bortezomib again. 
 
On the other hand, if someone had a pulmonary embolism that was catastrophic enough to take 
this patient into the intensive care unit and now the patient survived, I'm not so sure I want to 
use a drug that predispose you to thromboembolic diseases. So, there's a couple of things that 
you keep in mind at the time of selecting the next regimen. 

Kenny Capps: 
And I'm sorry if I misunderstood, but so you're saying sometimes the delivery system is 
somewhat a part of that decision. So, if it was delivered subcutaneous because I think Darzalex 
now has a sub-cu. 

Dr. Rodriguez: 
Yeah, Darzalex is now sub-cu. You're right about that. Does not have that incidence of 
neuropathy that sometimes you see with proteasome inhibitors, especially bortezomib, and 
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have been brought to the front line for biologically aggressive variants of myeloma. Those who 
present those conditions that present with cytogenetic abnormalities, et cetera, or in an 
aggressive way, absolutely. 

Kenny Capps: 
Right. Okay. Well, I'm going to jump ahead just a little bit so that we don't miss this out. First off, 
so just a few days ago the BCMA-targeted CAR T therapy was granted FDA approval for use 
with multiple myeloma who have received four or more prior lines of therapy. First off, what does 
that mean for us? 

Dr. Rodriguez: 
It is a revolution. It's something that we were kind of dreaming about for many years. Having 
your immune system redirected to this malignancy is kind of what should be happening in a 
healthy individual. Your quality control, your immune system is able to eradicate these diseases. 
So, CAR T is the first one approved and BCMA is a target, but I can tell you that there's other 
targets that are being now in clinical trials, and there's other molecules that are also targeting 
BCMA and not necessarily CAR T-cells. 
 
I mentioned bispecific T cell engagers who are monoclonal antibodies that they have two 
anchors. One attaches to the malignant cell through BCMA, the other one through CD3 which is 
the T cell, and they interact, and they kill the cell. The benefit of these product that are coming is 
that they are out of shelf, right? Does not require the CAR T-cell manufacturing, but they have 
pros and cons. But I can tell you that the responses and the long-term outcomes, good 
outcomes, are fascinating. I think we are in front of a novel revolutionary therapy with these 
immunotherapy tools. 

Kenny Capps: 
So, it sounds like this essentially is greasing the wheels for future research along that same line. 
Just by having this approval, sort of sets the precedent of us going forward. 

Dr. Rodriguez: 
Absolutely, yeah.  

Kenny Capps: 
Yeah, I love that. So, I'm going to leave this question to you, Dr. Levitan. One of the audience 
members Ann Fraley asks, "Can you provide any information on the new chimeric antigen 
receptor T cell therapy treatment for multiple myeloma?" 

Dr. Levitan: 
Certainly, I would like to defer this to Dr. Rodriguez because I think the majority of these 
therapies will not be provided in the community center, but rather at a center for cellular therapy.  

Kenny Capps: 
Okay. Dr. Rodriguez? 

Dr. Rodriguez: 
So, yeah, that is correct. I mean, it needs an infrastructure. It's a treatment that has been 
approved by the FDA with a condition of tracking and mitigate potential side effects. So, there's 
a whole inspection that the FDA runs at your center, and it's not only the clinical part, also your 
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laboratory. The collection of these lymphocytes that needs to be done in an appropriate way. 
But I can tell you that the responses that we're seeing are fascinating. Now, we want to make 
sure that we understand that requires a lot of commitment, not only from the patient, but also 
caregiver, the staff, pharmacy. It is a real complex therapy. Most of the time it's being done in 
centers where cellular therapy has been conducted. 
 
So, the two main side effects is cytokine release syndrome and neurotoxicity. This cytokine 
release syndrome is typical of any treatment that uses your immune system, right? It's 
manifested by fever sometimes. In more severe cases, you have drops in your oxygen, drop in 
your blood pressure, but the good part is that there are ways to manage these complications, 
and the key is early detection. So, that's why everybody needs to be trained in the identification 
management of this complication. 

Kenny Capps: 
Let's go ahead and jump into our next poll, and hopefully, by the time we get moving to our next 
series of questions, we'll have a few more questions from the audience. So, the poll is what is 
your primary side effect? Fatigue, pain, loss of appetite, weight loss, diarrhea, or neuropathy. 
So, I can say for myself... What was my primary side effect? Probably fatigue was my main... I 
was diagnosed at the end of 2014. Anemia was my marker. I found out I had lots of lesions, a 
couple of fractures around T7 in my back. 
 
Let's see what we got from the poll. Alright, so 71% said fatigue also. I think that means I win. 
40% pain. Nobody said loss of appetite. Nobody said weight loss or diarrhea. About 14% said 
neuropathy. I think that's interesting in a lot of ways because some of those side effects that 
some people of course express prior to diagnosis or at diagnosis come often or people 
experience during treatment, and I think that's actually a big one. 
 
So, which leads us into the next conversation, which is side effect management. How do you 
start the conversation with patients about the side effects they are experiencing? It can be really 
hard to be honest about GI issues. That's a major factor, and it's also a really common thing. 
So, Dr. Levitan, we'll start with you this time. 

Dr. Levitan: 
I think it's very interesting to see the diversity of responses with diversity of possible side effects, 
but with the key being one of the most significant side effects. And I think that makes it very 
challenging both at initial presentation and when you're on therapy. I think because fatigue is 
such a non-specific complaint, certainly, if you are riding the train in Chicago today and you 
asked how many people on the car are tired, many people would say they are fatigued. 
 
And so, sometimes it's difficult to correlate with disease, it can be difficult to correlate with 
therapy, and it can sometimes be challenging to report. A lot of my patients will state that they're 
tired, but they're uncertain what is due to life. I'm a working parent in the middle of a pandemic 
and my kids are doing school from home, versus what is from treatment. 
 
So, I think that the most important thing is just to encourage continued reporting. We try to ask 
about many symptoms, and so, what I try to do with my practice is not wait until it is offered, but 
actually, directly ask and also encourage people to report and say that, "You're not complaining. 
You're actually helping us do our job better." 

https://patientpower.info/navigating-cancer/managing-side-effects/how-do-i-cope-with-cancer-fatigue
https://patientpower.info/navigating-cancer/support-and-resources/expert-advice-on-managing-side-effects-of-cancer-treatment


 

 

 

 

 

Kenny Capps: 
Yeah, that makes a whole lot of sense. I like hearing that because it seems like it's setting up 
the patient to sort of give you the information that somehow, they're not prompted to deliver 
otherwise, and they struggle with that. They don't want to bother you. I think that's a great point. 
So, I guess moving to you Dr. Rodriguez, what are the ways that you would start to treat these 
side effects? Let's jump into the GI issue because honestly, that seems like it's an 
uncomfortable one for a lot of people to talk about. They'd rather talk about a broken bone or 
pain than they would... Or even loss of sleep or fatigue than they would talk about what's going 
on on the toilet. 

Dr. Rodriguez: 
I think that you're correct about that. As you mentioned and as you saw, fatigue is very 
common, but absolutely gastrointestinal side effects are fully frequent as well. Now, I believe 
that it is a matter of bringing forward those complaints, right? Those reports. I have to admit that 
our nursing staff many times receive that kind of information before the physician. Many times, 
we respond to the fact that people are aware of the benefit of the drug, and they're not so aware 
that there's some intervention that can make better, can improve those side effects. 
 
Some patients are concerned that if they bring up the side effect, we might start thinking on 
stopping that drug, and they see the drug working. So, they're willing to trade that side effect 
and minimize it. Not knowing that if we are aware, we have ways to intervene. 

Kenny Capps: 
So, how would you intervene? Is it pharmaceutically? 

Dr. Rodriguez: 
Well, it depends. If it's fatigue, we're talking about a habit, right? And depending on if you see 
an... Because fatigue in multiple myeloma is checked. It's the same symptom but initially can 
present as a part of the inflammatory condition of the multiple myeloma later because of the 
anemia. So, you try to maintain a good hemoglobin, et cetera.  
 
In regard to diarrhea, you mentioned neuropathy with Velcade. What some people forget is that 
the second most common side effect from Velcade was diarrhea. People had to recur to 
Imodium (loperamide). Cholestyramine (Questran and Prevalite), for example, that had been 
used effectively for these complications. So, it's a matter of communication, bringing that up, 
and yes, many ways diet and also medications. 

Kenny Capps: 
So, in terms of diet, I know that you're not trained nutritionists or dieticians, and at last in my 
experience, it's a select group that are that focused on these types of disease and correcting 
these things. So, what do you do when diet is an option? How do you recommend that or 
suggest that to your patients? 

Dr. Rodriguez: 
Well, in some patients, there's a correlation, for example, in what they eat. Many times, they 
become lactose intolerant and they were not even aware of. But fibers, low fat-containing meals, 
for example, is something that will help. Banana that people believe contains your fiber and 
improves this episode of diarrhea. And we do have a dietician who we can always recur and 
meet with the patient and design a diet that is specific following what habits that a patient has. 
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So, I think that there is a multidisciplinary approach where you deal with these kind of side 
effects. 

Kenny Capps: 
Sure. So, this next question that I have set up here is… I'm going to combine with a couple of 
questions that have come from the audience members. And so, the main question is how does 
quality of life factor into the conversation? Our first question from the audience that I'd like to 
sort of put in there is, “Dexamethasone almost seems to be standard in many treatments. What 
role does Dex play with these treatment combinations?” And so, I think that actually plays well 
with our question about quality of life and side effects when it comes to dexamethasone. 

Dr. Rodriguez: 
Dexamethasone has been used widely. From the initial therapies when we had only melphalan 
(Alkeran) and prednisone (Deltasone) oral, steroids were always a cornerstone of the treatment 
and have been used in almost all combinations because potentiate the effect that it has, anti-
inflammation, an anti-inflammatory effect, and also a direct anti-myeloma effect as well. But we 
cannot forget that, certainly, it's going to come with some side effects that we all know. 
Everybody knows about the high blood sugar, but people sometimes they cannot sleep well. It 
brings tremors, and with chronic utilization, we have gastrointestinal complications like gastritis, 
et cetera. 

Kenny Capps: 
And as far as the response or the effects of the treatment itself and also how it affects our 
quality of life, dexamethasone seems to affect people pretty not happily. 

Dr. Rodriguez: 
Right. 

Kenny Capps: 
Although it helps, and so, what are some of the side effects, Dr. Levitan, from dexamethasone? 

Dr. Levitan: 
I think that's a really important point. People can be very fearful of the chemotherapies, but 
really the dexamethasone, which is available for a number of indications, can have more side 
effects. So, just as Dr. Rodriguez had mentioned, people can feel kind of agitated on it. They 
can have fluid retention. People can have problems with their blood sugars. It can cause over a 
long period of time effects on your bone density. It can cause a number of side effects. It can 
cause some GI distress as well. Sometimes patients can have gastric discomfort from the 
medication as well. And so, we have to be cognizant of monitoring for the toxicities from the 
dexamethasone as well as the chemotherapies. 

Kenny Capps: 
Sure, yeah. 

Dr. Rodriguez: 
The problem is that it's a very effective drug and almost always improves your response. For 
example, we have not talked about venetoclax (Venclexta) because it has not been approved 
for multiple myeloma yet. However, we all know that on those patients where those cells present 
with translocation (11;14) the response rate that was found with that drug as a single agent was 
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around 40%. Once you add dexamethasone, it goes up to 67%. That's more than half of the 
patients that can have a good response. 
 
So, rather than avoiding the drugs and avoiding... These side effects with all these drugs are not 
there to avoid the therapy. They're just to learn how to prevent and intervene with those side 
effect that we're going to be confronting.  

Dr. Levitan: 
And I think there's not a one-size-fits-all dosage strategy with those agents either. The newer 
guidelines will establish even prior to knowing some of these details, different dosing for patients 
over the age of 65 or patients under the age of 65 with even some of these common regimens. 

Kenny Capps: 
That's certainly part of the communication part that the patient needs to have with their 
healthcare provider, is to let them know when they're having certain feelings. Yeah, so they 
have to communicate and it's tough. It's not easier for everybody to have that communication. 
Again, getting lost in the shuffle or feeling like, "Well, my doctor just knows what's best for me, 
so I'm just going to do what he says and not rock the boat." So, fatigue. Another question was 
asked from the audience, is fatigue a side effect of myeloma or the treatments? 

Dr. Rodriguez: 
Both. 

Kenny Capps: 
Yeah, that's kind of what I thought you would say. It comes from both of those, and I can speak 
from personal experience on dexamethasone in that it helps me not sleep a lot, and oddly 
enough, gave me the hiccups. I don't know if you ever heard that one. I think I've met a few 
patients that that's happened to. It's the most bizarre thing ever, which also made it where I 
couldn't sleep because I had hiccups from a drug. I had to admit it was funny maybe the first 30 
minutes, but after a few months, it's not nearly as funny. 

Dr. Rodriguez: 
It's old, right? 

Kenny Capps: 
Yeah, it wore off even for everybody who wasn't me. They just wish I'd shut up. So, yeah, that's 
a tough one. And I have another question from our audience that I'd like to go ahead and throw 
in here now. This is from Peter Christie who asked, "I had a stem cell transplant and now I'm on 
maintenance, 10 milligrams of Revlimid. Is there anything I could or should be doing to keep my 
excellent response going? To me, although I'm very comfortable, it's a bit frustrating just waiting 
for those to go south." Dr. Rodriguez? 

Dr. Rodriguez: 
So, not sure if I understand well the question. The question is he should continue?  

Kenny Capps: 
I guess basically what could he do to keep going, yeah? I guess he's stable with... If I 
understand Peter's statement, he says he's stable right now on 10 milligrams of Revlimid as a 
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maintenance dose. Are there any other things that he should be doing in order to maintain that 
stableness? 

Dr. Rodriguez: 
No. I think that from the standard of medications, he or she should continue on the maintenance 
therapy at that dosage. The first trial, they were using 10 milligrams for about three months, and 
they were escalated to 15 depending on if their blood count were stable enough. What happens 
is that at this point in time, we still don't have that endpoint that tell us that it's time to stop the 
maintenance therapy. All these maintenance therapies are the same. You continue following 
these patients for a long time, and then you determine if they continue getting benefit at this 
point. 
 
That's the case with Revlimid. And to make this clear, for example, in breast cancer when some 
patients were instructed to take tamoxifen (Soltamox) and they took tamoxifen for two years and 
they found that they were doing better than not taking tamoxifen. Then they went for five years, 
and those who take it for five years did better than two years. Then they went for 10 years, and 
it turned out that 10 years was not giving you any more benefit, so we went back to the five 
years. 
 
With Revlimid, we have not reached that point where we check, and we don't see more benefit. 
So, at this point, the jury is still out, and my recommendation will be to continue with this therapy 
until we find a better way. But I have patients who have been taking Revlimid for many years 
without dealing with the myeloma again. 

Kenny Capps: 
So, what I'm hearing you saying is basically that focusing on quality-of-life issues may be the 
same thing whether or not you're having those other things. So, right now, it's focusing on what 
quality of life and determining what means to you during living, as you said earlier, Dr. Levitan, 
living with myeloma. And so, that's part of it.  
 
Moving on to the next one, and I think I know the direction where this next question is going and 
it's about communication. So, how do specialists and local oncologists communicate? Dr. 
Levitan, I guess we'll start with you this time and that's probably right up your alley anyway? 
What's the best way of connecting? You also mentioned inner collaboration, and I think that 
crosses at last in my mind, that crosses all healthcare providers. And I include all sorts of 
people, maybe some others don't include in healthcare providers only because... And they're 
not included I think because insurance companies don't pay for them sometimes. But I think 
they're valuable and they're specialists and they're people that you can talk about. So, how do 
they communicate? 

Dr. Levitan: 
Yeah. So, I do think that that's really important, and I think that your comment about extending 
that community to providers that may not be traditionally included is very important. So, not just 
discussing your care with your primary care physician, your community oncologist, and then 
perhaps your transplant provider, but then also, I encourage my patients to discuss with me if 
they're seeing any alternative or complementary providers. I think certain complementary 
approaches can be very helpful particularly in symptom management, and it's just good to know 
what you're working on with other providers and also to make sure there's not interactions 
between certain things. 
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I think that there is less risk in doing things like acupuncture or things like that. Then sometimes 
patients will see naturopathic providers and take herbal supplements. Just because something 
is natural doesn't mean it couldn't have a potential interaction with other medication. So, I think 
that I feel very fortunate to be practicing where I am. I feel fortunate to work with Dr. Rodriguez. 
We work together very well in terms of communication. 
 
Just for the other viewers, I'm within the same health system at community and academic 
center, but Dr. Rodriguez is our transplant provider. So, I think that what I try to do is engage the 
communication earlier so that we're collaborating prior to the step of transplant. Many times, I 
will shoot him a quick text or will have an exchange within our electronic medical records saying, 
"Hey, I'm seeing this new person and I want to make sure that we're agreeing on the treatment 
several steps before the transplant." 
 
Or I think that this is a patient that we've had a text exchange how many times this week about 
different patients. Just saying, "This is something that I think is going to need to see you down 
the line and I want to make sure we're not closing any doors and we're open to any research 
opportunities." So, I think that establishing open communication early is the key. 

Dr. Rodriguez: 
Absolutely. 

Kenny Capps: 
Right. I know that that's probably geared more towards the relationship like the two of you have, 
which is important but do the two of you ever throw in the mix... Again, you mentioned 
something like acupuncture, and I know that various clinics around the country have shown the 
efficacy of using acupuncture to treat things like neuropathy in the clinical setting. But would you 
connect your patients directly with somebody who's experiencing those sorts of symptoms? 

Dr. Rodriguez: 
Yes. Actually, it's like you're referring to a wellness clinic or those kind of intervention. We 
usually have some providers that can give us those services and we have them identified. 
However, like Dr. Levitan mentioned, with better technology, systems that share the same 
computer communication, sometimes it is easier just to open your computer, click it, and you 
see someone else's progress notes, et cetera. 
 
We have virtual meetings. For example, once a week we have a meeting where pharmacist, 
nurse practitioners, physicians, social workers, and psychologists, I mean, we discuss all these 
cases and how the progress is evolving. There are some decisions that are discussed there so 
you have the opportunity of having all those input and insight for the benefit of one patient. 

Kenny Capps: 
That's excellent. All right, well, I guess we can move on to the next question or next poll, and 
this actually somewhat is a segue from talking about communicating among specialists. So, if 
we go ahead and pull up poll number four. Would you like to participate in a clinical trial? Yes, 
no, I am currently in a clinical trial, or I have been in a clinical trial. 
 
I follow the norms myself personally, and so, never pulled into a clinical trial because it worked 
for me as far as going through the transplant and Revlimid maintenance. I'm stuck there for a 
while. So, here we go. Let's see what we got, 86% said yes, they absolutely would, but only 
14% said I am currently in a clinical trial. Does that tell you that maybe there's a gap amongst 
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either awareness of either clinical trials available or maybe the availability of actual clinical 
trials? Or does that seem about right? 

Dr. Rodriguez: 
Unfortunately, that seems about right. The participation in clinical trials is not as robust as we 
would like it to be. There are several reasons for that, right? It's not only that the patient, as you 
can see on that chart, it's not that they are not interested. It's about availability, it's about 
awareness and the resources that maybe a clinic might have to offer a clinical trial. Usually, 
those clinical trials are reserved to centers where they have the infrastructure, they have the 
clinical research coordinators et cetera. 
 
I think that it is a good advice to empower patients to have them asking for clinical trials. To go 
to their providers and let them know that they are in favor of participating. Sometimes even if it's 
a quality of life we learn and we design interventions based on the outcomes of those clinical 
trials. I can assure you that sometimes we see miracles. On situations where things are really 
difficult and the technical trial does totally put this patient back on their feet into remission, and 
we have seen that more than once. 

Kenny Capps: 
Sure. So, who should think about joining the clinical trial? 

Dr. Rodriguez: 
Who? Everybody. 

Kenny Capps: 
Who? Everybody. 

Dr. Rodriguez: 
Everybody should be looking into clinical trial and how they could apply to that. The National 
Cancer Institute has a webpage where patients can go and look into clinical trials and where to 
find them and which centers are providing those opportunities. Again, not because it's a 
groundbreaking clinical trial and looking for the most esoteric outcome means that it's not a 
worth it clinical trial to participate. I mentioned that there are some observational studies that are 
important to the whole community of patients that have been affected by multiple myeloma, and 
there is an interest that is common for all of us. So, there's always good clinical trials out there. 

Kenny Capps: 
Right. Yeah, it sounds like there's opportunities for expansion of that too because I'm assuming 
that there's no shortage of clinical oncologists who are willing to start new things. My guess is 
that there's a shortage of funds. 

Dr. Rodriguez: 
Sometimes. Right, when I'm talking about resources I'm talking about money, infrastructure, 
nursing staff, because clinical trials, they are demanding. They require reporting. They require 
more intervention, follow-ups are stringent. But I did an analysis with lymphoma patients once 
and we demonstrated based on a case-control. I mean, comparing to patients with the same 
diagnosis, the same staging... the only reason why they were not on clinical trials is because 
they did not want to. 
 
It turned out that those patients on clinical trials, they had a better survival, right? It's because 
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the care is more intense, the follow-up is more strict, more stringent, so it is in your best interest 
to participate in clinical trials. Patients do better. There's no doubt about it. 

Kenny Capps: 
So, I know we've talked about CAR T already, and sort of the significance of that and the 
significance for the community is the possibilities and so forth. But there are others that we 
haven't talked about, they're upcoming treatments. So, the bispecific T cell engagers, cell mods, 
and so forth. So, could you talk a little bit about those that are coming up? 

Dr. Rodriguez: 
Yes. So, CAR T-cells, as we all know, require a lymphodepletion. When patients go to CAR T 
cell, they will receive a chemotherapy regimen... Well, first of all, we need to collect the 
lymphocyte. That's the first step. You go to an apheresis machine. We take those lymphocytes 
like we took the stem cell for a stem cell transplant. But the machine is kind of instructed in a 
different way, so by density, it's going to collect lymphocytes rather than stem cells.  
 
Those lymphocytes are now sent to a manufacturing company. They're going to train them. 
They're going to insert a DNA inside those cells. Now, those cells they express these receptors 
that we want and now they send them back. That turnover can take anywhere from 17-21 days, 
so we need to make them understand that patients who go through that option are patients who 
can wait for that length of time in good shape before they receive those CAR T-cells are back. 
Once they receive the CAR T-cells, they need to be observed closely for at least 14 days.  
 
The bispecific T cell engager is a little bit different. First of all, you don't need to collect any 
lymphocytes or send them anywhere because everything is going to happen in vivo. You infuse 
that protein, and the protein is going to act inside your body and it's going to connect your 
immune system to the malignant cell. However, it's not everything so positive. The half-life of 
this drug is very short. In contrast to the CAR T-cell that is like classic music, it's a hit that lasts 
for a long time. The BiTE you have to infuse that drug sometimes every 48 hours. Now you 
have a product that you can give it every seven days on a continuous infusion. 
 
So, the half-life is one of the problems that requires a commitment. Interestingly, the side effects 
are similar because, again, the side effects are not because of the product. The side effect is 
because you're using your immune system to attack the myeloma. So, this cytokine release 
syndrome, this neurotoxicity, you can see those on both type of therapies.  
 
On the other hand, the fascinating part is that patients are responding in a dramatic way even 
when they have received every single treatment. We have a patient who was diagnosed in 2010 
and got every single treatment that you can imagine including daratumumab, of course, 
Revlimid, carfilzomib, you name it. Had even had three transplants because he had initially one 
transplant very close to his diagnosis, and later, he participated in a trial, and he had a tandem 
transplant. This patient came and participated on that clinical trial with BiTE, the bispecific T cell 
engager, and now, for longer than a year he has been with negative MRD, negative minimal 
residual disease. 
 
That patient was in very poor condition as you can imagine. Unfortunately, all these treatments, 
all that disease, and right now he's driving. He's back on his feet and there's no evidence of 
disease. That's how potent these immunotherapy tools are. 
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Kenny Capps: 
Right. So, there was a comment that was made actually by... Kind of going back just a little bit 
from one of the audience members with regards to clinical trials. The statement was you also 
need the support of your oncologist. And again, I'm surmising, I'm assuming that sometimes 
that's not always easy. It's back to having this conversation that the patient is steering more 
than the oncologist would like. Have you encountered any of that or do you have suggestions or 
thoughts for patients who might be experiencing that with their local oncologist? 

Dr. Rodriguez: 
It is about the communication and my experience has been that this lack of opportunity is not 
because of... It's only because of a lack of knowledge. Every oncologist. I mean, I will say that 
most people, the vast majority who decided to pursue this type of career has a real interest in 
the benefit of their patients. 
 
You bring up any clinical trials that you have seen, most likely you're going to have a candid and 
honest conversation with your oncologist. And to be honest, sometimes there are clinical trials 
that your oncologist will tell you, "You know what? That might not be the best for you because of 
this reason or that other reason." I have a patient who came to me telling me that she found a 
clinical trial with cheap stem cells, and I said I don't think that that is a real trial. I think that that's 
more like a scam. So, that communication is imperative. It's extremely important.  

Kenny Capps: 
So, have you seen, Dr. Levitan, on your side of practicing, any patients that have come to you 
directly and asked you specifically about CAR T as being an option? 

Dr. Levitan: 
I have not had a lot of patients ask me directly about that, and I think that's more a function of 
where I practice and the population that I treat. We do have patients who we bring that up as a 
discussion, and we encourage consultation at cellular therapy centers. 

Dr. Rodriguez: 
But I know that the occasions of CAR T-cell, the problem is that... I mean, yeah, the media has 
covered the treatment. The way that these cellular therapies have been approved, they be 
slightly restrictive at this point. For example, the one that was recently approved for multiple 
myeloma, we're talking about patients in order to be eligible for this based on FDA approval, 
they needed to fail four different regimens in order to then be eligible. 
 
So, for the newly diagnosed, for the person who has a disease that relapsed the first time, that 
product is still not indicated for that situation, and because there's other options that are very 
effective. I mean, we need to realize that. With time, most likely it's going to come through the 
front line. 

Kenny Capps: 
Right. So, do you see that CAR T might be moving up as far as when it's offered to them? 
Maybe somebody who's only received one prior treatment regimen? 

Dr. Rodriguez: 
Yeah, it is happening. For example, we have a tryout for CAR T-cells in lymphoma and the 
intention is to move them a little bit to the front line because they have worked so well in 
refractory resistant disease. They are expecting that earlier in the evolution of this disease they 
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were going to work even better. But one of the problems or the challenges that we see is that 
these are using your own T cells, your own immune system. And now, after being exposed to so 
many therapies, are we getting these T cells in the best optimal condition, or we're waiting too 
long until they are beat up to then try to revive them and train them? So, you try to do it earlier, 
but the concept makes sense, but you have to prove it on a clinical trial, and that's what is 
happening now. 

Kenny Capps: 
Actually, that's a great point. Do you foresee that CAR T might move up to possibly replace 
autologous stem cell transplants? 

Dr. Rodriguez: 
It is possible. Because it's kind of having from both worlds. You have an autologous product that 
behaves like an allogeneic infusion, right? Because with allogeneic transplant, we have an 
immune attack, but it's at random. You're just hoping for the best and you're hoping that it's not 
going to be so strong, but not too low either. The CAR T-cell is more hybrid, but we need to be 
careful. I mean there are trials where they are combining both. They are debulking the disease 
with an autologous stem cell followed by CAR T-cell. And who knows if that's going to be the 
real strategy, but we're looking into all those combinations. 

Kenny Capps: 
I think that's fantastic and it's exciting. I mean, it's a little nerve-racking but it's exciting. 

Dr. Rodriguez: 
It is exciting. 

Kenny Capps: 
There was a question from the audience. Robert asked, “Is BiTE an option after CAR T?” 

Dr. Rodriguez: 
So, whoever asked that question is right on the spot and knows what he's talking about. That is 
a bit of a heat debate. Not only that, there are different CAR T-cells that sometimes they target 
the same protein, and the question is how long should I wait to try again my CAR T-cell? Of 
course, I'm assuming that we're targeting the same protein. In this case, BCMA. The answer to 
that, I guess, will depend on how long ago you got your CAR T-cell. If he's someone who failed 
right away, unfortunately, I'm not so sure that the BITE will be the best approach, although there 
are several factors again. They're working on allogeneic CAR T-cells. That is another ballgame. 
So, there are many questions. That's one of them, and there are trials trying to answer those 
questions. 

Kenny Capps: 
Yeah, that's absolutely perfect. So, again, I'm excited just at the possibilities and the direction 
we're going. I got to tell you, thank you to both of you for the work that you're doing directly with 
the patients and clinically, and also trying to move this forward. And also having the awareness 
to know that this is going to take a team of not just you. It's going to take a team of a lot of 
different players in order to make this happen, right? 
 
So, based on that, and I guess I'd like to start with you, Dr. Levitan. Do you have some closing 
thoughts? Maybe some hope for the direction of multiple myeloma and treatment, and as you 
say, living with this disease? 
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Dr. Levitan: 
Yeah, I think that the last several years have seen so many developments, and I think it really 
affords us the opportunity to encourage people to have choices and focus on quality of life and 
focus on having opportunities to pick which side effects are tolerable, which therapies they're 
most interested in. Having preference between standard therapies that are effective in addition 
to participating in clinical trials. 
 
So, I think it's an exciting time to be able to practice medicine and help patients with this, and I 
think it's a reason to have a lot of hope as a patient who is on this journey. Whether it's at the 
very beginning of the journey or if they've been walking this road for a while. 

Kenny Capps: 
Mm-hmm (affirmative). Dr. Rodriguez? 

Dr. Rodriguez: 
Absolutely. First of all, I want to congratulate everybody who has been participating on this 
conversation. There have been studies that have shown that patients who participate on this 
event, they have better outcomes and that is simple to see and understand. They are more 
aware of what is out there. They are taking control of what is affecting them and not only relying 
on someone else. 
 
I mean, they are part of the team. When I started managing patients with multiple myeloma, I 
had hair that was black, and the median survival was only two years. If you were lucky, three 
years. Today, that's not the case even for the worst presentation, and it's because we have 
better options, better treatments, and the condition has became a chronic one. And we're not 
stopping here. In a matter of few years, the treatment has gone through a revolution, and I can 
assure that the same thing is going to continue happening in the next few years. So, I wish 
everybody the best and thank you for being here tonight. Just feel free to reach out if there's any 
further question down the line. 

Kenny Capps: 
You two are wonderful. So, thank you both for participating in this, and remember, knowledge 
can be the best medicine of all. 
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