
 

 

 

 

 

Transcript | Managing Your Multiple Myeloma 

Yolanda Brunson-Sarrabo: 
Hello, everyone. Welcome New York, Vermont, and Ontario. Welcome to Patient Power’s 
Dinner with the Docs. For multiple myeloma patients and their families. I'm very excited to be 
here this evening. My name is Yolanda. I too am a multiple myeloma patient, as well as an 
advocate. So tonight, I will be hosting this event along with our speakers. So, before we get to 
that, just to tell you a little about myself. I have been living with multiple myeloma over 10 years, 
actually close to 13 years. I'll tell you guys a little bit more about my story later on this evening, 
but I want you to know I'm currently in remission, so that's a good thing. Tonight, we're very 
excited because we're joined by two myeloma experts. Dr. Jens Hillengass, as well as Dr. 
Tessa Flores. Dr. Hillengass, could you please introduce yourself? 

Dr. Hillengass: 
Hello, thank you so much for the kind introduction. My name is Jens Hillengass, I'm the Chief of 
Myeloma at Roswell Park in Buffalo. I like being here, I like working with patients. I have treated 
myeloma for about 17 years now. I started my doctoral thesis within myeloma, and I was 
interested in that since then. I do a lot of research in myeloma as well because I think there's 
still a lot to do. Yeah, I'm looking forward to the evening. 

Yolanda Brunson-Sarrabo: 
Great, great. Dr. Flores? 

Dr. Flores:  
Hello, everyone. Thanks for spending the evening with me. I'm Dr. Tessa Flores. I am the 
Medical Director of Cancer Survivorship and Screening. I work with Dr. Hillengass in helping his 
patients cure the neuropathy through acupuncture. I am excited to be here. On the other side of 
this, I am an internist and pediatrician by training. I remember diagnosing a few patients with 
multiple myeloma. I am impressed that we are here tonight and that you are here moderating 
us. I look forward to this evening. 

Yolanda Brunson-Sarrabo: 
Thank you both for that introduction. We're going to get ready for our first poll. The question, 
how long have you or your loved one been living with multiple myeloma? Has it been under a 
year, one to five years, five to ten years, or over ten years, or you are just diagnosed with 
MGUS or smoldering multiple myeloma? We'll give you a couple of seconds to reply. Just to put 
my little two cents. Okay, when I started my journey with multiple myeloma, it was five years 
watch and wait. I didn't seek a second opinion because that was cause for... I don't think we 
time for too much of my little story, but the second opinion suggested that I was asymptomatic, 
so there was no need to jump for treatment. 
 
Okay, here's our poll results. We have 50% of our viewers who are one to five [years], been 
living with multiple myeloma. We have 28% who are under a year. And then we have a tie 
between five to 10 years and more than 10 years at 11%. Let us begin. Okay, let us talk about 
what is multiple myeloma. Dr. Flores, would you like to start us off? 

Dr. Flores: 
I'm going to actually have Dr. Hillengass do that, since that’s his thing. 
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Yolanda Brunson-Sarrabo: 
Okay, that's fine. 

Dr. Hillengass: 
I'm happy to do that because Dr. Flores has so much knowledge on very important other things. 
I'm happy to take this one. Multiple myeloma is a disease of cells that are part of the immune 
system, so-called plasma cells. Plasma cells in the healthy body are supposed to fight infections 
like bacteria, virus, fungi. They produce so-called antibodies, proteins that are directed against 
those germs. When the germ comes into the body, those cells come out of their senescence. 
They wait just for a germ to come up and then they start producing these antibodies. If the germ 
is gone, the infection is over, those cells go back and wait for the next time when this germ 
comes up. They're proteins, the antibodies are directed against a certain protein on the surface 
of the germ, or a part of the germ, and they fit like a key in the lock. So, if another germ comes 
up, another set of those plasma cells come. That's the healthy version. 
 
If they kind of start to do something and to develop a cancerous characteristic or cancerous 
characteristics, then they don't stop proliferating and they don't stop producing these proteins. 
These are the proteins that we can measure. They're always the same protein, that's why we 
call them monoclonal. So, they're monoclonal proteins. And then they can cause symptoms. 
The major symptoms for multiple myeloma are summarized, easy to remember as the CRAB 
criteria. C for high calcium, R for renal damage, A for anemia, and B for bone disease. 
 
The high calcium comes from the bones, so there's a connection between the C and the B of 
the CRAB criteria. The high calcium is kind of dissolved out of the bone by so-called bone 
eating cells or osteoclasts. They are over-activated by the myeloma cells, which can cause this 
high calcium, but it can also cause holes in the bones. We call them osteolytic lesions. The 
renal damage is in part caused by those proteins. Parts of those proteins are called light chains 
and these light chains are produced by the myeloma cells and they can basically clot the 
kidneys and cause issues there. 
 
The A, the anemia, is caused mostly by the proliferation and the replacement of the normal 
bone marrow, where we usually build our blood replacement of this normal bone marrow by the 
myeloma cells, which then leads to these low counts. It can be anemia, meaning low red cells, it 
can be thrombocytopenia, which is a low platelet count, or it can be leukopenia, meaning that 
the white cells, or the police in the body, are low. That's how I would explain myeloma. 

Yolanda Brunson-Sarrabo: 
Thank you for that because you really were very clear. Usually each doctor, which is great doing 
this program, but each doctor says the same thing, but each does it a different way. Yours was 
very on point, so thank you for that. 

Dr. Hillengass: 
Thank you. I try my best. 

Yolanda Brunson-Sarrabo: 
What are the precursor conditions, Dr. Flores, to multiple myeloma? 

Dr. Flores: 
I can speak from this from the primary care side. Having diagnosed multiple myeloma before, I 
send them to Dr. Hillengass. A lot of times, I don't know if you were symptomatic, but a lot of the 
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patients who have smoldering or MGUS really don't have symptoms and we see it through 
routine blood work. As Dr. Hillengass had mentioned we routinely get a CBC, which checks for 
hemoglobin and white blood cells, and a CMP. 
 
A lot of times what we will see is we'll see someone with anemia, so a low hemoglobin 
hematocrit. We'll see an elevated calcium, like Dr. Hillengass said, because of the destruction of 
the bone, and then we'll also see a little bit of renal function abnormality. So, if a patient is 
asymptomatic, or if a patient doesn't have any symptoms, it's what we call a high index of 
suspicion. So basically, this abnormality in lab work and then, as Dr. Hillengass had said, we do 
further workup and that's when we usually send them to the myeloma clinic from the outside. 

Yolanda Brunson-Sarrabo: 
It's funny, and my case is similar. My primary doctor did blood work and then saw that my 
protein levels were rather high. So that's kind of what got the spiral going, but then it was a 
question of seeking a specialist, so that's kind of where things get tricky. Who exactly do you 
see after that initial realization something is off? We're going to shift gears just a tad. We're 
going to talk about COVID because we know that's a hot topic for over a year now, and though 
we're tired of the virus, it is not tired of us. 
 
We're going to start with a slide for those who want to know, should I get a COVID vaccine? The 
reply is yes. For the most part yes, however you should really go over your concerns and 
particular situation with your doctor. Okay, that's first and foremost. Now our second slide, does 
it matter which COVID vaccine you receive? The reply to that is no, it does not matter. Our third 
slide, will the immunity I get from a vaccine be good enough for the virus now or variants? Okay, 
Dr. Hillengass, if you could enlighten us a little bit about that because I think for a lot of myeloma 
patients that's really a reply that we would like to have. 

Dr. Hillengass: 
Yeah, I completely understand. I would also like to have this answer. There are a few things we 
can talk about. At our meetings, as you know, our doctors' meetings, we talk about COVID as 
well, especially in our cancer patients and especially in myeloma patients. A challenge is... I told 
you that these plasma cells are producing antibodies, and that's exactly what you need to fight a 
virus and to have an effect of a vaccine. If you give a vaccine, the body is supposed to 
recognize this part of the germ, in this case of COVID, and then produce antibodies against this, 
and for that we need our plasma cells. 
 
The plasma cells unfortunately in myeloma are sick, so not all of them are. We still have, even a 
myeloma patient still has a few normal plasma cells that are able to produce a vaccine titer. The 
problem is that a lot of our treatments, and as most people on the call will know, treatment for 
myeloma is almost always indefinite. It is a continuous treatment, and we are basically 
continually treating or kind of putting pressure on the myeloma cells but unfortunately, because 
those are plasma cells, we are oftentimes not that specific and we also kill some of the good 
plasma cells. That's a problem with the vaccination for COVID. 
 
There have been two studies to my knowledge. One study showed that myeloma cells do have 
an effect from vaccination, another study showed that they had not much. It depends on which 
patients you look at, how heavily they are pre-treated, if they are very sick, if they are feeling 
very well. There are a lot of factors coming into play and what treatment they are and what 
treatment they have been in the past. These are a lot of factors that have to be taken into 
account. We know that some patients respond to the first vaccine, the first of this double 
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vaccine, and then they checked again in this study and they found that more patients responded 
to the second one. 
 
At the moment there's, to my knowledge, an ongoing study, I think in Europe, where they are 
giving one check, then another check again. And if it's not enough titer, then they give a third 
one. There's the next problem, that we don't know how much is enough, because as you know 
COVID is rather new, and we don't know how much titer is important. At the moment even 
measuring, and that's another question that patients oftentimes ask me, should they measure 
their titer? The problem is we don't know what to do with that. If it's positive, we can say, "Okay, 
it's positive, but are you protected?" We don't even know that for healthy individuals. If it's 
negative, we don't know if the titer is even that important. Maybe a patient is still protected. 
 
At the moment my general recommendation is get the vaccine. I myself got the vaccine; my 
mom got the vaccine. She doesn't have myeloma, so just to show you I'm very supportive of the 
vaccination. We don't know the long-term results, we don't know that, but we know that COVID 
can kill people. That's my kind of rational to say give the vaccine… Get the vaccine if you can. 
And then don't measure the titer right now because we don't what to do with it. We don't know 
how to respond. 
 
Unfortunately I also recommend wear a mask, wash your hands, keep these precautions, 
because my experience, and just short, anecdotal. Even before COVID, my patients oftentimes 
told me, for example after stem cell transplant, their whole family got the flu or got a head cold 
or something like that, but the patient didn't, which is kind of counterintuitive because we think 
myeloma have a lower immune response, which we know, which is true. My theory is that just 
because they were a little bit more careful, they wore a little bit more often a mask, they washed 
their hands a little bit more, they were protected from those infections. I think this can be 
extrapolated to COVID as well. 

Yolanda Brunson-Sarrabo: 
Thank you for that. That was a wonderful reply. I even have a question briefly. Okay, even for 
people who are in remission, so they should actually follow the same protocol in terms of those 
in active myeloma? 

Dr. Hillengass: 
I would definitely recommend that because we also know that even in early stages, and this 
question earlier showed that we don't have anyone with MGUS or smoldering myeloma on the 
call, but we have done some studies and other colleagues also have done some studies. We 
know that the immune system, even if you're in remission, and even if you have a smoldering, 
possibly even if you have an MGUS, your immune system is impaired because usually our 
immune system is supposed to kill cancer cells that are developing. 
 
If the cancer has occurred, or even the MGUS or the smoldering myeloma have occurred, then 
obviously something is wrong with the immune system because it didn't kill those cells. Meaning 
that even in remission and even in early stages you have a slightly, maybe less impaired 
immune system than someone who just got melphalan high-dose in stem cell transplant, but still 
the immune system is impaired. I personally, just my personal opinion, not based on any 
science, is just be more careful. You can only benefit from that. That's my recommendation. 

Yolanda Brunson-Sarrabo: 
Right. Thank you for that. Wonderful. Oh, we have one more slide, sorry. After receiving the 
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vaccine do I need to continue to take precautions? You've kind of summed that up but Dr. 
Flores would you like to add anything to this? 

Dr. Flores: 
I would definitely agree that we still should continue to take precautions. I'm sure we've been 
watching the news and we see all about the experience. Definitely mask wearing decreases risk 
of a lot of respiratory viruses. It's interesting. This past year we had very little flu from mask use 
and now that we've opened up, there's been several cases of RSV that has required... It's a 
respiratory illness that affects children and they have actually been hospitalized. So that's what 
we're seeing in Western New York now. 
 
I think if we listen to the news, we hear about these breakthrough infections. So basically, 
people get vaccinated and then they get COVID, or they test positive for COVID. I think that's 
something that we need to address. Just because we get the vaccine does not mean we are 
completely immune to COVID. What the 97%, 99% is basically saying, you will not get severe 
COVID. There's still a significant population, the 12 and under, who cannot get the vaccine. So, 
if you are vaccinated, don't have symptoms, get exposed to COVID, get a light COVID case but 
you go home and have a nine-year-old, they can get COVID. We know with the Delta variant 
that it can affect children. 
 
So long-winded answer is yes, we still should continue to take precautions. Wear a mask, wash 
hands. If you're outside you need less to wear a mask, just as long as you can social distance. I 
know that the Blue Jays are about to leave and go to Toronto, so there's a bunch of us going to 
watch the Toronto Blue Jays as a Buffalonian. If you've been to those games, you look around 
and are pretty tightly squeezed in. At that point I would suggest if you have someone beside you 
in all the spaces, I would recommend wearing a mask even if you are outdoors. I know that's not 
what you want to hear. I know we're tired of the mask but, until we get a better understanding of 
COVID and the variants, the vaccine does protect us from severe illness and disease, but it 
doesn't mean we can't get a mild disease and give it to people who can't be vaccinated. 

Yolanda Brunson-Sarrabo: 
Thank you. For me, I have no issue wearing a mask because I have one for every outfit, so I'm 
good. Okay? That's it on the COVID conversation. Now I want us to know a little bit about our 
audience. Okay, so let's get an idea who is joining us this evening. We're going to run another 
poll. Which of the following applies to you? Are you watch and wait, are you first time of 
treatment, are you first time in remission with or without maintenance, or have relapsed once, or 
have you relapsed more than once, or you're not a patient, you're just here because you want to 
hear what we're saying, which is fine. 
 
We're going to wait for the results of that. As I said before I was watch and wait. I was perfectly 
fine with that because I really was not in a hurry to start treatment. However, the body does 
what the body does. I had another health hiccup that escalated my situation, so then I became 
active myeloma, I guess. The results are in. Yay. We have 52% of our audience who are in 
remission with and without maintenance, which is wonderful, and then we have 17% who have 
had first line of treatment, and then we have 13% who have relapsed once, and then we have 
9% for not a patient or who have relapsed over one time. Okay, thank you, guys. 
 
We have a slide, so that way we can explore the treatment options a little bit more. In front of us 
it tells us primary frontline therapy. What are the classes of treatments that we see in front of 
us? Dr. Hillengass, would you like to reply? 
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Dr. Hillengass: 
Absolutely. These are the standard treatments we have in myeloma. Upper left, proteasome 
inhibitors. As I mentioned earlier, plasma cells, myeloma cells, produce proteins. We have a 
little organ in our cells, it's called an organelle, and this is so-called proteasome. This 
proteasome is kind of getting rid of the proteins in our cells when they are not used anymore. As 
you know, myeloma cells produce a lot of proteins. So, if you take away this garbage disposal, 
then the myeloma cells more or less suffocate from all the protein that they're producing 
because they cannot get rid of it anymore. It has a few other effects, but this is basically one of 
the major effects effective in myeloma. 
 
The immunomodulatory drugs in the middle, or IMiDs, are drugs that are engaging the immune 
system to attack. As I mentioned earlier, the immune system obviously has overlooked the 
myeloma cells because it was supposed to kill them, and it didn't do that. So, these are 
engaging immune cells, again like NK cells, natural killer cells, to kill the myeloma cells. Also, 
interesting development, the thalidomide (Thalomid) was the first of those. They were 
developed actually to keep blood vessels from growing into the bone marrow to feed the 
myeloma cells. The thought was that we can starve the myeloma to death. That was the first 
idea and there is kind of this effect in the thalidomide, but later on we found that this 
immunomodulatory effect is much more effective and much more active in these drugs. 
 
The monoclonal antibodies, and this is only one of them. There are also isatuximab (Sarclisa) 
and elotuzumab (Empliciti). They are directed against a certain protein on the surface of 
myeloma cells and then they attach, they kill the cell directly, or they engage other cells of the 
immune system to attack, as do the IMiDs, and then it kills the myeloma cells as well. The 
combinations, we have seen in studies over and over and over again that more seems to be 
better. Not always but we know that all the combination therapies, when three drugs were 
compared to two drugs, then it was more effective. It also had some more side effects, but kind 
of the risk benefit ratio was always pro-triplet, also three different drugs. 
 
The VRd that is written on the top of this, some commonly used combinations, is the standard of 
care right now for induction treatment in multiple myeloma. Recently we saw that if we add the 
daratumumab (Darzalex) to this combination it's even more effective. It is not generally 
recommended for every patient, but for patients who have certain risk factors, especially in their 
genomic analysis of their myeloma cells, those patients should get more than just the VRd. The 
VDT is very common, especially in Europe and Southern Europe because of approval status of 
drugs there. Lenalidomide (Revlimid) and dexamethasone (Decadron) is actually not really 
recommended anymore because if you add the daratumumab, which is on the bottom, if you 
add the daratumumab you don't add a lot of toxicity but you add a lot of benefit. 
 
There was a study comparing daratumumab, lenalidomide, dexamethasone versus lenalidomide 
and dexamethasone alone. It showed that daratumumab, the triplet as I said, is better than the 
duplet. There’re also studies showing that VRd is better than RD. Again, triplet better than 
duplet. In general, we recommend three drugs. In very, very, very rare occasions it is only the 
lenalidomide and dexamethasone. 

Yolanda Brunson-Sarrabo: 
Thank you for breaking that down. Okay, we have actually another slide. This is regarding 
relapse therapy for first and subsequent relapse. What options are available to patients who 
have received one or more regimen, or repeated regimens? Dr. Hillengass? 
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Dr. Hillengass: 
I can take that again. I'm happy to. So, what we do, actually we are spoiled by success a little bit 
because we have so many drugs that we can offer myeloma patients. Even when the disease 
comes back, it's still true that more is better in this case, meaning combinations are better than 
just a single drug. As most of you know and have experienced, sometimes painfully, 
dexamethasone or prednisone (Rayos and Deltasone) are always a combination partner of our 
treatments. The steroids help because we know that steroids kill myeloma cells, so that's good. 
Sometimes steroids also help to tolerate some treatments better, even though they have some 
side effects themselves. 
 
The same drugs apply that we talked earlier. The IMiDs, the proteasome inhibitors, and the 
antibodies. Now I see these other ones that I mentioned here. They are not approved for first-
line, but they are very valuable when the disease comes back. On the right side you see the 
selinexor (Xpovio), which is a drug that keeps... It's a little bit difficult to understand. I try to 
break it down also for myself, not only for you. The selinexor keeps tumor suppressor genes or 
proteins in the nucleus of the cell, meaning the cell. Usually, the cancer cell tries to get rid of 
these tumor suppressors and it cannot do that anymore with the help of selinexor. 
 
That's one mechanism of action. The panobinostat (Farydak) is a so-called histone deacetylase 
inhibitor, which again is a rather complex mechanism of action, but it basically blocks a pathway 
that cells take when the proteasome inhibitors are not working anymore. That's why we combine 
this panobinostat oftentimes with the proteasome inhibitors. The melphalan flufenamide 
(Pepaxto), melphalan is an old school chemo drug, the melphalan flufenamide is a different 
formulation and it has a different effect because it's brought into the cell and then the melphalan 
gets free. It is more effective there and it’s also more tolerable, because usually we can give this 
melphalan just as it is but then it has a lot more side effects. So, the melphalan flufenamide is a 
kind of newer development out of that and that is also a way to kill myeloma cells. 
 
BCMA targeting drugs are... BCMA is another protein on the surface of these myeloma cells. It's 
almost on all myeloma cells, so it's a very effective and very targeted treatment. The 
belantamab mafodotin (Blenrep) on the left, the first one is a so-called antibody-drug conjugate 
where you don't give the toxic drug, but you give an antibody where the toxic drug is attached to 
the antibody, which then brings it again into the cell, and then the drug gets free, this toxin gets 
free and kills the cell. The idecabtagene vicleucel (Abecma), which is Ide-Cel, is a newly 
approved so-called CAR T-cell therapy. 
 
CAR is an abbreviation for chimeric antigen receptor T cell, and that's again, the myeloma can 
camouflage itself from the immune system. So, what we do, we take T cells, which are part of 
the immune system, out of the patient, tweak them, give them a new gene in their DNA, and 
then they produce this CAR, this chimeric antigen receptor. And then when we give them back 
to the myeloma patient, then they can attack the myeloma cells. Again, they attack this BCMA, 
this B cell maturation antigen on the myeloma cell surface. These combinations, as you can 
see, it looks like you can combine everything and our guidelines look very, very busy because 
you can almost combine everything with everything. 
 
What we use, one guiding principle, or several guiding principles, to choose from certain drugs 
is what did the patient have before? How was their response to this treatment? What were their 
side effects? Because some side effects kind of reoccur in other treatments, so we will have to 
be careful there. And then also which combination they had. My personal philosophy for treating 
myeloma is mostly either to just add something to a treatment that is just not working anymore, 
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or to change completely all the drugs that we have. If you have an IMiD and a PI initially, I might 
give the patient an antibody and something else with it. Just to change completely because we 
also know that myeloma cells undergo a certain so-called clonal tiding, meaning the first 
treatment kills a subset of myeloma cells but we know unfortunately myeloma relapses. 
 
At the relapse, this subset has survived the first treatment. So, I like to tweak the treatment as 
much as possible to kill this subset of myeloma cells that have survived the first treatment. And 
then when the disease comes back a second time, then I can go back to combination like the 
initial one but maybe a newer drug, for example lenalidomide is an older drug and 
pomalidomide (Pomalyst) is a development further out of that. So, I would first use the 
lenalidomide and later on the pomalidomide. That is true for other drugs as well. 

Yolanda Brunson-Sarrabo: 
It's funny because for me, I'm just happy that we have more options because I know 13 years 
ago... Some of these drugs are new. I think the more options that we have, as someone going 
through this, is a good thing. What we're going to do, we have a video question. 

Hugh Schaffer: 
My name is Hugh. I have a question for the docs. What is the new FDA approved drug Pepaxto, 
and how is it to be used, and when should it be used? Thank you. 

Yolanda Brunson-Sarrabo: 
Do we say Dr. Hillengass again? 

Dr. Hillengass: 
If that's okay for you, Tessa? I don't want to monopolize but I also know that you are an expert 
in so many other areas. 

Dr. Flores: 
I'm here to just make sure that our patients get the support that they need. 

Dr. Hillengass: 
Yeah, absolutely. 

Yolanda Brunson-Sarrabo: 
Thank you. 

Dr. Hillengass: 
I'm very grateful for that. The Pepaxto is melphalan flufenamide, and I already touched on that a 
little bit. It brings this very toxic, or kind of toxic, chemotherapy into the cells and kills the cells by 
doing that. This is attacking the DNA of the myeloma cells and when they proliferate, they die. 
Melphalan flufenamide, when should we use it? It is approved for patients who have had several 
lines of treatment already. It has, again as I said, side effects, former side effects, and certain 
biological characteristics of the myeloma are important when we decide what to do with this 
drug. 
 
A side effect that is relevant in the melphalan flufenamide or Pepaxto is that it can cause low 
cell counts, cytopenia, and that makes patients more susceptible to infection. So, if a patient 
already has low counts, then we would be very careful, maybe not give this drug. In patients 

https://patientpower.info/our-multiple-myeloma-the-relapse-journey/
https://patientpower.info/patients-and-doctors-manage-multiple-myeloma-side-effects-together/


 

 

 

 

 

where it has been shown, interestingly some patients... Usually myeloma cells are very attached 
to their bone marrow microenvironment. That's why we do these bone marrow biopsies that 
everyone loves. Really? The problem is that the myeloma cells are usually... Or the good thing 
is that myeloma cells are very attached to the bone marrow microenvironment that the cells are 
nurturing them and they support the myeloma. 
 
Unfortunately when myeloma develops further, and sometimes along the way when we have 
treated it several times and it came back several times, they lose this attachment to the 
microenvironment and then they grow as soft tissue tumors in the tissue of other organs outside 
of the bone marrow. The melphalan flufenamide has shown that it is very effective in those 
patients. We use it especially in patients who have this so-called extramedullary disease. The 
medullary means the bone marrow. Patients who have manifestations outside of the bone 
marrow, they seem to benefit from this melphalan flufenamide or the Pepaxto. 

Yolanda Brunson-Sarrabo: 
Thank you. We have a couple of questions from the audience. Someone wants to know what is 
the difference between autologous, I know I'm not saying that right, BMT and allogeneic BMT? 
Is it true to perform allo BMT after failing more than one, or auto, BMTs? 

Dr. Hillengass: 
Yeah, sorry. I chatter on. Tessa, please feel free to interrupt me at any time. Because I'm a 
transplanter at heart, and I was a transplanter back in Germany, and I still cover transplant here. 
Autologous means your own stem cells. BMT means bone marrow transplant and back in the 
day when I was young, we actually used bone marrow. We basically did a bone marrow biopsy 
and took out not only one sample, but we took out up to a liter, or how many ounces is that? 
Sorry, maybe you can help me, Tessa. I have it on my bottle. I think it's well over 30 ounces of 
bone marrow were taken out of the bone marrow in this kind of almost surgical procedure. 
Because we know that if we give a strong treatment that kills a lot of myeloma cells, but it can 
also kill a lot of good cells in the bone marrow. 
 
So we have to protect the good cells in the bone marrow, take them out of the patient, then give 
the strong treatment, and then give this bone marrow back. Nowadays we know that we mostly 
need the stem cells, which are the cells out of which the bone marrow is produced. So, the stem 
cells we can collect, we can stimulate the bone marrow to produce those stem cells to 
proliferate, and then go into the peripheral blood. And then we collect them, freeze them, then 
we give a strong treatment, and then we give those stem cells back. The treatment effect is 
based on this high-dose chemotherapy. The stem cells are only there to rebuild the bone 
marrow after we have given this strong chemotherapy, like on a computer when you make a 
backup, delete the hard drive, and then put the backup back on. That is how this works. 
 
That's autologous stem cells. It's your own stem cells. Allogeneic stem cell transplant is that 
when you give the immune system of someone else, because that's what our bone marrow 
does. It produces our immune system. If you give this immune system to a patient the major 
effect there, is you also get kind of a mild chemotherapy to prepare your body but it's not wiping 
out, nowadays we don't do that anymore. We don't wipe out the whole bone marrow. We just 
kind of prepare it and suppress it a little bit and then we give the stem cells from someone else. 
Because, as I mentioned several times now, the myeloma has found a way to escape the 
immune system. That's the theory with this allogeneic, with these stem cells from someone else, 
this new immune system recognizes the myeloma cells and kills the myeloma cells. 
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The autologous stem cell transplant with this chemo and your own stem cells is the standard of 
care in myeloma right now because we know it works very well. It prolongs the time until the 
disease comes back, so this is the standard of care. Allogeneic we only use in very rare 
occasions because we know that it can have a lot of side effects. One major side effect is the 
so-called graft-versus-host disease, meaning this graft, this immune system... The immune 
system in general is kind of programmed to everything that is foreign. So, if you have... I don't 
know, a nail, a rusted nail, in our hand, our immune system says, "Oh, that doesn't belong there. 
I have to attack." And then we get an inflammation there and it kind of kills the germs that came 
in. 
 
If you now take the immune system and put it in another body, then the problem is that it first 
thinks, "Oops, everything looks foreign. I have to attack everything." That's what we call graft-
versus-host disease. This graft, this new immune system, attacks the whole body, the host. To 
suppress that we have to give immunosuppressive drugs and then slowly wean the patient off 
so that this new immune system only attacks the cancer, the myeloma, and not the healthy part 
of the patient anymore. This is kind of more art than science, sometimes it feels like. This is a 
treatment that unfortunately in myeloma does not work very well statistically speaking. 
 
I have seen patients being out 10 years after an allo transplant where it worked great. The 
myeloma didn't come back within 10 years, which is amazing, and they survived this graft-
versus-host. But I've also seen patients who got very, very severe infections because we had to 
suppress the immune system, so it doesn't attack the body and therefore they got very bad 
infections, and then a lot of them unfortunately passed away. Sometimes even the myeloma 
comes back and overcomes this new immune system and then we have the same problem as 
we had before. 
 
For the question if we should get allo after auto. We, and that's at the moment also the 
guidelines, we only do that in patients who are rather young because you need a lot of 
resistance against this treatment because of this graft-versus-host disease. Also, patients who 
have a very, very high-risk, meaning when the myeloma comes back very early after the first 
treatment, for example after the auto transplant. It's definitely not standard of care. It should only 
be done by people who really know what they're doing, who do a lot of allogeneic transplants for 
other cancers, for example. It is a very, very difficult thing to do. Our transplant team is really... 
they're amazing. They have a lot of knowledge, and they know how to treat that, and still, they 
struggle oftentimes with patients, especially with myeloma. We don't know why it doesn't work 
very well in myeloma. The myeloma seems to have certain characteristics that makes it more 
difficult for this allograft to get the disease under control. 

Yolanda Brunson-Sarrabo: 
Wow. Thank you. You see, I was all in the camera listening to you. 

Dr. Hillengass: 
Yeah, I know. I was looking at you. 

Yolanda Brunson-Sarrabo: 
Thank you for breaking that down because, again each doctor that we speak with, you just learn 
a little bit more. Thank you for that. Okay, so we have a load of questions here we're going to try 
to get through. To tag onto what you just said, someone wants to know how many times is it 
possible to do a allogeneic BMT for blood cancer patients? 
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Dr. Hillengass: 
You can do it theoretically as oftentimes as you want to but, as I said, it's a very invasive 
procedure. You're replacing the immune system. I have seen patients getting more than one 
allogeneic transplant but that is very, very rare. In myeloma, we are very rarely doing that. One 
thing that we are thinking about now, as I mentioned these antibodies, the IMiDs, a lot of our 
new treatments need a good immune system that can attack the cancer cells. So, if your 
immune system is worn out by all the treatments before then sometimes, we think, "Okay, let's 
give the patient an immune system that we can then use to attack the cancer again." But that is 
very hypothetical and more philosophical right now. We are trying to do that in patients but, of 
course, it has potentially a lot of side effects, as I mentioned, this graft-versus-host disease. 
 
The autologous transplant you can repeat again. There it's always kind of this differentiation 
between what is the benefit and what is the risk? So, what do you pay as a patient with side 
effects to get a benefit out of the transplant? At the moment the discussion is amongst the 
experts. We don't do it in patients who had less than one and a half to two years of benefit from 
the first autologous transplant because we know that the side effects are just outweighing the 
benefits. In patients who were after the transplant even 10 years, then I would definitely try that 
again because it obviously worked for this patient. Unfortunately we don't know upfront which 
patient will benefit and which will not, which patients, but that is basically our rule of thumb right 
now, if you had more than two years. 
 
We also see if we look back in patients, and that's again only rule of thumb, it's not really 
proven, but we see that the second time that you get out of the transplant is usually about half 
that you get from the first time because the treatment is the same high dose that we use. No 
other drug has really shown to be better. So, the same treatment again, and then we know 
those cells have already survived this first treatment. We still suppress them and have some 
benefit but sometimes it gives us not as much as it gave us the first time. 

Yolanda Brunson-Sarrabo: 
It's funny how our bodies are so unique. It's just so interesting. Everyone's experience is going 
to be so different, where some of these therapies may work for some and some not for the 
others. It's not a cut and dry answer as, “Why did this work for you, but it didn't work for me?” It's 
just very frustrating, right? Because you kind of want everything to work well for everyone, so 
everyone can be well. 

Dr. Hillengass: 
Mmhmm (affirmative) [inaudible 00:43:59]. 

Yolanda Brunson-Sarrabo: 
Okay, so let me move this along. Dr. Hillengass, I think we're going to have you answer some of 
these because it kind of relates to what we were speaking about. Someone wants to know can 
you clarify the benefit of an MRI versus a PET-CT? Do you recommend having both? 

Dr. Hillengass: 
That depends. The difference, a PET-CT is a combination, as the name says, between a PET, a 
positron emission tomography, and a CT, a computed tomography. The PET is working in a way 
that we inject a radioactive sugar, a briefly radioactive sugar. As you know, cancer cells need a 
lot of nutrients, and they take up a lot of sugar. So, what we do, we inject a radioactive sugar 
and then we take a picture with a camera that shows radioactivity, and then we see where the 
sugar went. We see that, for example, the brain always lights up in every patient because the 

https://patientpower.info/experts-discuss-stem-cell-transplants-for-myeloma/
https://patientpower.info/first-line-treatment-options-and-side-effects/


 

 

 

 

 

brain needs a lot of sugar because when we think, and we do that all the time, then we need a 
lot of sugar for our brains. But also, cancer cells take up sugar and they will also light up. So, we 
see where the myeloma sits, and mostly in the skeleton. As I said, it really likes the bone 
marrow. 
 
The CT shows us it's also radiation, but it is a beam of radiation that goes through the body. 
That's how X-ray works. The CT, the beam goes around the body, so 360 degrees and then you 
see basically the body from every angle, and then the computer, that's why it's called computed 
tomography, can build a 3D image out of the body. That's what the CT does. The X-ray beam 
that goes through the body is weakened by the density, depending on the density of a tissue. 
We know bones are very dense, so they weaken the beam very much, and soft tissues or the 
lungs that are filled with air don't read [inaudible 00:45:58] so much. That gives us a different 
intensity in those imaging and the computer calculates that as a grayscale and then we see 
different grayscales. You have to be trained a little but at one point you will see what's going on 
there. You see bones, you see the lung, you see muscles and all of that. So that's the CT. 
 
The MRI is a magnetic resonance imaging. It is based on the fact that a strong magnetic field 
polarizes molecules, water molecules, in the body. Water molecules have kind of a more 
positive and a more negative value there. If you put a strong magnetic field on it, they kind of fill 
up the electrons in them, they fill up with energy, and when you stop this field then they fall back 
and they emit this energy again, and then we can measure this energy. Again, it depends, in 
this case it depends on how much water is in a tissue, and this what we use. These are the 
three types, how you can do imaging in a patient. 
 
The PET shows us the activity, the metabolic activity, meaning how much energy a cancer 
needs and the high energy needing cancer is more aggressive than the cancer that doesn't 
need a lot of energy. That's why we use it to measure disease before and after therapy, 
meaning when we treat the cancer cells die and then we have less uptake. The CT part shows 
us how the bones are. As you know, myeloma has these osteolytic lesions, and we see that 
very well in the CT part of the PET-CT. These are the two things we want to see in PET-CT. 
 
MRI, because it's very sensitive, has a high resolution of the soft tissue and bone marrow is, in a 
wider word sense, also soft tissue. So, where we use MRI is in early stages or in patients who 
are in a deep remission because we have a very high sensitivity, and we see change and we 
see accumulations of myeloma cells even if it's not very many. The PET is much less sensitive. 
It shows us the metabolic activity, so we see how it's better and after therapy, but the MRI we 
usually use early in stages like smoldering myeloma, sometimes even in MGUS, because it 
shows changes even very early and even before the bone has been destroyed. These are the 
areas where we use PET-CT, and MRI. 

Yolanda Brunson-Sarrabo: 
Thank you. Guys, I'm learning so much. I feel like I'm a newbie, which I'm not, but this seems 
like... Okay, so to move this along. Wendy would like to know, she has smoldering multiple 
myeloma and due to high light chain numbers she's going to start treatment soon. Is that typical 
to do that? 

Dr. Hillengass: 
The light chains are, as I mentioned, produced by the myeloma cells and they correlate with the 
tumor burden. Some patients have very, very high light chains and a regular tumor burden, 
others have very low light chains and still a high tumor burden. It's very individually different 
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between patients. Some patients can have high light chains, still not a lot of myeloma, and vice 
versa, but we know that there's a rough correlation with the myeloma. As I said earlier, the 
CRAB criteria. When I started treating myeloma, the CRAB criteria were basically the reason to 
treat. We waited until a myeloma patient has symptoms, meaning bone destruction or anemia or 
anything like that. 
 
At one point we came to the conclusion, why wait until a patient already has holes in the bones? 
We don't wait in a breast cancer patient until they have bone metastasis. So, if we know, as 
Tessa said earlier, we know from a patient by checking their protein levels, we know that 
something is going on there, we go on and detect and we might identify a smoldering myeloma. 
Some patients, and that's still an issue that we are working on in research, some patients with 
smoldering myeloma never develop myeloma. They have a very benign cause of the disease. 
They pass away because of old age. Other patients have a smoldering myeloma, and they are 
just in the development of getting a multiple myeloma. 
 
So what the community of myeloma doctors has done, or researchers has done, is that we 
checked for markers retrospectively. So, we looked, patients who had smoldering and then 
developed myeloma, and then we went back into our databases and looked, "Okay, what was 
different from this patient who progressed compared to a patient who didn't progress into 
myeloma?" We could only do that retrospectively. There are now ongoing studies that do that 
prospectively but the data we are building our current knowledge is retrospective, meaning we 
looked into our databases and we found this. 
 
The light chains are one part, or one factor, that we found high light chains go along with an 
earlier progression into symptomatic disease because we also know these light chains are toxic 
to the kidneys, because they go through the kidneys and then they can harm the kidneys and 
the patient can get kidney failure. I personally don't want to wait until my patient has kidney 
failure. I want to treat them so that they never develop kidney issues. Okay, that's the reason 
why the light chains are a trigger to treat, and only a certain level of light chains. We don't treat 
every patient who just has light chains. 

Yolanda Brunson-Sarrabo: 
Right. Time is leaving us. We're going to ask one more question. I know, guys, you have a lot in 
the chat. I'm going to ask one more and then we have to take a quick break. Someone from 
New Zealand would like to know that they have CyBorD as a frontline treatment. They don't 
see... Oh, God. Cyclophosphamide (Cytoxan) listed anywhere. Is that outdated? 

Dr. Hillengass: 
Me being not from New Zealand but from Germany, we also used a lot of CyBorD. In some 
patients we still use CyBorD. The cyclophosphamide is an old school chemo drug that kills cell 
that are dividing fast. We know it works in myeloma. Let's put it like that, the fancy Americans 
think it's too old to be used in myeloma. No, the problem with those chemo drugs is that on the 
long run they might cause secondary cancers and, of course, we don't want that. 
 
Depending on the access to treatment, at the moment the recommendation is that the RVd that 
we discussed, the Velcade (bortezomib), the revlimid, and the dexamethasone together, they 
seem to work somewhat better than the CyBorD, but CyBorD is still a very good treatment. I 
have a lot of patients who responded very well to this treatment and had a long time after that. 
Based on studies and based on current knowledge, it seems to be that this RVd is a little bit 
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better than the CyBorD, but if you have access to CyBorD it's still a very good myeloma 
treatment. 

Yolanda Brunson-Sarrabo: 
Thank you for that. Let us continue. We're going to pull up another poll and continue with the 
conversation. Now we're going to talk about side effects. What is your primary side effect? Is it 
fatigue, pain, loss of appetite, weight loss, diarrhea or neuropathy? So, while we're waiting for 
the results, as I've said on a couple of these, two of my side effects were high blood pressure 
from one of the medications but one of the medications actually brought me to remission, 
complete remission, however then it's the high blood pressure. Then the other is neuropathy, 
which mine is weird because I only have it in my left thumb. It doesn't bother me every day, just 
maybe once a week maybe. I don't know what that's about but as long as it doesn't bother me 
every day because I know some people deal with it every day and all of that. 
 
Okay, so great. Our results are in, 40% of our audience suffer with fatigue, which is usually the 
case with this disease and so forth in side effects, 27% cope with neuropathy, and you have 
20% who deal with diarrhea issues. And then we have a tie between pain and weight loss at 
7%. We're going to talk a little bit more about side effects. 

Dr. Flores: 
Can I just interrupt, Yolanda? Going back to looking at the panel here, there was a recent large 
poll done in 2020. A majority of people complain about fatigue. It gets better but I would like to 
know the six people, the 40%, how many years you are out because people think that I'm 
undergoing chemo and I have fatigue. This is sort of something that we see in long-term 
survivors, people who are five years out, ten years out. For the long-term survivors who are 
thinking, "Why can't I go back to what I used to do?" Fatigue is a very common complaint, and it 
can be a long-lasting one. I didn't mean to interrupt, I just- 

Yolanda Brunson-Sarrabo: 
No, no. You didn't. You made a great point. 

Dr. Flores: 
Yes, fatigue is a big one. It's not in your head. It is something that's real. 

Yolanda Brunson-Sarrabo: 
I agree, I agree. I think for me one way how I deal with the fatigue is exercise. Hopefully we can 
get to that if we have time. I don't know if we're going to have time. That's how I cope with that. 
Okay, so the highest percentage in the poll was really neuropathy and fatigue. If a patient 
comes to you, which I guess you kind of answered that. I guess in terms of diarrhea, so I'll add 
that even though that was a smaller percentage, how does the patient have an honest 
conversation about that? Because I think a lot of patients may not be too truthful because they 
don't know if their particular side effect is something everyone else is experience, and they may 
not want to speak on that. How would you go about having this conversation with your patient? 
Either one of you can reply. I don't even know at this point. 

Dr. Flores: 
I'll go ahead and answer this one, and then, Dr. Hillengass, you can do it. We ask them, how 
are your bowel movements? How many bowel movements are you having? Is it affecting your 
quality of life? I mean, there are times when a cancer survivor has a lot of diarrheas and then 
we actually recommend having an emergency kit with them, so just in case they don't have 
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control of their bowels. Because diarrhea is a big one, Dr. Hillengass has mentioned that the GI 
tract has a lot of [inaudible 00:57:31]. They have very active cells, so that's why there's a lot of 
issues. We actually ask our patients, how are they eating? Do they have a loss of appetite? Do 
they have constipation, do they have diarrhea? We just ask them. And I say, "Eat a 
marshmallow." That's something that we learned from our survivorship dietician, to eat a 
marshmallow and it actually helps with the diarrhea. 

Yolanda Brunson-Sarrabo: 
Really? 

Dr. Flores: 
Dr. Hillengass, what do you say? 

Dr. Hillengass: 
I have not heard the marshmallow. Thank you, so I learned something about that too, which is I 
think a very good therapeutic intervention on several levels. Yeah, I have to admit sometimes 
we doctors are not great with asking. I think people like Dr. Flores who are specialized in this 
treatment, of all these side effects that oftentimes are not coming up in our discussion. As long 
as my patient is progressing, I'm talking about chemotherapy and I'm talking about transplant, 
and I'm talking about a lot of stuff. I have to admit sometimes I ignore the side effects a little bit. 
I feel very strongly about the fact that my patients have side effects from the treatment because 
I prescribe the treatment, so I feel kind of a little bit guilty that I do that. On the other hand, I 
know that it's treating the myeloma. 
 
I want to make sure that my patients also have a good quality of life, especially when they're in 
a remission and when they hopefully can go back to their life and live their life again, because 
that is one of my major goals. Of course, I want to cure myeloma, but I also want as long as we 
don't cure myeloma, I want to have my patients to have the best quality of life that they can 
have. The neuropathy is a big issue still. We try to be very careful to prevent it because 
preventing is always better than treating. 
 
With the fatigue, I can only echo what you said, Yolanda, that exercise seems to be, and correct 
me if I'm wrong, Tessa, but I think it's at the moment the only scientifically proven treatment of 
fatigue, which is completely counterintuitive because the fatigue tells you, "Please lie on your 
sofa and sleep," and the doctor or the other patient tells you, "Please go out and walk." I mean, 
even I know that for myself, without having cancer. When I'm tired and I have to go up, then 
walking around the block helps me to get awake again, to get fit again. I think those are things 
that we should really take a lot of care for and be very aware of and ask our patients and 
patients should have the courage to tell us. Sometimes we might not have a great answer but 
sometimes we do. 

Yolanda Brunson-Sarrabo: 
I totally agree. It's important to have this relationship of not dealing with this in secret. If you're 
not feeling well, or if you have things on top of the treatment that you're on, it's really important 
not to keep things as a secret. As I say, I'm in remission about three years or so now. It's tough. 
I know a lot of people don't want to be bothered with exercise because you need that energy to 
even go about your plan as to how to exercise. But once you take like 30 minutes or so to get 
up the gusto to do it, it really does help. 
 
Again, you may have certain things you may have to take in account, if you have certain lesions 
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and all of that type of stuff, but I think that's something you should definitely have that 
conversation with the patient, or the patient should have that conversation with their doctor. 
Okay, we'll wrap that up. We have another question. We have two from the audience. I kind of 
want to get these in. Dr. Flores, talk about the treatments to control side effects?  

Dr. Flores: 
A lot of the medications that Dr. Hillengass prescribes does cause a lot of neuropathy. There 
are medications, a lot of you have probably been on it. Lyrica (pregabalin) is one, and then 
Neurontin (gabapentin) is another. Those work to a certain extent. One of the major side effects 
of those two drugs are actually sleepiness. We actually have a large patient population that 
Jens, Dr. Hillengass, sends us and we actually do acupuncture on them. Roswell has an 
acupuncturist on staff, and we use acupuncture to treat their neuropathy. We actually have quite 
a good response. There’re some studies out there that does show that this is not [inaudible 
01:02:26] medicine, and it is actually helpful for neuropathy. 

Yolanda Brunson-Sarrabo: 
Okay, we have another side effect question. Can you explain, Dr. Flores, the side effects of the 
drugs you mentioned earlier used to treat multiple myeloma? 
 
Dr. Flores: 
That's a lot. I mean- 

Yolanda Brunson-Sarrabo: 
Yeah, that's a lot. Just do two. 

Dr. Flores: 
[crosstalk 01:02:48] Yes, say all these things. Of course, I go into that mode of possible long-
term side effects are... I mean, a lot of things that he was talking about, he gives you a lot of 
steroids. Do you not, Dr. Hillengass? Lots and lots of steroids. It's good but it also decreases the 
density of your bone, so we sometimes see a lot of bone fractures. Also, multiple myeloma 
weakens your bone, so there's got to be concerns of osteoporosis, osteopenia, avascular 
necrosis. What are all those things? Those are basically bone loss and bone thinning, and then 
also just sort of deadening of the bone. 
 
And then a big one that we see with steroids is cataracts. That's one of the things that we 
actually recommend, is that if you get high-dose cataracts, you should be going to see your eye 
doctor and making sure that your cataracts are good. Cyclophosphamide, he had mentioned 
secondary cancers. You know AML, CML, that is something that is a concern later on. And then, 
of course, all the immunomodulators. There's a lot of -itises out there. I think Dr. Hillengass is 
probably more familiar of making sure that he's not giving -itises because he's giving them that 
treatment, but there's a lot of inflammation going on. So, whether or not there is thyroiditis or 
heart issues or GI issues. 

Yolanda Brunson-Sarrabo: 
Like I said before, this is a constant communication, which is going to lead into our next point. 
It's not just your oncologist that you have to seek here, you have to look and be mindful of 
what's going on with your vision, because I know a lot of those drugs make your eyes very 
sensitive, which happened to me. Because I remember I used to be in my office, and the lights 
would be so bright and it would be like, "Oh, I need to see the eye doctor because this is so not 
normal." But to have those conversations, to let your other doctors, even your dentists… 

https://patientpower.info/can-older-patients-with-multiple-myeloma-stop-taking-steroids/
https://patientpower.info/strategies-for-managing-bone-pain-in-multiple-myeloma-patients/


 

 

 

 

 

Doctors who you're like, "Oh, they don't need to know you have multiple myeloma." Yes, they 
do, because that way they know how to treat you for certain things. They may not know the 
disease to its entirety, but they know what multiple myeloma is, so they kind of help keep this as 
a safe environment when treating you. So, with that said, how do you as a specialist... And both 
of you can reply to this, how do you communicate with other doctors on your patients' journey? 

Dr. Hillengass: 
What I do is I have a lot of email addresses, which is sometimes difficult because I cannot 
mention the name of the patient. I have to kind of describe, you know this patient you sent me 
last week? So, what I have done, my cellphone number is out there, so a lot of cardiologists, 
nephrologists, or kidney and heart doctors, neurologists, have my phone number. Dentists I call 
when we are talking about bisphosphonates. We have started collaborations with eye doctors 
because especially the belantamab mafodotin has a certain eye toxicity. I try to talk a lot with 
the other colleagues. The problem is I have... this week I had, I think, over 60 patients. So, if I 
call every doctor of all of those 60 patients, that's challenging. So, what I also try to do is 
engage my patients and tell them, "See your cardiologist, see your neurologist, see your primary 
care doctor, because they can help with a lot of things like diarrhea." As Dr. Flores said, 
oftentimes they have good ideas like marshmallows. I really learned something today. Myeloma 
is so complex that it cannot be treated by one single doctor, I think. This past word of 
multidisciplinary or interdisciplinary treatment is very important and we should definitely do that. 
I encourage my patients to see their other specialists as well. 

Dr. Flores: 
There's something here in Buffalo. I didn't realize that there was... I was informed that it was 
going to be sort of regional. There's something called HEALTHeLINK. Our notes, my notes 
particularly, are more of a communication for the primary care doctor. This is why I'm seeing 
you; these are the possible long-term complications. It's a communication to the doctors on the 
outside. It's either a fax to it, but HEALTHeLINK actually allows the doctors to see what we're 
doing at Roswell. They can see the imaging that we've done, the blood work that we've done, 
and they can actually see our notes. 
 
Roswell patients can actually go on their patient portal and look at our notes. If they can't 
remember the discussions that they had with us, they can say, "Give me a second. Let me go 
on my patient portal." So that's actually very empowering for the patients to be able to look at 
the notes, read their notes and say, "This is what we talked with Dr. Flores and Dr. Hillengass." 
And then the doctors can actually look at it on something called HEALTHeLINK, which I know 
that other places have it also. Yes, it's a lot of phone calling. 

Yolanda Brunson-Sarrabo: 
Which is good. I think as a patient you want to hear that. You don't want it to just be a one 
person, because it is a lot of layers. We're going to move this on because we're almost done, 
everyone. We're going to go to our last poll for this evening. Would you like to participate in a 
clinical trial? Yes, no, or you're currently in a clinical trial or you have been in a clinical trial. 
We're going to wait for the replies to that. Briefly, I've never been in a clinical trial but that's 
another hot topic subject in terms of African Americans and not enough of us in clinical trials, 
but we probably won't get into all of that right now. 
 
So, we're waiting for our results. Okay, so we have 53% have participated in a clinical trial, 
which is great, and 29% have been in a clinical trial. But we have 12% who have not, and 6% 
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that are currently in a clinical trial. So that's wonderful. Just as I've told you briefly my thing. 
Okay, who should really think about being in a clinical trial, either doctor, please? 

Dr. Hillengass: 
Maybe I can start this time. I, of course, am biased. I'm a researcher, so I want people in clinical 
trials. The benefits of clinical trials are that you have access to a treatment that you would not 
have otherwise. Another benefit is that it is so well supervised. You get so many checkups, and 
we have such a close eye, and more people have a close eye on you on your side effects, on 
your response. This is double and triple and quadruple checked, which sometimes is very 
painful for the researcher but it's good for the patient because it's several layers of protection in 
the clinical trial. So new treatments, access to new treatments, and also we learn something 
about your disease. We learn something that we can apply in other patients later on. All the 
treatments we do in academic medicine are based on clinical trials that have been done on 
other patients, years and years and years ago. I think there are a lot of reasons. If I were a 
patient, I still think I would do a clinical trial. If my mother would need a treatment, I would 
recommend a clinical trial, because... Not all, of course. I mean, some are not really making 
sense, but most of them. They're so restricted and so protected that I really strongly recommend 
to participate in clinical trials if they're available, because all the standard treatments are still 
available afterwards. Right? A lot of benefits of clinical trials, I would say. 

Yolanda Brunson-Sarrabo: 
Okay. I would like to add how would a patient go about finding out of how to apply for a clinical 
trial? 

Dr. Hillengass: 
Most clinical trials you can be enrolled when your disease is progressing, so when it's active. 
Some clinical trials are done in patients who are in remission. The first step would definitely be 
ask your doctor. The second step is there are patient portals that are summarizing. I think if you 
Google clinical trial myeloma, there will be portals where you can type in your specific kind of 
situation, as we asked earlier. First-line, second-line, in remission, not in remission. And then 
they will come up with clinical trials and you can see which centers offer those clinical trials. Not 
every center can offer every clinical trial but if you're willing to travel you will find a center 
offering a clinical trial for your specific situation. That is nowadays with the internet, it should be 
fairly easy. 

Yolanda Brunson-Sarrabo: 
Okay. Very briefly, because this one is a little technical. Okay, so we can talk very little about 
the upcoming treatments. We spoke a little bit about some of them, but can we speak about 
CAR T, bispecific T-cell engagers, CELMoDs, just very briefly, Dr. Hillengass? 

Dr. Hillengass: 
CELMoDs are a further development of IMiDs. The pomalidomide is developed off of Revlimid, 
and now the CELMoDs are a further development using a similar mechanism of action. They 
seem to be a bit more effective in the clinical trials, so that's exciting. The CAR T-cells I briefly 
mentioned. We take T cells out of the patient, we tweak them, and then the T cells are given 
back, and they attack the cancer cells. The BiTEs are basically the same concept, just so that 
we leave the T cells in the patient, but we engage them, the TE of the BiTE is T cell engager. It 
is basically two antibodies attached to each other, one antibody catches the T cells, the other 
antibody catches the myeloma cell, brings them together and then the T cell kills the myeloma 
cell. 
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Yolanda Brunson-Sarrabo: 
Okay. Someone says, just wrote they were diagnosed in June at the age of 40 and found out by 
breaking a bone. I'm sorry to hear that. Is there any way to test for this earlier once you hit a 
certain age, like through your primary yearly checkup, blood work or something to check out for 
protein, which is similar to my story, but go ahead. 

Dr. Hillengass: 
There are tests but since myeloma is not very common... It hurts me to say that, but 
economically it doesn't make sense to test everyone. Two things I can tell you, there's a study 
called the PROMISE Study out of Dana-Farber in Boston. If you Google PROMISE Study 
myeloma, they are screening healthy individuals that are first degree relatives for free. First 
degree relatives or African Americans because, as you know, they have a slightly higher risk to 
develop myeloma, above the age of... I don't want to lie; I think above the age of 60. If you 
Google PROMISE Study, it's Irene Ghobrial, an outstanding myeloma researcher is doing 
research on that for screening. 
 
And then another anecdotal story. You cannot participate in that because you're not Icelandic, 
because the Icelanders have a study called iStopMM, I Stop Multiple Myeloma. They are 
screening every inhabitant of Iceland, of the country Iceland, above the age of 40. They follow 
them up and we will have this data in hopefully a few years from now if screening really 
prevents myeloma or if it's necessary or not. They even start treating patients very early within a 
huge clinical trial encompassing the whole country. 

Yolanda Brunson-Sarrabo: 
Okay. I would like to add to that person who had that question. I think if you go to your primary 
doctor every year for a checkup, and just ask my doctor, he was on point and paying attention. 
So, if you pay attention to see something looks wacky, that's probably the best thing right there 
because you're catching it early. I just wanted to add that. Okay, we have a couple more 
questions. Wendy has a question, and she wants to know is it bad to take a calcium supplement 
when diagnosed when multiple myeloma? 

Dr. Hillengass: 
In general not. At newly diagnosis when your calcium is potentially high, you should be careful 
with that. If not, when you are in remission or on treatment, calcium is actually recommended 
and even vitamin D, which brings the calcium out of the gut into the blood. Calcium and vitamin 
D are good. They should be combined with bisphosphonates because the bisphosphonates kind 
of help to bring the calcium... or keep the calcium in the bones and not lose it into the 
bloodstream and then out of the body. Calcium, vitamin D, and bisphosphonates. 

Yolanda Brunson-Sarrabo: 
Okay. Has there any been any progress made in tailoring treatments in specific genetic 
abnormalities, such as the lesions in transpositions? I'm going to say, Dr. Hillengass? 

Dr. Hillengass: 
Yeah. To a certain degree, we know that some patients with certain changes, for example the 
translocation 11;14. Those patients respond well to a certain treatment, called venetoclax 
(Venclexta), which is not approved for multiple myeloma but it is approved for other cancers. We 
can apply through the insurance and ask to get this for patients with a certain translocation. It is 
not in general. We know patients who have a high-risk situation. They should be treated more 
aggressively. A patient with standard risk can benefit from a regular treatment, the standard 
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treatment that I discussed earlier. To a certain degree we adjust it not that much. We are not 
where we want to be. There are some developments for the gain of 1q, 1q21, but it's not 
approved yet and we still work on getting more information about that. 

Yolanda Brunson-Sarrabo: 
We're at our time. I want to thank you, Dr. Hillengass, and you, Dr. Flores. Tonight, has been a 
very enlightening… I really loved this interview. Thank you so much. I think our audience would 
agree with me. Thank you both and remember knowledge can be the best medicine of all. 
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