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Andrew Schorr: 
Hello, and greetings from Southern California. I’m Andrew Schorr with Patient Power. Welcome to this Patient 
Empowerment network program. This should be very helpful over the next 90 minutes for all of you living with 
multiple myeloma. And some people, thank God, now have been living a long time. And we’re going to be discussing 
measuring my myeloma with MRD testing, what is my disease state. So, testing has come a long way, and we’re going 
to hear the latest. 

Okay. Are you ready to go? All right. Now, let’s go to Houston, Texas. We have a lot of people to meet. And one of 
them is a physician who is a specialist in multiple myeloma. She is at the MD Anderson Cancer Center in Houston. 
And that’s Dr. Elisabet Manasanch. So, Dr. Manasanch, thank you so much for being with us. She’s going to pop 
herself on there. And thank you so much for being with us. And we’re going to learn a lot more about myeloma 
testing, as we go. Also, I want to have someone else join us from MD Anderson. She’s been on our programs before. 
She’s a nurse practitioner specializing in multiple myeloma.  

And that is Tiffany Richards. Tiffany, welcome to our program. Hi, Tiffany. 

Tiffany Richards:  
Hi.  

Andrew Schorr:  
Okay. And then, of course, on every program, we always have a patient. And some of you in the myeloma community 
have been following Cherie Rineker from Houston, who has been living with myeloma since 2012. 



Not too long ago, nine months ago, had CAR T-cell therapy. But she’s been through so many treatments, and she’s in 
Houston as well. Cherie, welcome to our program. Cherie is going to pop herself—hi, Cherie, welcome back. 

Cherie Rineker:  
Hi, Andrew. It’s great being with you again.  

Andrew Schorr:  
Okay. So, let’s hear a little bit of Cherie’s story because, for any patient going through, you want to know how are you 
doing. And then, we’re going to learn from the doctor and from Tiffany more about MRD testing or testing in general. 
And then, we’ll take your questions, of course. So, first, Cherie, to start with, you were diagnosed back in 2012. And I 
think you were traveling at the time, is that right?  

Cherie Rineker:  
No. I was actually going to school to become a natural esthetician before getting very sick. 

Andrew Schorr:  
In your professional background, I know you’ve been a triathlete. You’ve been a very active woman.  

Cherie Rineker:  
Yes. 

Andrew Schorr:  
And you’ve done a lot of different things. You’ve been a massage therapist but particularly active. So, it started with 
pain in your arm and your side, right?  

Cherie Rineker:  
Pain in my side, pain in my ribs and my sternum, in my back. I was a massage therapist, so I kept self-massaging myself 
with tennis balls that I would lay on trying to find the right spot. And it just would go to different places. It would 
never ease up. It was just slowly getting worse and worse. 

Andrew Schorr:  
And this went on for like six months, you were going through all sorts of problems and fatigue. 

Cherie Rineker:  
Right, right. Yeah. Slowly, the fatigue was getting worse and worse, to the point that my daughter was 6, at the time, 
and I would still pick her up, and I couldn’t do that anymore.  

And I had a hard time climbing up the stairs to my apartment. I ended up having low grade fevers and a lung infection 
that just didn’t want to go away. And I was being tested for all kinds of things. Everything came up negative. This little 
word, cancer, started creeping in my mind. And that’s what it ended up being. 

Andrew Schorr:  
And you have lesions on your bones, right? 

Cherie Rineker:  
They were all over my rib cage, all over my spine and my scalp, on my pelvis, yes. 



Andrew Schorr:  
How old were you, at the time of diagnosis, Cherie? 

Cherie Rineker:  
I was 44 years old. But I really believe that I had some form of myeloma for years, because I remember at 40 feeling 
very fragile, in my bones. And I asked my gynecologist, if I could get a bone density test. And he asked me if I was still 
having regular periods. I said yes, and he said you’re fine, don’t worry about it.  

And I think that maybe they could have found something, at that time, already.  

Andrew Schorr:  
I have a question for Tiffany just while we’re talking about diagnosis. So, Tiffany, she was a pretty young woman. 
Often, we think of people older with myeloma. But really, there is an age range, isn’t there? 

Tiffany Richards:  
There is. Certainly, the median age is about 69 years of age. But we do see patients who are younger being diagnosed 
with myeloma.  

Andrew Schorr:  
Okay. So, Cherie, you had your diagnosis. It’s a shocker. So, since 2012, you’ve been through a whole range of 
treatments. 

Cherie Rineker:  
Yeah. They started out they were going to do surgery on my spine. I had plasmacytomas on T3 and T4, one at one end 
to the spinal canal, so they were worried I was going to be paralyzed. The surgery was too tricky, so they chose for 
radiation. And after that, I moved from Tempe, Arizona to Houston, Texas to be closer to MD Anderson and went 
through nine months of induction chemo, which we changed up I think three or four times.  

And the side effects got worse and worse. So, we went ahead with bone marrow stem cell, my first one, in August 
2013, even though I still had 80 percent of my lung and my bone marrow. And four months later, I chose for a second 
stem cell transplant, which only brought my numbers down to 20 percent. And then, I’ve been on continuous chemo 
through December of 2017, when I told Dr. Lasky I am done with chemo. It was destroying my immune system. And I 
was just very sick. And that’s when I started searching for a CAR-T trial. 

Andrew Schorr:  
Oh, man. So, you’ve been through it. There are some people who have done pretty well with transplant. 

Some people even have had oral therapies or infused therapies. But for you, you kept running through them.  

Cherie Rineker:  
Yes. And I found out later I had translocation (11;14), which is not supposed to be very aggressive myeloma. But Dr. 
Lasky said mine was just very stubborn. And it just didn’t do good with medicine. I would have short responses, and 
then, I would relapse again. And that’s how I went through the 13 different regimens.  

Andrew Schorr:  
And so, you had testing many different times. But the news often came back not so good. 

Cherie Rineker:  
Yeah. Some months, it would go better than others. And I would have a graph, in my bathroom sink, just for positive 



affirmation. And seeing that go down to zero, my first one, I think based on that analogy, I was supposed to be in 
complete remission August of 2013, which, obviously, didn’t happen. 

And it was just so devastating every time to see the numbers go down for a bit and then, creep back up again. And 
going up, Dr. Lasky often said that sometimes happens. But after so many relapses, I knew, as soon as those numbers 
went in the wrong direction that meant I had become refractory, and I had relapsed.  

Andrew Schorr:  
All right. So, just for our audience, CAR T-cell therapy that some people have heard about for this blood related 
cancer and for some others now, too, remains experimental, in some areas. And some lymphoma is approved, but not 
yet in myeloma. But you entered a trial. And, so far, over nine months now, it’s worked out, right?  

Cherie Rineker:  
Yes. I got my CAR T-cells back on March 12. It’s my fourth birthday now, after my birth and two stem cell transplants.  

And I went through a serious cytokine release storm for about a week and then, came out and started feeling better 
than I had in years real quick. And about three weeks later, I had my first complete remission, negative, no Bence 
Jones in my urine, no kappa light chains, ratio good. And then, the first bone marrow biopsy showed complete 
negative. They couldn’t find any myeloma.  

Andrew Schorr:  
And you’re going to go back for another check up soon where we hope that that still goes that way. And I should just 
mention, some people have seen some things we’ve posted along the way, and Cherie has, too, where I was thrilled 
when Cherie sent me a picture. And having been really almost at death’s door, she was out gardening, right, Cherie? 

Cherie Rineker:  
Yes. I do everything now. I’m back to teaching yoga and meditation. I’m doing reflexology again.  

I’m going to the gym, for the last month, trying to get strength in my body and my bones and my muscles. I have 
weened myself off all opioids. So, my medicine cabinet that was just bursting at the seams before, now, just has three 
little things that Valtrex, we, I guess, have to be on indefinitely and a couple of other little things. But, yeah, I feel 
healthier than I did probably one or two years prior to my diagnosis. So, it’s really incredible.  

Andrew Schorr:  
This is maybe the new age of myeloma care, with a much broader range of treatments than we’ve ever had before. 
And for someone like Cherie where so many other treatments that have worked for some of you who are watching 
were not working for her. And Doctor, I’m sure, when you hear this story, that makes you feel great that medical 
science has advanced, in this way. 

Dr. Manasanch:  
Yes. It’s great that we can use our own cells to treat diseases, including cancer. I do think that, of course, these 
therapies are some of the major advances that we’ve had over the last five years. In fact, when the CAR-T cells were 
starting, I was a fellow at the National Institutes of Health. And the first patient that got one of those infusions was a 
patient with, actually, leukemia. And I was on-call that night, and I was called because the patient was getting a 
cytogram release, so I had to send this patient to the ICU. And the patient, subsequently, did all right, but this was 
many years before this was going to be done in myeloma.  



And then, I remember very well, when I left NIH to come here, that was in 2014, one of the days I was leaving, I kind 
of ran into Dr. Korkendorfer who is really the person, the scientist, that has developed this in myeloma with targeting 
the PCMA antigen. 

So, he really should have a lot of credit for this. He’s the one that really started the identification of this target that 
now is used in many other therapies, as well in clinical trials, not just for CAR T-cells. And he kind of was waving to me 
and saying, “You know, I’m going to be starting this PCMA CAR T-cell study here. So, send me some patients.” So, this 
was back in 2014, of course. This therapy seemed to work very well. Unfortunately, most patients still do relapse 
from these therapies. And so, this just means to us that we have to keep fighting to improve these therapies. So, these 
are still first generation of these therapies.  

I think that we can improve on them. And I think there’s a lot of research going on on that.  

Still there are some patients, like Cherie was saying, that are years out and doing well. So, I know that is not like this 
for everybody. But the hope is still there that we can improve on these therapies. 

Andrew Schorr:  
Okay. So, that brings us to testing. So, Tiffany, you’ve been working in myeloma for a number of years. You’ve done a 
lot of programs. The testing keeps getting better, right? But patients are saying to you, “How am I doing, how am I 
doing?” Like Cherie had the picture on the wall of the bathroom charting herself. Tell us about how testing is 
changing and this whole term of minimal residual disease. What does that mean? 

Tiffany Richards:  
Yeah, it’s a good question. So, when I started working here at Anderson 14 years ago, the light chains had recently 
been introduced. And we were starting to incorporate them into our response assessments.  

But, predominantly, we were looking at SPEPs and UPEPs. But, certainly, the light chains would give us an early 
indicator, if a patient was starting to relapse. And then, over time, the response criteria have improved to now that 
we have minimal residual disease. And how I explain it to patients, I’m sure you’ve seen the slide with the iceberg. 
And patients, I think, relate to that. And I explained it to them that we pushed the iceberg far down below the level of 
detection that, with the most testing that we have, we can’t detect the iceberg anymore.  

Andrew Schorr:  
Okay. But that detection of cancer cells has become super sensitive now, right? 

Tiffany Richards:  
Yes. 

Andrew Schorr:  
So, okay, Dr. Manasanch, help us understand how are we assessing MRD? 

So, if you are working with a Pathology Department or whoever, what tests are they doing to determine whether a 
patient has been treated successfully, basically? 

Dr. Manasanch:  
So, we’re very fortunate here at MD Anderson because we have a fantastic flow cytometry lab. And so, we have 
minimal residual disease testing by flow cytometry. And that’s just sending aspirate of bone marrow, so just the blood 
and the aspirate, when you get a bone marrow biopsy done, and sending it for analysis through a special machine that 



really can look very carefully at the markers around the surface of the myeloma cells. And by looking at these 
markers, we can determine whether the plasma cells are normal or abnormal.  

And we can determine how many, in that specimen, are plasma cells and then, how many are normal and how many 
are not normal. And so, if we do find any that are not normal, then, that’s what we call minimal residual disease in a 
patient that has been treated.  

So, if you have multiple myeloma, and you have been treated for multiple myeloma, it is very common to do not just 
the blood studies and the 24 hour urine but also to do a bone marrow biopsy. And when you do the bone marrow 
biopsy, usually, that’s when you take a sample for analysis. Now, that’s what we do here at MD Anderson. Basically, 
we can detect one cell in hundred thousand, which is the sensitivity people are always talking about 10 to minus 4, 10 
to minus 5, 10 to minus 6. So, ours here, with our flow cytometry testing, is 10 to minus 5, which is quite good.  

And it’s probably almost the best that you can get with flow cytometry, in the bone marrow. And so, we get the result 
within a few days. And so, we’re very lucky with that. Now, there is also another technique. There’s a company called 
Adaptive Biotechnologies. And they have a test that is FDA approved. It’s called clonoSEQ. 

And they have different versions. And the most recent one, actually, is quite potent. And they can detect cells one in a 
million. So, I’m not sure, Cherie, if I may ask you, in the test that you had done, did you have the clonoSEQ test done, 
with flow cytometry? 

Cherie Rineker:  
I just emailed my oncologist, the trial oncologist, about that. And he said that I was MRD negative, with the clonoSEQ 
was 10 to the negative 6. 

Andrew Schorr:  
Yeah. Because it’s very difficult to get the 10 to minus 6. So, the level of sensitivity is, basically, how many cells can 
you detect, in a sample of millions of cells, how many can you detect that are abnormal with myeloma. And so, with 
flow cytometry, it’s very difficult to get to one in a million. So, that’s why I suspected that’s probably done with the 
clonoSEQ assay. So, that test, basically, is available. The doctor has to send a sample to that company, Adaptive.  

And then, what I’m not very clear on is how the billing is done. Now, for here at MD Anderson because we already 
have an assay that is set up, it really doesn’t cost extra to patients to do. We really do it through flow cytometry. And 
so, that’s really what we’re doing at MD Anderson right now is flow cytometry minimal residual disease. It works 
pretty well. We know, from many studies, that it is predictive of how long a remission will last, in most patients. 
However, each patient is so different that this is something that, whether, in your particular case, you need minimal 
residual disease or not is something that really has to be addressed with every patient because every patient is a 
little bit different.  

And one of major limitations of minimal residual disease is that it comes from the bone marrow. And the bone 
marrow is a blind biopsy, right. And so, people can have other things in other places, and we don’t see them. 

Now, it seems that, for most patients, it still works pretty well. But if you have a collection of plasma cells somewhere 
else that is not in that specific location where we do the bone marrow, that’s not going to show up. And so, that’s one 
of the limitations of this. And what we try to do with that is you can combine some imaging with the bone marrow 
test. And that even has a better prediction probably. So, you can do like a whole body MRI or a whole body PET CT. 
And then, you can look to see are there any lesions, anything that we’re not looking at the bone marrow.  



But I’m definitely having minimal residual disease negative but one to one million, which is a very good sensitivity, 
after CAR T-cell therapy is excellent. It’s fantastic. 

Andrew Schorr:  
Oh, good. So, you got a second opinion here, Cherie. 

Cherie Rineker:  
And I will say I had the PET scan done as well. 

So, my only concern is because I relapsed so many times and so fast, how durable is this one? Will this one pop back, 
too? So, there’s some fear attached still. 

Dr. Manasanch:  
But that’s so difficult to tell because every patient is so different. Every patient is so different. And this is where it’s 
very easy to take a study and say 50% of these patients did this, 50% did this. But when you have that patient in front 
of you, it’s so hard to predict the individual rates because you mentioned, for example, I your case, all you had was 
this translocation (11;14), which really doesn’t signal this that this is going to happen. But it happened. And so, it’s so 
hard, when patients say how long am I going to live. I don’t think that we can tell. We can say, based on average, for 
your case, maybe this is what could happen.  

But really, no one knows. So, each case is very, very individual.  

It’s very different. You really have to look at all of the things carefully. So, it has to be very careful analysis of each 
case. And so, this is why we run into surprises. But, overall, it is true that, if you have—no matter what type of 
myeloma you have, if you have a complete remission with minimal residual disease negativity that seems to pretend a 
good prognosis, in terms of the time that you stay in remission. And so, that’s important. And that usually translates 
into people living longer, the more you stay in remission. That’s usually how it goes. But, again, that’s a generalization. 
And every patient is very different. So, it’s just hard to do case by case. 

Andrew Schorr:  
And I want to ask Tiffany, so, Tiffany, you have patients come to you for follow-up care. And tests have been ordered 
along the way. And you’re going over the results with them. So, if it were me, and I had this, in my condition, chronic 
lymphocytic leukemia, where Dr. Wierda was also there at MD Anderson said, “You know, you’re not MRD negative.” 

And I was kind of crestfallen. And I said, “What does that mean?” He said, “You’re going to need treatment again 
sometime,” kind of like what the doctor was just saying, “but we don’t know when.” And for me, it was many years, 
actually, for that particular condition. But tell us how you described that because I’m sure you’ve seen people 
disappointed or feeling pretty good. So, how do you manage that, with your patients, Tiffany? 

Tiffany Richards:  
Yeah. I usually try to set expectations, right from the beginning, when a patient first comes in because all patients 
want to have a CR. And they all want to have the deepest remission possible. That being said, I tell them upfront that 
the majority of patients may not get there. But that I have patients who have never achieved a complete remission. 

And they’re living 20 years later. So, I always tell patients that, at the end of the day, we have statistics. And we use 
those to formulate our treatment plans. But they’re their own unique case. And, if you don’t get to that MRD-
negative status that it’s not the end of the world, that it doesn’t mean that all hope is lost and that this is the worst 
thing on earth. So, I try to set that expectation right from the beginning, so that, if they don’t get it, they’re somewhat 
prepared for that, and that they don’t leave feeling super, super disappointed. 



Andrew Schorr:  
I want to remind our audience, if you have a question, and some people, certainly, have sent them in, just send it in to 
myeloma@patientpower.info. Now, Doctor, let me ask you this. So, here’s the thing. You’ve got all of these variables. 
So, it sounds like the testing is one indication. 

But what are the other things you’re looking at? It seems almost like a constellation for you, as a practitioner, to know 
how is somebody doing. Or even, if you’ve had a certain treatment, how is that treatment going. So, tell us what else 
you look at. So, the MRD testing to the 10 to the whatever, 5 or 6, as you can, what else? How do you assess how 
somebody is doing? 

Dr. Manasanch:  
Well, so, the first things that we do is we have what we call our myeloma labs. And the myeloma labs include 
something called electrophoresis. That’s a test that looks at each patient’s individual paraproteins. Those are the 
proteins that the myeloma makes. So, most myelomas, about 80 percent to 85 percent make what we call—they 
make an immunoglobulin. And those immunoglobulins, they actually have two parts. They have a heavy chain and a 
light chain.  

That’s how immunoglobulins are structured. And those immunoglobulins usually fight infections. But the 
immunoglobulin that the myeloma cells make does not fight any infection. In fact, I’m just going to go in there and say 
that we have some exciting research here where we’re going to be looking at whether these paraproteins target in 
myeloma. So, we don’t know what they target. In a healthy patient, an immunoglobulin is supposed to target an 
infection or something that is foreign to us. And, usually, it’s viruses, bacteria, and so on.  

But in myeloma patients, we don’t know. And we’re trying to look into that to see what is going to happen with the 
etiology of myeloma. Now, that’s what we look at in the blood, so those immunoglobins, those paraproteins. About 
10% or 15 percent of patients, they don’t have the heavy chain. So, they have only one part or two parts of the 
structure of immunoglobulin. Instead of having the heavy chain and the light chain, in the immunoglobulin, they just 
have the light chain.  

So, when I say this, it may sound a little complicated, but it’s really very easy. Most myeloma patients, they have an 
immunoglobulin G. So, we look to see how much of the immunoglobulin G is in the blood. Some patients will have 
immunoglobulin A, some will have immunoglobulin M. Maybe one percent of patients will have immunoglobulin E or 
an immunoglobulin D as in David. Those are very rare, but we see them. So, that’s usually most patients, myeloma 
express some of those. So, that’s a nice way you can correlate how much tumor you have, how much myeloma you 
have, by how much of this protein is in the blood.  

Usually, most of the time, you can correlate that pretty well. So, the higher the level is in the bone marrow, the higher 
it is also in the blood. And so, usually, with a simple blood test, you can already know a lot about the patient’s 
myeloma, if the levels are very high or not. So, the first thing we look at, again, is this electrophoresis. 

And that tells us how much of those immunoglobulin are in the blood. And then, we have, also, the light chains, which 
are kappa and lambda. So, we look at those. Those are the second part of the immunoglobulin. And, again, about 15 
percent of the patients, they don’t have the heavy chain. They don’t have the immunoglobulin G or D or M. They just 
have the light chain, kappa or lambda. So, patients that have the whole protein, the whole paraprotein, the whole 
immunoglobulin, both the heavy part and the light chain part, we look at that through electrophoresis. And that’s 
very useful. And that’s how we determine the response.  



So, you have the patient that has an immunoglobulin G kappa myeloma, that’s what the myeloma is making. And they 
start with a number of four. So, even if that number goes from 4 to 2, that’s a partial response. If it goes from 2 to 0.4, 
that’s a very good partial response.  

And if it goes to 0 that could be a complete remission. So, really, most of what you need to measure like partial 
response, very good partial response, is really just the paraprotein. If you have a light chain myeloma, then, you have 
to look at the light chains in the blood. So, you don’t look so much at this paraprotein and the electrophoresis, but you 
look at the light chains. So, basically, you need, for someone who has the regular myeloma like most people have that 
has both heavy and light chain, you just look at the electrophoresis. And that can tell you a lot already. And that’s just 
one test.  

Then, if you want to know about complete remission, once you reach that zero, then, you have to look at something 
called immunofixation that tells you the type of paraprotein. You have to look at the light chains. Also, you have to 
look at the variations in the light chains in the blood. And you have to look also at the urine. So, usually, that’s what 
we do with each patient. 

So, there’s a lot of tests involved in this. So, the urine, the best test to measure the urine, in myeloma, is still a 24-hour 
urine that measures how much of the Bence Jones protein, which is the myeloma protein in the urine, varies. And 
that can be done quite easily, although it’s a little bit cumbersome for patients. And you look at that. So, only once 
you reach your complete remission, once the numbers in the blood are negative, the numbers in the urine are 
negative, then, usually, that’s when we say, okay, we’re going to do a bone marrow biopsy.  

And then, if the bone marrow biopsy is negative, the bone marrow is normal, then you can do your MRD testing, your 
minimal residual disease testing. And that’s how the levels of remission. However, it gets a little bit tricky because 
you can have a patient that has still some paraprotein in the blood. So, the blood markers are positive. The urine 
markers are positive. And then, you do your bone marrow, and you do your minimal residual disease testing, and that 
is still showing a little bit of the—sorry, that is, basically, negative. 

So, you can have an MRD-negative test. And you can have patients having some paraprotein in their blood. Okay. The 
main explanation for this is because the paraproteins, the IgG kappa mainly, takes a very long time to disappear from 
the blood. So, you may actually be looking at the bone marrow, and you don’t see any myeloma in the bone marrow, 
and that’s actually a good thing. What it likely means, for most patients, is that, with time, what they’re seeing in the 
blood will go away. So, it does seem that the IgG kappa tends to linger in the blood.  

So, if you have patients here that have IgG kappa, and they have a minimal residual disease testing in the bone 
marrow, and that is not normal, and they still have a little bit of their IgG kappa in the blood, then, it is likely that this 
will actually go away with time.  

Whereas, if the MRD testing is positive, it is a little bit more difficult. So, it can give you chances. But, basically, there 
are a lot of tests that we use. 

Andrew Schorr:  
Wow. So, I want to say, first of all, thank you for that because ladies and gentlemen watching are living with myeloma. 
Now, you hear how complicated this is to really understand, maybe not for Dr. Manasanch, but for some, particularly 
community oncologists around the country, around the world, to really help you get a clear picture of what’s going on 
with you. And this whole thing about lingering of some of these paraproteins where you’ve had an MRD negative 
test, I’d say, oh, I have an MRD-negative test. And then, if this other one came up, I’d say, oh, my God, could you 
explain the linger. And it’s maybe not such a big deal, right? 



Dr. Manasanch:  
It doesn’t have to be a big deal. And, usually, it still is a good thing, if you have still a little bit of protein in the blood 
and they myeloma. 

And then, the bone marrow is normal, and the flow MRD or the clonoSEQ is negative that usually, probably, means 
that it’s just taking you a little bit longer to clear that protein from the blood. 

Andrew Schorr:  
Wow. So, Tiffany, the doctor rattled off a whole bunch of testing and light chain, heavy, light. If somebody is 
diagnosed with myeloma, and I’m sure this—Cherie, you’ve sort of gone to school learning this, over the years, but it 
is overwhelming to try to understand this. Obviously, you have to have a healthcare team you trust. How do you help 
people through this? Because they want to know how am I doing.  

Tiffany Richards:  
Right. That’s a good question. I think you’re looking at your patient in front of you. So, you’re going to tell them what 
they need to know, what our goal for them is. So, if they don’t have light chain—if they have a regular myeloma, you’re 
going to talk about their M protein and what we want to see their M protein go to. 

And so, you’re not having to like go through everything all at the same time. Usually, the physician I work with will 
explain the iceberg discussion to the patient, at their initial visit. But, obviously, there’s a lot of information that’s 
given to patients, at that point in time. And so, you’re really just trying to take it—I try and take one step at a time, 
with patients because I find that they get very overwhelmed with information overload. And so, trying to break down 
that information, I think, is useful for patients, rather than giving it to them all at one time and just reiterating to 
them, at each visit. 

Andrew Schorr:  
Good, thanks. So, Dr. Manasanch, what do you tell patients? So, again, you’ve said, well, we’re going to do this test, or 
we’re looking at these proteins or light chains. How do you help people work with you to have confidence that maybe 
things are working? 

Dr. Manasanch:  
Well, I know it seems complicated, but it’s really very easy. The way we have our results, at MD Anderson, is it comes 
through the paper sheet that has all of the results there very clearly. And you can really point out, okay, this is your 
result. This is the number. This is your starting point. So, I just say this is your starting point. This is your number. 
Now, we want this number to go to normal. For the M protein or paraprotein, the normal number is 0. So, we would 
like the number to go to 0. That’s what we would like. Now, not everybody goes there. What does it mean? Well, for 
some patients, even if they don’t get there, it doesn’t matter.  

They still do really well. For some patients, they don’t. Do I know, when I look at the patient? I cannot know. So, then, I 
don’t think that it’s very important because I pay a lot of attention to the things that I know that will impact. 

So, whereas it is true that, for most patients, it is better for these M protein or these paraprotein to go to 0, there are 
some patients, as Tiffany said, that it never goes to 0, and they’re still doing great. And they don’t need anymore 
treatment. Some of them, they have the same number, zero point something, for years without treatment. So, it’s 
very difficult to say. So, I think it’s very important. The way I explain it is that we want this number to go to 0 if 
possible. If it doesn’t go to 0, then, we’ll talk about what to do, at that time, and whether we need to do something for 
your case or not because everybody is different.  



And the people that have light chain disease, which is measured through the light chain test, then, I just go and say, 
okay, this is the light chain. This is what you have. We want this number to go to normal. Normal is around 10 to 20, 
something like that. We want this number, which is the ratio, to go to around 1, 1, 2, 3, something like that. And that’s 
our goal. That’s what we’re going to try to accomplish. 

And then, when this number—I don’t go and explain all of this and MRD in the first visit because it’s too much. It’s just 
a lot. And patients with myeloma, they become your friends because the come to see you really every month. You see 
them all of the time. So, you have so many opportunities to talk about those things in follow ups that I just say the 
goal is to get you better, get those numbers reduced. And then, we’ll go and see from there. And then, in subsequent 
visits, then, we discuss, okay, well, guess what. This number is close to 0. Or we’ve done already a few months of 
treatment.  

How about we do a bone marrow biopsy, and we look at minimal residual disease. And then, I discuss that. So, that’s 
usually how I do it. We break it down a little bit. And I don’t go into so much detail. But the patients always have all of 
their results. I usually give all of the results to my patients, so they can process them.  

They can look at them. They can become familiarized with them. I think it’s very important for patients to know what 
they’re looking at, what results they need to be aware of. And so, I certainly point to that probably at every single 
visit for every patient. 

Andrew Schorr:  
Okay. Cherie, what were some of the test results that you were following closely for you to feel how you were doing? 

Cherie Rineker:  
So, for me, I never had an M spike. And so, I guess that means I didn’t have the heavy light chain. Did I get that 
correct? 

Dr. Manasanch:  
Yes, that is correct.  

Cherie Rineker:  
Okay. So, I never had an M spike. I believe my kappa light chain started out in the tens of thousands like 17,000, and 
my Bence Jones was around 8,000. And so, I was very afraid of chemo. I did my first month of lenalidomie (Revlimid), 
dexamethasone (Decadron) and bortezomib (Velcade). And my kappa light chain, actually, went up, after the first 
month. But we had a little accident at MD Anderson. 

I had not put the lid good on the 24-hour urine. And my husband picked it up, and half of it ended up in his shoe, which 
got him very upset. But when we went to Dr. Lasky the next time, Dr. Lasky kind of gave me a high five on the Bence 
Jones. He said, “I don’t understand because your kappa light chain had jumped like 1,000.” He said, “But your Bence 
Jones went in half.” And I was very out of it. I was on a lot of medicine, at that time. And as an afterthought, I said, 
“Well, we did lose half the bottle of urine.” I told him the story. And I remember the look on his face went from, okay, 
this is a good thing to concern.  

And looking back that little accident actually probably saved my life because being a holistic practitioner and being so 
afraid of chemo, probably had I known that both of the numbers had gone up, I probably would have said I’m not 
doing this anymore. 

See, I’m right, and chemo is not good, and we’re going to stop it. So, the next month, the numbers slowly started 
coming down. They didn’t do a bone marrow biopsy for me. Well, they did one, and it was inconclusive. And then, they 



did another one, nine months later, before my stem cell transplant, which then showed 80 percent in the bone 
marrow. And I had asked Dr. Lasky what is a good way to go into the stem cell transplant. And he said, “We like 
patients to be between 0 and 5 percent.” So, needless to say, when I heard 80, I was pretty… 

Andrew Schorr:  
…you had quite a journey. So, we’re going to take some questions, in just a minute. Caroline has already sent one. 
Caroline, stand by and send them to myeloma@patientpower.info. So, Tiffany, some of the testing is to see what 
subtype of myeloma you have. Dr. Manasanch was talking about that. 

Do you have this type of myeloma or that type of myeloma. So, some of the testing is related to that. So, is that sort of 
step one is to see what’s your myeloma and how do we measure that? Is that where you sort of start? 

Tiffany Richards:  
Well, when you’re looking at an M protein, you do have to know what type of myeloma that they have. And a lot of 
patients, particularly patients who are active on blogs and support groups and stuff, always want to know what type 
of myeloma do I have. And so, the immunofixation will tell us what type of protein is being produced. So, whether it’s 
an IgA kappa or an IgG kappa, or in the case of a urine protein electrophoresis, it will tell us if it’s a kappa or a lambda. 
And then, we look at the M protein as well.  

And I wouldn’t say there’s a Step 1 that we look at and then a step two because I think, when you’ve been doing this 
for so long, it’s more fluid than that.  

But that’s what patients want to know is what type of myeloma do I have.  

Andrew Schorr:  
Okay. And then, just to be clear about the MRD testing, which becomes more and more sensitive, is that really kind of 
later in the process to do the MRD test? Where does it fit in? 

Tiffany Richards:  
Yeah. So, usually, the MRD testing is not going to happen, until the patient is in a good remission. And so, generally, if 
the patient has achieved a complete remission, or if they have a small amount of residual protein, then, you may 
consider doing it. It really depends on the patient situation and where they are, in their journey.  

Andrew Schorr:  
Okay. What about do it more than once? Do you get a remission, but then, later somebody comes out of remission? 
And later, would you do it again? 

Tiffany Richards:  
Generally, for a patient who is not on a clinical trial, at this point in time, we may recheck it.  

But for the physician I work with, we, generally, won’t recheck it because, at this point in time, it’s not like we would 
change—so, if a patient is on maintenance, lenalidomide, for example, and they achieved an MRD negative, and now, 
they’re MRD positive, but everything else is still looking okay, their numbers aren’t changing, we wouldn’t 
necessarily change treatment, at that point. And so, it’s really going to be patient dependent. Sometimes, you’ll get 
them once a year, but, again, we don’t necessarily change treatment because a patient went from an MRD negative 
status to an MRD positive status.  

Andrew Schorr:  
Okay. Doctor, do you have a comment about that, about how often do do MRD or when? 



Dr. Manasanch:  
Right now, if you are on a clinical trial, the clinical trial, basically, tells you when you’re going to test for this. If you’re 
not on a clinical trial, I’ll tell you when I do it. And I think also, a lot of physicians do it at MD Anderson, which is 
usually before our stem cell collection. 

So, newly diagnosed patients, they come in. Okay, yes, we confirm this is myeloma. This needs to be treated. They get 
treated. The response rate for the treatment of multiple myeloma right now, with the therapist that we use at MD 
Anderson, the response rate is 100 percent. So, basically, everyone, maybe 1 patient in 300 doesn’t respond. So, we 
can say response rate is 100 percent. So, all of them are going to respond or almost all of them. And then, we get 
ready. Most of the times, most patients actually, in our center, about 80% of newly diagnosed patients choose to do 
an upfront autologous stem cell transplant, which means that they need their cells collected.  

And they proceed to get high-dose melphalan (Alkeran), which is the medication that is given with that transplant 
process. And so, we check the bone marrow to make sure that, actually, we’re not going to pick up a lot of bad cells 
with the stem cells. 

We check the bone marrow because we also want to have a good response, whatever response you have, usually, 
before a transplant. The marrow transplant outcome, again, for most patients, but generalizations do not apply so 
well to individual patients and their cases. So, every patient is different. But, usually, we check the bone marrow 
biopsy, before we do the stem cell collection. And then, the bone marrow biopsy, after treatment, usually includes a 
minimal residual disease testing. So, that’s definitely something that we kind of consent to do at MD Anderson.  

After that, it really is physician dependent. And it’s also patient dependent. So, all of us have a patient who wants to 
have a bone marrow biopsy every year and have minimal residual disease testing and seeing is it coming out of 
remission or not. Right now, there is no evidence coming from a clinical trial that that’s going to add any benefits.  

So, for example, doing a bone marrow biopsy once a year to see the minimal residual disease, whether it’s positive or 
negative. We don’t have information on that. However, from our experience, I believe that we will be doing this in the 
future. So, patients will get minimal residual disease testing in the future. And that will determine what we do with 
treatment. Why? What Tiffany said. First of all, it’s common sense. It’s a little bit of common sense. But all of the 
studies, all of the evidence that we start having from clinical trials will be showing is that the earlier you know and the 
earlier you do, the patient seems to have better outcomes.  

And that translates to smoldering myeloma, hopefully. So, now, I keep hearing more and more stronger voices about 
maybe treatment of that. So, that’s a big area also in myeloma. Why? 

Because, as Tiffany said, they use the paraproteins, the electrophoresis, the M proteins. And then, they have the light 
chains. And the chains are a little bit more sensitive. So, then, now, we don’t wait. So, the patient has a paraprotein, an 
M protein, of 0.0, and then, we don’t wait for that paraprotein to be 1, if the light chains are high. If a patient has the 
light chains are going up, we treat the patient, if they’re consistently going up. We don’t want for the paraprotein to 
be a certain number. So, I feel like a minimal residual disease would be something similar.  

I feel like patients who will have the minimal residual disease, if they’re minimal residual disease is negative, they will 
have the testing done. And if we see that that starts to change, maybe the frequency of the MRD is increase. So, now, 
instead of doing your minimal residual disease testing every year, now, because it turned from negative to positive, 
now, we’re going to check it again in three months. 

And guess what, if, in three months, that’s also higher, then, maybe you change the treatment, or maybe you start 
treatment. Now, that’s in the future. That’s what we are hoping to achieve, with all of this. And I think that a lot has 



done in the last few years. I believe that the Food and Drug Administration, the FDA, will actually approve minimal 
residual disease as an end point for clinical trials. So, basically, the response how drugs are going to get approved is 
not going to be just, if your remission is longer or if you live longer. But if you get drug A versus drug B, in a clinical 
trial, what is the percentage of patients that are minimal residual disease negative.  

This is going to happen. And so, right now, the use of MRD, I think, has either been limited to when we do our bone 
marrow biopsies in patients after treatment and the significance is prognostic. So, overall, for most patients, if you’re 
MRD negative, it’s better than if you’re MRD positive, again, for most patients. 

And that’s all that we can say right now, today, is prognosis. But in the very near future, I think that we will do things 
like changing treatment. Maybe we’ll do things like stopping treatment. I don’t know. But we have a lot of studies that 
are looking at this right now. And they will report, in the next few years. So, this is where all of this is going. And right 
now, MRD is limited, I think, it prognosis. If you want to know your prognosis. And then, if you’re MRD negative, and 
you have to have it tested every year, you can. There’s nothing against it. What do we do with the information, if it 
turns positive?  

It’s a little bit ahead of the time where we have full answers. But it depends on the patient and the physician a lot.  

Andrew Schorr:  
Okay. This was a very complete answer. So, questions are pouring in. 

So, we’re going to start getting a lot of questions. Just so I understand, so the MRD testing today is only from the 
bone marrow, or can it be done from the peripheral blood, too, doctor? 

Dr. Manasanch:  
That’s a great question. Right now, it’s only from the bone marrow.  

Andrew Schorr:  
Okay. But that may change. 

Dr. Manasanch:  
That may change. We, actually, have a study here at MD Anderson that I hope is going to be starting by the end of the 
year, which is going to be looking at something called the single cell assay, looking at, basically, each myeloma cell in 
the blood and doing very complete analysis, anomic analysis, something called proteomic analysis, looking at how the 
different cells are a little bit different. I think that, in the future, we probably will be able to do a blood test. We are 
not close to it yet. So, I don’t think, as I tell you, MRD, FDA approval for regulatory trials, I think, it will be soon. 

MRD testing, for the treatment decisions, soon, sooner rather than later. Maybe a test in the blood, maybe not so 
soon. So, maybe a few years.  

Andrew Schorr:  
You need a crystal ball. Okay. So, Tiffany, I think we’ve been talking about when MRD testing is typically done or 
when could it be done. And then, so Matt says, “What about the cost?” So, how do you guide people. Where does the 
cost come in, Tiffany? What are the costs of MRD testing? 

Tiffany Richards:  
Yeah. So, I know that Medicare will now pay for MRD testing, but that doesn’t necessarily… 



Andrew Schorr:  
…you said they will pay for it? 

Tiffany Richards:  
Yeah, for the clonoSEQ, they will pay for MRD testing, Medicare will. Whether or not other insurers, I have not heard 
from any of our patients that they’ve had difficulty or that they’ve had denials or that they’ve had to pay out of 
pocket. 

So, I think, by and large, insurers are reimbursing.  

Andrew Schorr:  
Okay. Now, some of these questions, folks, I don’t have myeloma, so I’m not as well versed as some of you, but let’s do 
this. Matthew asked, “If you have M protein 0.1 or 0.2, should you get MRD testing?” And otherwise, you have 
negative numbers. So, Doctor, he’s wondering, with a 0.1 or 0.2, the M protein, should he have MRD testing?  

Dr. Manasanch:  
It depends. So, a patient that has—so, just a generalization. A patient who has very little paraprotein in the blood, 
assuming this I like a regular myeloma, most of the myeloma types that have both the heavy and the light chain. 

And then, you have 0.1 and 0.2. So, the response for these type of patients is usually what we call a very good partial 
response. Why? Because most myeloma patients that have this type of myeloma, the M proteins or paraproteins, 
they’re in the range of 3 or 4 or 5 grams, when they start. So, by the time they reach 0.1 and 0.2, that’s already more 
than a 90 percent decrease. And that’s what we call a valuable partial response. So, if you have a patient—if you’re a 
patient, and you know that your response is a very good partial response, does it make sense to test for minimal 
residual disease for prognosis?  

It makes sense, for what I mentioned. Actually, if we look at the patients who are in very good partial response, and 
we look at MRD positive or negative, the patients who are negative tend to do better, in terms of how long their 
remission will last. So, if you have—you are in very good partial remission, and you want to know if this test if the 
clonoSEQ or if the flow is going to find any myeloma cells or not, if it does not find any myeloma cells, if you do not 
have myeloma cells that the test can find, that’s usually better than if the test finds some for patients in very good 
partial response. 

So, what happens is do you want to test for it in partial response. Well, let’s say it’s not 0.1 or 0.2, the protein is 1.5, it 
can still probably predict. But, at that range, most patients be positive. So, it really starts to make sense, when you 
have very little in the blood, very little protein in the blood, and a very good partial response or very good partial 
remission range or complete remission. That’s when you can actually discern. If you test diagnosis or if you test 
partial remission, most patients will be positive. So, you can test, but it’s going to tell you what you already know. 

It’s positive. So, then, what’s the point. So, for this patient, if it is a very good partial response, if the response is a very 
good partial response, it makes sense to, basically, talk to your doctor and say, okay, is this something that we need to 
do or not. Because it’s only prognosis, it’s really just to know. It’s not going to—it’s probably not going to change. 

Andrew Schorr:  
I think Matthew wants to know, and I’d want to know, too, because you have those very low numbers. I think, to get 
our head on straight, wouldn’t you agree, Cherie, you want to know? 

Cherie Rineker:  
Yeah. Just for peace of mind.  



Andrew Schorr:  
All right. Let’s get to some more questions. So, Valerie wrote in. She said, “If I’m declared MRD negative, is there still a 
need to take maintenance therapy indefinitely?” So, Doctor, do you want to take that one?  

Dr. Manasanch:  
So, the first thing is that my first inclination to that answer is, right now, we’re November 19, 2018.  

So, as of November 19, 2018, today, yes, you have to continue, even if you are MRD negative because being MRD 
negative, all it means is that the test cannot find the cells. But we have a problem in myeloma. We have a big problem 
in myeloma. And in myeloma, we really cannot seem to cure it, for most patients. Which means we cannot get rid of it. 
It’s still there. So, our worry, when patients come out of therapy, especially if they’re doing well with their therapy, 
right, it doesn’t have a lot of side effects, and they want to come off of it just to come off of it or because you’re MRD 
negative, the problem is, okay, what’s going to happen.  

So, I actually had plenty of patients to where complete remissions, MRD negative by our flow cytometry, and I’ve 
taken them off therapy because they’re older patients. And this is relapse because there’s really, it’s the discussion 
because they’re coming, and they’re not doing well. 

They get admitted. They have infections. They are not doing well. So, then, okay, well, everything looks good. Let’s 
give a break. And the myeloma comes back. And then, you treat it again, and it goes into another remission. And then, 
it comes back again. So, being minimal residual disease negative, in relapsed myeloma, you still need to treat it. 

Andrew Schorr:  
Okay. There’s an elephant in the room here, though. Cherie, so with this 10 to the 6, you’re negative. The most 
sensitive test available. You’ve had the leading edge of treatment, CAR T, and yet, you’re hearing the doctor say we 
don’t think we are able to cure myeloma and that it may come back. So, you’re hearing this. What are you thinking? 

Cherie Rineker:  
Well, I belong to a CAR T Facebook group. And, sadly, there are people who have relapsed. 

There are people that have passed since relapse. And I have pretty severe post-traumatic stress syndrome, from 
everything that I’ve gone through from the many relapses. And so, I’ve noticed the further out I get, the worse my 
anxiety is getting actually not being on any treatment. So, hearing this, again, I feel that, at this point, maybe I want to 
go on maintenance. But I think it would disqualify me for the trials. And I want to be part of helping the CAR T 
research. At the same time, I can’t fathom the thought of having to go through another relapse.  

And for me, even though the numbers are really small in the end, the plasmacytoma 9 centimeter, which popped out 
of nowhere, within a month, the cancer was so aggressive. So, would you recommend, doctor, that I should pursue a 
maintenance regimen? 

Andrew Schorr:  
But you’re in the trial though to see how long it lasts though, too. 

Cherie Rineker:  
Yeah. 

Andrew Schorr:  
Well, I think I’m just going to comment on this. First of all, I think Andrew’s question, so this maintenance usually 
applies to newly diagnosed patients, right. But I made my case with relapse because what happens, newly diagnosed 



patients, usually, the therapists we have now are so good. Most of the patients do really well, right. I think that this is 
the main thing of the webinar is patients with myeloma do really well right now. I think this has to be that, most 
patients do, okay? Once the myeloma has come back, and it has come back a few times, it just takes less time to come 
back.  

So, my experience with doing minimal residual disease testing has been that. You can have somebody who has 
relapsed myeloma who is MRD negative. That does not mean that they’re always going to stay like that. But that also 
doesn’t mean it has to com back. I’m just saying that it can be either way. But for maintenance like after transplant or 
maintenance after your initial treatment, when you’re doing just continuous therapy, probably the right thing to do is 
to continue, even if you’re negative, continue that therapy because we really don’t know. 

We don’t have data. There are studies now where, if you are MRD negative, they stop the therapy. And if you’re 
positive, they continue. Right? And, in fact, you’re negative, some patients stop, some continue. So, basically, we’re 
going to see, in the next few years, if you can stop it, if you’re MRD negative, if you can stop the maintenance. But 
right now, there’s no evidence, specifically, for your case, after CAR T. There is no evidence, right now, that starting 
therapy will make it last longer. So, probably , you don’t have to do anything. But for the newly diagnosed patients 
who go on the maintenance, they’re negative.  

Basically, that’s not affecting how we treat. It’s just an information.  

It seems like that’s a very good prognostic factor. But whether we have to stop the maintenance, that’s up in the air. 
And for most patients, I would probably say don’t stop it. Continue it. until we have at least some studies saying that, 
okay, if you’re negative, you can safely stop it. That’s what I would do. I’m just going to play a little bit devil’s advocate. 

Andrew Schorr:  
I would just say that, for me, just listening, there’s an old phrase don’t mess with success. Right now, you’re living your 
life. You’re going to go from—when you’re in a trial, part of the thing with the trial is to understand how long can you 
have this. Here’s a question we got in from Darrell. And, doctor, I think you answered this, but I just want to make 
sure. So, he said he did have a very successful CAR T, and all markers of disease in the bone marrow were zero. PET 
scan analysis, no evidence of rival disease.  

But the M spike, after 90 days, has remained 0.1. Is it possible, and I think he said this, that the M protein just takes a 
little while? 

Dr. Manasanch:  
It’s possible. It’s possible that maybe there are some cells that are making that M protein somewhere. But, again, as 
long as the cells don’t get worse, who cares? If you have an M protein of 0.1, and that’s not making you sick, and it’s 
going to stay 0.1 for 10 years, that’s not going to kill you. An M protein of 0.1, that doesn’t get worse. So, the key here 
is, if you stay there, that’s okay. The problem is, if it goes from 0.1 to 0.2 to 0.4 to 1.0, That’s when we get into trouble. 
If, for some reason, there is the balance of your body or immune system is just letting some cells be there and make a 
little bit of protein, and that’s it, that’s great.  

That’s all you need, to not get into trouble, with the myeloma. 

So, that’s possible, of course. You can have everything negative and a little protein, and the light chain is a little bit 
high. That happens. But it could just be that it’s just lingering a little bit longer. It could be that there are some cells 
making it that are not doing much. It just has to be followed.  



Andrew Schorr:  
Okay. Just to be clear, Darrell asked a follow up question. After CAR T, then, why not start a maintenance treatment, 
even if you’re MRD negative? So, is that what is the protocol for the CAR T? Or what are you doing at MD Anderson? 

Dr. Manasanch:  
Well, that’s a very good question. I think that’s probably like the next generation of studies, with CAR T. So, right 
now, when we design clinical trials, you have to, basically, make an end point, right? So, what’s your goal, when you do 
a study? What do you want to prove? What are you trying to say about this?  

And they do studies with CAR-T cells really mostly have two end points. One is safety. So, make sure that you’re 
going to give the cells. People are not going to die from toxicity. They’re going to actually going to be able to go 
through with this. And then, the second one is how effective is this, so what are the responses? How long does it take 
after a response for the myeloma to come back? So, those are the main things. So, if you do a CAR T, and then, you put 
a therapy right after, it’s very difficult to isolate the effect of the cell therapy. So, you, ideally, want to do a study with 
cell therapy that is just a cell therapy.  

Now, once we have established that this cell therapy is safe, and the CAR Ts are safe, and they are effective, then, the 
next generation of studies is you can add things to it. Usually, we have to build on things. So, you have to have a basis. 
So, right now, there are already studies looking at comparing CAR-T cell to standard therapy. 

So, for like patients that are not just relapsed after 10 lines of therapy, patients that have relapsed a little bit sooner, 
maybe like second lines, first or second relapse. You can get CAR T, or you can get another therapy. And then, 
basically, this is something that has to be studied. There is no data, right now, that I’m aware to do any therapy after 
CAR T cell. So, that’s why people don’t do therapies because we have not gotten to it yet. So, that’s a good question. 
Somebody is probably doing a study right now doing therapy after CAR T cell. But I have not seen any results from 
any studies like that.  

Andrew Schorr:  
Tiffany, here’s a question that came in. This person, they’re anonymous, don’t know if it’s male or female. I’m 55 years 
old, and I’m MRD negative after 1.5 cycles of treatment. My doctor wants to do stem cell collection but possibly not 
yet the transplant. 

Does MD Anderson ever skip the stem cell transplant and just freeze the cells, just wait? 

Tiffany Richards:  
Yeah. Certainly, there are some patients that we do that that, if they are MRD negative that would be a possibility. 
But, again, I think that’s a discussion with your physician because there’s a lot of other factors that come into play, 
such as what are their chromosomes, are they high risk, standard risk, their level of presentation, what the PET looks 
like. And so, it’s really going to be patient dependent.  

Andrew Schorr:  
Okay. doctor, here’s a question, and maybe you can decipher this for me because I’m not that familiar with it. Nicole 
writes in what is your experience with the presence of only oligoclonal bands? Can it ever be a band sign? I’m nine 
months out from stem cell transplant.  

And the M protein went from 0.06 to the bands in the last one. 

Dr. Manasanch:  
So, oligoclonal means that it’s normal. It’s like your normal immunoglobulin. So, that’s usually a good sign. It means 



usually the sign of deep remission. So, that’s a good thing. What that means is you probably have a deep remission, 
which is usually either very good partial remission or a complete remission. And what it means is that you’re normal, 
you’re actually starting to have normal plasma cells in your bone marrow that are actually making normal 
immunoglobulins. And so, the pathologist, when they look at your electrophoresis and your immunofixation, they’re 
seeing that there are normal immunoglobulins.  

And they just say, okay, we see some bands in this test. And these are probably just normal bands. So, that’s a good 
thing to have. 

Andrew Schorr:  
Okay. Tiffany, so, we’ve been talking a lot about CAR T. And I just want to help everybody understand what it is 
because it’s been very much in the discussion of myeloma for people like Cherie who needed lots of treatment. 

How do you explain CAR T to people?  

Tiffany Richards:  
It’s a good question. What I explain to them is that because a lot of patients have already had stem cells, so they’re 
familiar with having their stem cells collected. So, I tell them it’s similar to that, but we’re going to collect your T cells. 
And T cells are a type of white blood cells. And those cells will then be collected and sent to the company where they 
will manipulate the T cells to go after the myeloma cells. And that they will get chemotherapy prior to having their 
stem cells reinfused. And then, their stem cells will be reinfused. So, a lot of patients, they’re pretty familiar with it 
because they’ve all had stem cells.  

So, they get chemo. And then, I’m going to get the stem cells. And so, that’s usually how I explained it. 

I try to keep it pretty simple, for them, because it’s quite a complicated process. 

Andrew Schorr:  
Right, okay. And so, where are we now, Cherie? You went through it. And so, for you, it was kind of the leading edge 
because you, I don’t want to say you failed the treatments, the treatments had failed you. And so, this was really your 
last hope, right? 

Cherie Rineker:  
Yes, it was. The last time I remember going to MD Anderson and talking to my oncologist, and he said, “Well, we can 
now go to four different medicines, instead of the usual three.” And he’d had a couple of patients, and it seemed 
successful. And I just knew my trend. And, at that point, I needed monthly platelet infusions and filgrastim 
(Neupogen) shots constantly. So, it was both the chemo and the cancer were destroying my body. And I had heard 
about CAR T. And I said I’m done with chemo. I want to really pursue the CAR T, which, sadly, at MD Anderson, they 
started it I think a week after I had my cells returned to me. 

So, it’s been a 14 -our flight or $500.00 ticket to… 

Andrew Schorr:  
…there’s an element, as these trials open up. So, I just want to go—first of all, we do have time for a few more 
questions. So, send them to myeloma@patientpower.info. And I mentioned Caroline a long time ago. Caroline, I didn’t 
want you to feel lost. So, let me see if I understand. She says, “How will knowing disease state or using MRD 
measurement technology change treatment plans?” So, Doctor, I just want to understand. So, what do you do with 
the information? So, somebody says what’s the prognosis, is it changing what treatment you use or when, based on 
the MRD results?  



Dr. Manasanch:  
We don’t have any evidence to change treatments. So, these are all questions that need to be answered, in the next 
few years. So, the question of, if you are in complete remission, MRD negative, and then, you get another test done, 
and you go from negative to positive, do we start treatment, if you are not on treatment? If you were on treatment, 
do we switch it? All of those things, and how often do we test for it. We don’t have an answer for those questions. We 
really don’t have a guidance for that. So, it’s really just, when we test for it here, it’s just so because the technology is 
available.  

And we know that it’s prognostic. So, we know that patients that are negative, they seem to do better. So, it’s nice to 
have the information, but there’s not much that we can do with it, right now, except just make someone happy telling 
them this is already negative. But there’s not much that you can do with information. And that’s why Tiffany was 
saying, Dr. Weber, ewe don’t do it, unless—we test after treatment. 

And every time after treatment, we test for it. And if it’s negative, okay, we know that’s the best level of remission 
that we have. But what does it mean, in terms of treatment? We don’t know that. So, a lot of centers don’t even do 
MRD.  

Andrew Schorr:  
Okay. Yeah. So, that’s my next question. So, we have people all over the world watching. So, Cherie has been a patient 
of MD Anderson. She also went over to Nashville. They have a big center there. These are major centers. But a lot of 
people are treated at not such a good place or maybe not even with a hematologist/oncologist who has a big 
myeloma practice. And we’re talking about very sophisticated testing. We’re talking about 10 to the 5, 10 to the 6, 
super sensitive testing. And you’re saying well, what would we do differently? 

So, should people watching, Tiffany? If somebody said to you, I live somewhere else in Texas, but I come to MD 
Anderson—but should the local level, in Lubbock or someplace, should I be lobbying for MRD testing? Tiffany, what 
do you say? I want to get the doctor’s response, too. 

Tiffany Richards:  
That’s a good question. It’s also a hard question because, for me, I always go back to, if you have a test, is it going to 
change what you’re doing? And while MRD status is good to know, I always also go to the flipside. If a patient is told 
they’re MRD positive, how are they going to feel, after that result. And then, if they’re in a community practice where 
they’re seeing an oncologist who maybe doesn’t see a lot of myeloma, and now, you have this patient who feels 
totally deflated because they’re MRD positive. 

They go and they look on the internet. And they see, oh, my gosh, my prognosis is worse. And so, what happens, in 
that scenario? And so, I feel like we shouldn’t leave patients out there who are going to be feeling deflated, without 
being able to pick them back up and give them hope. And if they’re not in a place where that can occur, then, maybe 
it’s better not to do the testing. But, again, I think the patient’s situation and having the patient have that discussion 
with the oncologist is important. But I certain feel like a patient should be able to also have hope, if they do come 
back MRD positive.  

Andrew Schorr:  
Doctor, what do you say? Again, you do MRD testing, at certain points, because—and you’re also doing research with 
your colleagues around the world trying to figure out where does it fit in, and what do you do about it.  

But that’s not always happening, at the community centers. And they’re not doing that research. So, just for our 
worldwide audience now, what do you want to say about MRD testing? And I’ll just say for me, and I think, Cherie, 
you agreed, I want to know, personally. 



Cherie Rineker:  
Yeah. 

Dr. Manasanch:  
Most patients, when given the option, they prefer to know. I think, for patients though, one thing that we try to have 
a community of oncologists and practices. And our own techs actually send their samples here, so we test them here. 
And it just turned out to be something that was logistically not feasible to do. So, we’ve tried to do this, so that people 
that cannot come here, their oncologist can send the samples. And the physicians will be happy to do it. But, in terms 
of our lab, the volume and all of this, it’s just not practical.  

So, this is not something that we could achieve. Now, for the community oncologists, community oncologists, usually, 
they don’t test. They don’t do advanced flow cytometry. So, minimal residual disease testing requires advanced flow 
cytometry, which is like a new generation where you have some machines that can test many cells, at the same time. 
You need to have some software that can do that. You need to have someone who is very experienced. If you don’t 
have a very experienced pathologist reading this test, they’re going to result in tests that are not correct. And that 
could be an issue.  

And so, I think that, if you don’t have the technology to do it, it’s better just not to do it. I think that, when we start 
changing treatment with this, I think that everyone will open up to it more. I think that it’s very good that the FDA has 
approved the clonoSEQ test to test for minimal residual disease because I think that’s easy, so the community 
oncologists can send the samples to Adaptive Biotechnologies. 

And they can test us and give our result back. And now, the advantage of—so, that’s, basically, what I would say to 
these patients. But let me just add something to that. So, basically, if you don’t have it, don’t worry about it. If you 
really want to have it, and your place doesn’t offer it, you have to go somewhere else because, if where you are, they 
don’t have it, it’s better that they don’t do it because it’s complicated to get set up. It’s not easy. But now, if you 
compare flow cytometry to sequencing, so that’s DNA sequencing, DNA sequencing seems to be better.  

And so, this clonoSEQ test, the advantage of this test compared to flow cytometry is that, with this test, you can look 
at different populations of myeloma, within the same patient. So, if you send these tests on diagnosis, they’re going to 
tell you, okay, 80% of the myeloma has this. And then, the rest, 15 percent, looks like this, and 5 percent looks like 
this. 

And it’s going to tell you that. Whereas the flow cytometry doesn’t tell you that. Now, this test can be done, the 
sequencing, can be done on almost any patient. Flow cytometry can be done in every patient. So, some patients may 
not be able to do the sequencing, with the new generation of the sequencing test, the clonoSEQ. Every time, they can 
read more and more patients. But those are the main limitations. The main limitations of flow cytometry is it cannot 
inform you on the biology of the myeloma, in terms of how many different myelomas are there, sub myelomas are 
there in the myeloma.  

So, that test cannot inform you of that. But some patients may not be able to do it. Whereas the flow, you can do it in 
everybody, but it’s not going to tell you about the subpopulations of myeloma. So, those are two tests that are, 
basically, used for right now. 

Andrew Schorr:  
I take away as sort of the common man here a couple of things. 

One is, and we’ve said this on so many of our programs. Cherie, I’m sure you agree. First of all, if you’re living with 
myeloma, I, personally, think you may want to check in or get a second opinion at a major center, whether it’s MD 



Anderson or one of the others. And I like the full work up. The other thing that’s going on is the testing continues to 
advance. So, if I got you right, you’re talking about one person having almost little subsets of myeloma with their own 
blood, right? Not just one myeloma, but different types. So, it would be super sensitive. Then, the question is what 
does it all mean differently now that you know.  

This is like crazy-making. So, it’s kind of like, first of all, have a team that you trust. And recognize, thank God, 
wouldn’t you say, Cherie, that myeloma patients, in your wonderful example, are on a much longer journey now than 
ever before. 

You’re such an example of that. And so, this discussion, you’re kind of flowing with your myeloma. Hopefully, it 
doesn’t come back, but if it does, the testing is going to be more sophisticated. The treatments are going to be more 
tailored.  

Cherie Rineker:  
Yes. If I may say, too, when I was first diagnosed, I found out I had multiple myeloma, which I was told was a tradable 
yet incurable disease, at 44, that’s pretty devastating news. I thought, if I get cancer, you’re going to treat it 
aggressively. I’m going to go bald for six months or a year, and then, my life goes on. That’s what I thought about 
cancer. So, to have something that continues on and on is pretty tough to live with. Hopefully, getting to an older age.  

And for me, the journey has been both physical healing and emotional healing. And physically, I’ve gotten better and 
better through the years, now, thankfully, after CAR T especially. But, emotionally, too, that is a lifelong commitment 
and exercise of trying to stay in the now, trying to stay positive, trying not to have multiple myeloma at the forefront 
of my thoughts, in everything that I do. And I think MRD negative has played a huge role for me because it has given 
me some piece of mind that, even if I’m going to relapse, maybe it will be longer. And, hopefully, I’ll stay in remission 
long enough for another trial to come along for me.  

Andrew Schorr:  
Yeah. Well, we’ll pray for you exactly that. And I hope so. And I know many of the people watching, and I’ve met a lot 
of myeloma patients over the years, I’ve been doing these programs since the mid ‘90s. 

And, certainly, we’ve lost some people. But so many people are doing better. And there was another treatment 
waiting for them. And there are others waiting for approval now or close to approval, as we head towards 2019. So, I 
think learning what’s the right testing, what does it mean, what treatments line up with that, when CAR T, 
understanding the longevity of that, or who does it work for. And I will just put in a plug for a big meeting coming up. 
The American Society of Hematology meeting is here in my home county, San Diego. You’ll probably go, Doctor, 
Tiffany, I’m not sure are you going this year. It would be great to see you.  

And so, these studies we’re talking about, trying to answer these questions, it comes out at meetings like that. And 
there will be a lot of discussion. Who is CAR T right for? What more do we know about MRD testing?  

When do we do it? What do we do differently because of it? Doctor, did I get it right? 

Dr. Manasanch:  
Yes, yes, great.  

Andrew Schorr:  
So, we will be reporting, and my wife Ester and I will be doing some daily wrap ups on the Saturday, Sunday, and 
Monday of ASH. So, if there’s news about that, we’ll be talking about it. But I think here, we’ve given you a good 
baseline of where understanding is. So, as we get close to the end here, Tiffany, so people have been listening for 90 



minutes. We have a couple of hundred people who have been listening and more. How do people get their head on 
straight on where this testing and the range of treatment fits better for them? Tiffany, so just help us.  

Like Cherie was saying, it’s the emotional part of it, with this moving target of myeloma.  

Tiffany Richards:  
I think I would just tell patients have a discussion with your team about if it’s appropriate for you, at this moment, or 
if it would be appropriate, in the future. And I think that all of the different response criteria in MRD, I think it’s one of 
those things that it’s not just going to—they’re not going to be able to really understand it, after just one discussion. I 
think it’s a continual discussion. And so, I would first say let’s just take it one step at a time. Are you in a very good 
partial remission? If you are, then, it would be a time to have that conversation about MRD testing or not.  

If you haven’t gotten to a very good partial remission, let’s just focus on getting you there, rather than looking at the 
whole entire process, all at the same time. 

Andrew Schorr:  
Yeah. It’s a lot. And I think, for the family members, often, not Cherie, and not when I was diagnosed with leukemia at 
45, that for somebody where, if you’re in your 70s or maybe 80s, and you’re dealing with myeloma, you may have an 
adult child or a friend helping you make these decisions. 

And you feel like you’re kind of drinking from the fire hose, as the treatments have become three, four treatments 
together, or CAR T, or tandem transplants, or all of these kinds of things, and then, all of the different tests. And the 
kappa, lambda, and M spike and bands and MRD, it’s a lot to drink in. And you don’t have to feel overwhelmed. How 
have you—Cherie, would you say knowledge is power? Or having the right healthcare team is part of it? How do you 
cope when, thank God, there’s more going on in myeloma than ever before? 

Cherie Rineker:  
Yeah. Knowledge is power, absolutely, a good team that I have at MD Anderson that has been phenomenal, friends’ 
support. 

And knowledge can be a double-edged sword, too. When my last test results came in from MD Anderson, actually, 
last month, I was so scared to open it because having achieved MRD negativity now, I’m so afraid that the next test is 
going to show I don’t and that I’ll fall back in that whole thing again. So, like I said, the mental staying mindful and 
staying positive and just believing in your doctors and your team and knowing that there will be something else on 
the horizon that can prolong our lives. 

Andrew Schorr:  
Yeah. And I will tell you, there is a lot going on. But what you know now is you’ve got the little dog that wants your 
attention. And you’ve got your kids that want your attention. And you’re feeling good today, right?  

Cherie Rineker:  
Oh, absolutely. Absolutely. I’m beyond grateful. I truly believe that, for me, it was a miracle. 

I was in a wheelchair last year, and now, I’m out teaching yoga again, incredible.  

Andrew Schorr:  
Okay. I want to mention that, if you go on the Patient Power site but also on some of you on Facebook groups or 
whatever, Cherie has written a lot about it. Cherie, what’s the name of your book?  



Cherie Rineker:  
I have a book, “A Pilgrimage Without End, How Cancer Healed My Broken Heart.” And that kind of ends at when I, in 
2016, when I started daratumumab (Darzalex). And I thought that was going to be the end, and I was going to be on 
that indefinitely. Since, a lot has happened, obviously. So, I’m working on another book now, “Pilgrimage Towards 
Health, Keeping Hope Alive.” So, I hope sometime in 2019 that will come out. And yeah, now, I’m just advocate and 
activist and take a lot of questions. Never the doctor questions but more the emotional support that I love to give. 

Andrew Schorr:  
And raising money for research. 

Cherie Rineker:  
Yes, I did, for MD Anderson last year, for my 50th birthday, yeah. 

Andrew Schorr:  
Thank you. Well, we’re so glad that things have worked out. So, doctor, just to wrap up then, this MRD testing that 
we’ve talked about a lot, along with the other test, is sort of a moving target, right? As is myeloma treatment 
algorithms, right? 

Dr. Manasanch:  
Moving target, yes.  

Andrew Schorr:  
Yes. So, the idea is that patients have the right team. And like you say, you see some patients every month. And it’s an 
active discussion, right? It’s an iterative discussion. 

Dr. Manasanch:  
Right. 

Andrew Schorr:  
So, put it all together though, Doctor. I always like to end this way. Are you hopeful? Because, in the end, what we 
want to take away as viewers is you’re our barometers. You and Tiffany are our barometers. Knowing what you 
know, and Tiffany, you said you’ve been doing it 14 years now, right? 

Tiffany Richards:  
Yeah, 14. 

Andrew Schorr:  
So, doctor, are you hopeful for those of us who are living with myeloma? 

Dr. Manasanch:  
Yes, of course. I think that—when I started doing multiple myeloma, all of my patients were doing great. So, this was 
like 2010, 2011. And it was on clinical trials at NAH with therapy that, at the time, was only given on clinical trials, 
from the therapy. Everyone was doing great. And I was thinking what is the big deal. Everyone is doing so great. How 
is this even possible? Like people didn’t used to do well. I think that people have to remember, studies coming out at 
2003, the rates of very good partial response and complete remission with therapies, as of 2003, which is 15 years 
ago, was 10 percent.  

And our rate of very good partial response and complete remission right now is, of course, if you do continuous 
therapy for a year, and most people are in very good partial response or complete remission. 



So, you went from 10 percent to most patients having it, so now, we’re doing great. I think that we need to figure out 
why, once we treat it, why it keeps coming back. And I think that’s something that we have not yet figured out yet. 
And there’s a lot of research trying to find out why. I think that patients will continue to do very well, definitely. 
There’s a lot of hope, yeah, definitely. There are so many things that have been going on. There are so many new 
therapies that are working well. And, again, the self-therapies or the CAR, they’re just the first generation. There are 
people who are improving on them.  

They’re adding things to it. And also, what happens if you give it to someone who has had 10 lines of therapy, but if 
you give it to someone without a diagnosis? What’s going to happen?  

We don’t know those things. What if you give it in patients before they develop myeloma? What’s going to happen 
then? Are you curing them? So, yeah, there are so many things that we can do, right? We don’t have enough—we need 
more manpower to do all of it. It’s a lot of work. We have a lot of work here, in our department. We have so many 
things that we want to do. And I think that it’s like the manpower because there’s so much to do. 

Andrew Schorr:  
Or woman power, there you go.  

Dr. Manasanch:  
Or women power, but there is so much to do. 

Andrew Schorr:  
Tiffany, I’m going to let you make the final comment. And that is 14 years there at MD Anderson, right? 

Tiffany Richards:  
Yep. 

Andrew Schorr:  
Working in myeloma. 

Tiffany Richards:  
Yep. 

Andrew Schorr:  
You’ve seen thousands of patients. 

Tiffany Richards:  
Yes. 

Andrew Schorr:  
If somebody comes to you today, obviously, you’ve got to figure out what’s going on. But would you say we can end 
on a hopeful message? 

Tiffany Richards:  
Oh, I definitely.  

So, when I first started 14 years ago, the drugs that were approved that we used—the drugs we had available was 
bortezomib, thalidomide (Thalomid), transplant, Vad, and melphalan. And that was what we had available to us. And 



if you just look at the number of drugs that are now FDA approved for the treatment of myeloma, it’s really 
remarkable how many options that we have. And every day in clinic, it’s funny because we see these patients every 
month. And they really do become like part of your family. And I look, and I’ll be like, oh, my gosh, you came right 
around the same time that I started.  

And I’m like oh, my gosh, that was 14 years ago. Wow. And so, there are most definitely reasons to hopeful. And if the 
next 14 years are like the last 14 years, then, patients will do really, really well. 

Andrew Schorr:  
Okay. Amen. All right. I want to thank everybody with us from Houston, Texas today. 

Cherie Rineker, thank you so much. And all the best to you. Tiffany Richards, thank you. Elisabet Manasanch, thank 
you so much for being with us. We really explained this in detail. Remember, there will be a replay. And there’s a 
survey usually we have afterwards. Stay tuned for what we have coming up from ASH. I want to thank the Patient 
Empowerment Network for pulling all of this together. And I want to thank our financial supporters, Sanofi, Cell 
Gene, and Avi for supporting the myeloma community. I have a cough I get from a leukemia treatment.  

In Carlsbad, California, I’m Andrew Schorr. Thank you for joining us. And remember, knowledge can be the best 
medicine of all.  
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