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Loriana Hernandez-Aldama: Hi, everyone. And thank you so much for joining us. My name is 
Loriana Hernandez-Aldama. And today I am honored and privileged to be your host for this 
installment of our series Answers Now, “Disparities in Multiple Myeloma Care Among Hispanic 
Patients.” Today, we're focusing on two big things that's really been at the forefront of so many 
conversations. One, how access to effective therapies starts at the clinical trial design stage. 
And the other one is barriers, barriers that many Latinos face related to myeloma trials, 
treatment and supportive care. 

Joining us today for this conversation, this very important conversation is Dr. Gurbakhash Kaur, 
medical oncologist, hematologist, assistant professor in the department of internal medicine at 
UT Southwestern. So, she has published a paper last year called “Multiple Myeloma in 
Hispanics: Incidence, Characteristics, Survival, Results of Discovery, and Validation Using Real-
World and Connect MM Registry Data.” So, thank you so much for joining us, Dr. Kaur, but first I
want to tell you a little bit about myself and how I ended up here with Patient Power and also 
hosting this discussion. 

I am a former news anchor, medical reporter as well, who found myself on the other side of 
healthcare when I was diagnosed with a blood cancer, AML leukemia. I spent more than a year 
in the hospital, separated from my then two-year-old son, underwent a bone marrow transplant 
to save my life. And then five years to the day of surviving that, I was diagnosed with breast 
cancer. So now, I am privileged, because I'm a survivor, to be able to use my professional 
experience and my patient experience as a speaker and a host and a patient advocate, to really
amplify the patient voice for everyone, but also for people of color, for Latinos like myself, I've 
been there. I get it. I know the struggle, the suffering. Well, leukemia and multiple myeloma are 
not the same disease. They are blood cancers, both in need of advancements, especially when 
it comes to diversity in clinical trials. So, Dr. Kaur, I am so honored to talk to you, especially as a
patient and also as a host. So, thank you for joining us.

Dr. Kaur: Thank you for having me.

Loriana Hernandez-Aldama: Tell us about this specific study and how it came about.

Dr. Kaur: I trained at Montefiore Medical Center in the Bronx, which serves a very large ethnic 
cohort. There's a large African American as well as a Hispanic patient population. And as I was 
getting interested in pursuing hematologic or blood cancers as my profession, I really was 
interested to see how our patients were doing in terms of their outcomes. Much of the literature 
that I read about at that time highlighted disparities, and it's been a topic more recently because 
we are realizing as a scientific medical community, yes, we are having tremendous amount of 
success in coming up with newer treatments, but are our treatments actually reaching patients? 
Is it affordable by all? 
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So, this was at the back of our minds. And particularly when it came to multiple myeloma, we 
know that particularly, especially about disparities, that the disease is two times more common 
and African Americans get their survival rates lag behind. And when it came to looking up data 
about Hispanics, there wasn't a whole lot, or whatever there was, was done by Dr. Al-Awadi 
from Mayo Clinic, Jacksonville, and had focused on, what is the reason that outcomes lag 
behind for Hispanics in comparison to non-Hispanic whites. And one of them was that there was
underutilization of stem cell transplant. 

And when you delve more into that, there was one paper that was done that basically suggested
that your distance to a stem cell transplant center sort of impacted whether… So, distance plays
a role when you're a rural versus you're urban, if your tertiary centers that do the stem cell 
transplant are in the cities and you're further out. And going through a stem cell transplant 
requires a lot of commitment and time. And whether or not -

Loriana Hernandez-Aldama: And then a caregiver or a spouse to be with you. I know, and I 
don't know how, I would love to hear how it goes with multiple myeloma patients, but I know I 
was at Johns Hopkins, and I needed 100 days of caregivers to undergo my transplant, and to 
find 100 days of caregivers to be adjoined in a building, adjoined to the hospital and go back 
and forth to the outpatient center. We racked up $10,000, $20,000. And I always say, you 
should not have to be connected or have friends with deep pockets to survive cancer. And we 
were privileged that we had friends who were able to donate. But I'm hearing this, and you talk 
about the people who are underserved, how are we going to fix that or help people get to these 
transplant centers and have access to them?

Dr. Kaur: Yes, that just means we... So, you raise very good points actually, that obviously 
having the financial means shouldn't be the barrier in terms of you getting access to the 
standard of care treatment. And this is what prompted us to look at our center, because our 
center, Montefiore Medical Center, is in the heart of Bronx, and it's a bus ride away. So, 
distance over there. Yes, there are other challenges in that area, but distance wasn't a barrier. 
And we wanted to see, how are we doing? Is distance really a barrier in there? And we found 
that when patients have equal access to transplant or to standard of care therapy, they do 
equally well, and the disparities are cut down, actually. And this is not even getting to the point 
of clinical trials, just with standard of care. 

Loriana Hernandez-Aldama: So how are you, because of the proximity of where you worked 
at, the places where -

Dr. Kaur: Yeah, where I worked at, I was a fellow at that point.

Loriana Hernandez-Aldama: And they were able to have easier access because they only 
needed a bus ride per se?

Dr. Kaur: Yes.
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Loriana Hernandez-Aldama: I say only a bus ride, but when you're going through cancer 
treatment, that's exhausting. 

Dr. Kaur: I agree.

Loriana Hernandez-Aldama: It is exhausting. And sometimes it's really hard to even overcome
having to get in the car and get there. 

Dr. Kaur: I agree.

Loriana Hernandez-Aldama: The distance wasn't really an obstacle for you and for those at 
your hospital, but what can other treatment centers do to reduce that barrier? And how can we 
help it translate into the outcomes and survival if we know that is a barrier?

Dr. Kaur: I think having partnerships with local centers certainly help you in enhancing that 
care. If a patient needs to be at a tertiary care center for that initial 15 to 20 days or one month, 
well, that can be done at the tertiary center, but the subsequent care where a patient needs to 
just go for hydration, post-transplant patients, there's a lot of nausea. There's a lot of GI toxicity 
where you're not eating or drinking a lot, so you need to keep on getting fluids. You need to be 
kept an eye on as a patient. So, if we have local partnerships with local oncologists, which is at 
least what we're doing at UT Southwestern, we work very closely with a lot of local oncologists 
throughout north Texas and east Texas, and their patients come here for the things that they 
need to get, but subsequently have local oncologists that they can follow with who can keep an 
eye on them.

Loriana Hernandez-Aldama: So it is important to build those partnerships. And I feel like some
of it comes down to the education, and not just for the patient, but also for the caregiver. I was 
fortunate that my husband had a salary position, but he also had to try to work next to me while I
was in the hospital undergoing this, or we had to start getting a spreadsheet and really 
assigning people weeks, but not everybody can do that. 

Dr. Kaur: I agree. 

Loriana Hernandez-Aldama: What is your message of what other hospitals can do around the 
country to start working on these partnerships? 

Dr. Kaur: I think local partnerships, as you said, matter. I think actually more recently what the 
pandemic has shown us is that Zoom and virtual caregivers have made a difference. There was 
a period of time where we did not allow any visitors to be with our patients, and then being 
connected to their loved ones when they were feeling down made a tremendous amount of 
impact in how they felt. I think even if somebody can't physically be with you in the center, in the
hospital, then Zoom and these features can help. But obviously educating, when somebody 
goes through a pre-transplant process, we have transplant coordinators who sort of walk the 
patient, but as well as walk the family through what entails, what do you need to watch out for? 
So, I think education plays a big role and messaging.
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Loriana Hernandez-Aldama: Messaging is very important. Funding and financial help for the 
patient is very important, and for the caregiver. I couldn't believe it for me to bring my sister in to
donate her bone marrow cost us the $785 plane ticket. And I go, where is the help? We're 
already going broke and we're just getting started. So hopefully there are partnerships when we 
talk about transportation with Uber or Lyft or other companies that can help out and other 
locations where patients can go.

Moving on, and we can get back to what we were talking, to translating to outcomes and 
survivals, but moving on to clinical trial participation and how we can help close those gaps. I 
say over and over that I hope that this is not just a moment, but really a movement, because we 
have known for years, that health disparities in clinical trials is a problem. But finally, we're being
heard.

Dr. Kaur: Yes. And I think you're hitting the court at what I feel at my heart. We have 
highlighted, as you said, “Oh, we have disparities.” Well, we already know we have disparities, 
but what are we going to do about it? And I think that's what you're alluding to. Is it going to be a
Lymphoma & Leukemia Society grant? Is it going to be right to patients? Is there going to be 
meals provided to patient families? How are we going to increase clinical trial enrollment? And I 
think consent in a language the patient can understand. Some clinical trials when they know that
they serve an area where there is a Hispanic population already have consents in Spanish 
which makes a big difference. But imagine having a patient who needs to go on a clinical trial in 
the next one week, if your consent is not ready, well, you're not going to get that patient on a 
clinical trial. So, I think understanding culturally what's needed is equally important.

Loriana Hernandez-Aldama: Absolutely. And you hit on so many points that I want to get to, 
and one of them is the messaging. And I would say that, yes, we need to talk about the trust, 
and we'll get to that in just a moment. But we also need to talk about how we can translate what 
we're doing into the messaging, where people can understand. And not just translate to 
Spanish, which that would be helpful, but also translate in a patient-centric way the patients 
understand. I can't tell you how many times, and I would say to my husband, look, I'm an Emmy 
Award-winning journalist, I'm well-educated, and I have no idea what that researcher just asked 
me when they walked in the room. Yes, I'm under the influence of a lot of medications and I'm 
also panicked with my prognosis and there's so much going on, you're sick and throwing up and
you name it.

So that also presented a problem for me to understand, but I kept saying, first of all, I can't read 
the fine print because I can't see the fine print because my eyes are burning. Second of all, I 
don't understand. So, I perhaps, because I see things in video kept saying, where is a video that
someone could tell me what this trial is about, that I could share it with my husband who's at 
work. I could share with another caregiver, someone who maybe is of sound mind and more 
educated than me. And then I think about, what about those who aren't as educated. 
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Dr. Kaur: I agree.

Loriana Hernandez-Aldama: What are your thoughts on that?

Dr. Kaur: No, I think you make a very good point. I think putting clinical trials or content, medical
content, in the language that the patient can understand is important. In fact, when a patient 
comes to see me, I spend 40 minutes with them. When my first visit, when I explained what 
multiple myeloma is or what treatments, I simplify it. And I try not to use medical jargon because
it's overwhelming. I also advise that there's a lot of resources on the internet that are very good, 
that are informative and can even do a better job than me. Dr. Google isn't one of them, but you 
have to go to credible sources. You have to go to sources like the MMRF (Multiple Myeloma 
Research Foundation). You have to go to Leukemia & Lymphoma Society. You have to go to 
Myeloma Hub. These are three or four resources that are out there that actually do a very good 
job of, at least some of them I know, obviously your platform is a great platform as well, to 
inform people about, what are the challenges, what the treatment entails. So, we're very 
fortunate in today's day and age that we have these resources. I can't imagine what it was even 
20 years ago or before that.

Loriana Hernandez-Aldama: Like you were talking about earlier, if there was one silver lining, 
there's a lot of downsides about COVID, especially that you can't be sitting with your loved one. 
However, if there was a silver lining, is that we do have more of a digital platform availability 
where patients can perhaps FaceTime or Zoom with the doctor, because it's so important for 
people to understand what they're signing up for, and why should they sign up. I often say for 
researchers, research system is designed to get the patients that gets… That participants tend 
to be easy to contact and easy to enroll. And those are the people that they tend to get, which 
tend not to be the people who are underserved. 

Dr. Kaur: I agree. 

Loriana Hernandez-Aldama: I've turned down so many, just within the past year, clinical trials, 
and I'm Latina. And I want to help the problem, but I would say you just told me about it now in 
the middle of my doctor appointment, and I have a sitter that needs to go home, who's going to 
watch my son. I've gone to appointments. And I said, if I have a choice of someone to drive me, 
so I can take a pain med when I'm there for my treatment, or someone to watch my son, I'm 
going to choose someone to watch my son, but there needs to be childcare help, transportation 
help, more funding.

Dr. Kaur: I agree. I agree. 

Loriana Hernandez-Aldama: Something I've addressed on a number of panels that I've been 
on is trust is a big issue, but I hope that as we have this conversation, that it does not become a 
crutch. Like, well, we couldn't get that patient, they just don't trust us. We have to have the 
money in the trials to be able to help the patients. We can't go back to the way of developing 
these trials and not put the funding there to have all the other things we're discovering we need. 
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Dr. Kaur: Exactly. I think you hit on a very good point. And also, I think the clinical trial design 
itself, they need to be practical. The patient can't be, obviously with every therapy, the type of 
drug or therapy that's being used in clinical trial dictates sort of the follow-up that you get. Some 
of them you have to be hospitalized, particularly CAR T, but others can be done in the 
outpatient setting. Well, if they're being done in the outpatient setting, that's a little bit more 
patient friendly. They can't be in there the whole week in and out, because that affects their 
quality of life as well. So, I think there needs to be a practical approach to clinical trial design as 
well.

Loriana Hernandez-Aldama: What would you suggest they do to the trial design differently if 
you had a magic wand? 

Dr. Kaur: I think I just alluded to those things, but obviously I'm just simplifying it, but it's a lot 
more nuanced than that, because the pharmacokinetics and pharmacodynamics of the drug 
actually to me impact how the drug gets administered. So, it's very nuanced, but it's something 
we can keep in the back of our minds that we need to make this trial more patient friendly, or if 
they're getting labs three times a week, can that be condensed and things like that.

Loriana Hernandez-Aldama: And then there's also talk about the protocols that are restricted, 
but sometimes, there is now a push to relax or broaden the criteria. And for those watching, 
there's always been talk about, well, perhaps the reason we don't have people of color or as 
many people of color in our trials is because they may have, Latinos we know have a higher 
incidence of, and African Americans, a higher incidence of obesity, diabetes, hypertension. And 
that tends to be the criteria that excludes people in the trials. So now, what do you make of it? I 
read that the FDA and others are pushing to say, “Hey, we need to broaden the criteria.”

Dr. Kaur: Yeah. I would say, not necessarily it's the diabetes and the hypertension, but then 
obviously those are comorbidities that may make it challenging for the patient to go through a 
trial. So, somebody, but particularly renal failure. When it comes to multiple myeloma, 
sometimes patients come to the hospital when they first get diagnosed in kidney failure because
of their myeloma burden on their kidneys have taken a toll. And those patients get excluded 
from clinical trials. If you have a little bit of liver disease you get excluded. I think that's what 
we're alluding to, sort of how relaxed do you have to be in terms of those?

Loriana Hernandez-Aldama: Take me back more to your research and some of your findings. 
Was there anything, I know you had mentioned with the diversity in clinical trials that we've been
working on this for a long time, but was there something that was your “Aha” moment, like we 
found something that we really need to shout from the mountaintop?

Dr. Kaur: Yeah, I think overall in general, our study was one of the first comprehensive studies 
looking at Hispanics and multiple myeloma. There's a lot of literature out there addressing other 
things, but particularly Hispanics and multiple myeloma. One thing we found was that Hispanics 
are younger at diagnosis, and Hispanics do equally well, if not better than Blacks, as well as 
non-Hispanic whites. We expect it consistent with what we're seeing in the national databases 
based on SEER analysis. We expected them to do worse. So that was a new revelation.
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Additionally, we found that Hispanics presented to the hospital with a slightly more aggressive 
disease, which means that they had more incidences of higher kidney function or poor kidney 
function, or they have a higher LVH level that basically signals tumor turnover. But despite that, 
they did well and had access to stem cell transplant. They also, and interestingly non-Hispanic 
whites did still get triplet therapy. So, in multiple myeloma, you start out by giving triplet therapy. 
That's a standard of care. You do a PI, which is bortezomib (Velcade) generally, you do an 
IMiD, which is lenalidomide (Revlimid) plus dexamethasone (Decadron). 

So, this combination of drugs is usually the typical standard of care that we give out, but we 
noticed that even though non-Hispanic whites were older, they still got access to triplet therapy. 
Whereas Hispanics who were the younger group were more sick at the time of diagnosis, only 
still got doublic therapy, which means they only got either Revlimid and dexamethasone or 
Velcade and dexamethasone. And a lot of this, there's a lot of nuances to that. It could be 
insurance status. It takes time to get approval for lenalidomide initially. Your kidney function can 
impact the dosage of what medication to give. That was another revelation that we had.

Loriana Hernandez-Aldama: So you're saying that Hispanics are getting diagnosed with 
multiple myeloma at younger age and more aggressive. So, they're further along?

Dr. Kaur: Yes. Yes. And that could be the fact that if they seek out medical attention later.

Loriana Hernandez-Aldama: Wow. I know during COVID, this was pre-COVID when you did 
the study?

Dr. Kaur: Yeah. This basically study looks at Montefiore database from probably the mid 2000s 
all the way up until 2017. This is pre-COVID.

Loriana Hernandez-Aldama: During COVID, there was a lot of talk about people delaying their 
screenings and tests. So, you're saying that even with the Latino community, prior to COVID, is 
this just an overall issue within the Latino community of maybe seeking treatment later or not 
getting screenings that perhaps this is not just for multiple myeloma?

Dr. Kaur: I think it could be. If you don't have access to healthcare in general, then you're not 
going to go and see a doctor for your issues. You only present to the ER when your symptoms 
are sort of unbearable. And we've seen that in New York, because there's obviously Medicaid 
expansion and that's sort of helped. I think patients are seeking care earlier probably now, but 
we did see that. It could have been just that they came to the hospital later, or they saw the 
doctor later when their symptoms were progressive enough to cause them symptoms.

Loriana Hernandez-Aldama: Can you tell me; I know we're talking about the clinical trial and 
the amazing research that you and your team did. Tell me more about multiple myeloma. If 
somebody is watching and they're thinking, well, what are these warning signs? A lot of times 
when I talk, I say, we have to listen to the warning signs. I ignored my own warning signs and 
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showed up at a later stage with my AML leukemia. What warning signs should people be 
looking out?

Dr. Kaur: I'll just talk briefly about what multiple myeloma is. Multiple myeloma is a cancer of 
the bone marrow. The cells that are affected are called plasma cells. They make antibodies. 
Now, all of us make antibodies. It's a part of our immune system, but in multiple myeloma, the 
immune system is slightly dysfunctional, and you make too much of one kind of protein, and the 
downstream effects of too much access to one type of protein, monoclonal, that's where this 
word comes up. One clone making too much of one kind of protein, or there's too many of these
abnormal plasma cells lead to complications. One of them is that if the bone marrow gets 
overburdened by these plasma cells, too many of these abnormal plasma cells, you can get 
anemia. So, you get short of breath. You get symptoms from anemia of having a low 
hemoglobin.

The abnormal protein has two components. Well, if there's too much excess protein that the 
kidneys can't filter, well, then they're going to clog up the filter, which is the kidney. So, you can 
get kidney dysfunction. You can also get the abnormal cells also affect the bone structure, and 
you can sort of get holes in your bone and the bones become predisposed to fracture. 
Sometimes people have, oh, I have hip pain for this much time, and I've just been taking 
ibuprofen or Advil or Tylenol, and it didn't get better. And they come to the hospital and then we 
find out them having these lesions. 

So those are the initial symptoms, but it's a variable presentation. Some people may just 
present with the kidney symptoms where they notice they're not making as much urine. Other 
people may just have the bony involvement. So, it's variable in how you present. There is a 
precursor condition to this called MGUS, monoclonal gammopathy of unknown significance. 
And that usually can get picked up on your routine blood work. Usually, your primary care 
physician notices something abnormal in your blood work and refers you to a hematologist. 
MGUS just needs to be monitored.

Loriana Hernandez-Aldama: So to interrupt, because I'm taking notes. And for people 
watching, I often say a CBC, if you can get to a doctor and get a CBC on a regular basis, is this 
something you would recommend? For anybody watching, we're talking about the Hispanic 
population who may not have, not everyone may have access to care or may not go frequent 
enough. Is this something you'd recommend, the MGUS you were talking about?

Dr. Kaur: So MGUS it's not just picked up from the CBC, it's picked up, you have a complete 
metabolic profile where you get looked at your kidney function, and then there's a test called 
total protein. I think the myeloma is not prevalent enough that everybody should start getting 
worried and start getting CBCs. That would be unreasonable advice from my end. But I think 
listening to your body, going for your physicals or your annual checkups, there should be suffice
in making sure that your health isn't addressed sort of, and then obviously this is where your 
connection with your clinic, your primary care plays a role.
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Loriana Hernandez-Aldama: What about asking patients to participate? How do you suggest 
that? What other strategies? I know we talked about video, maybe creating videos to kind of 
educate patients prior to a researcher approaching them, coming into their room, or calling 
them, or stopping by their doctor appointment. What other ways, because that's a lot, when you 
said you have to spend 40 minutes to talk a patient. I remember my oncologist doing this too, 
thinking he has so many other patients to visit. He can't possibly sit here and explain this to me 
when he has to continue making his rounds, which is a lot for you to carry and other physicians 
to carry. So how can we get this word out and educate?

Dr. Kaur: That first visit with your patient is the most important visit, I believe. Even if it takes 30
minutes or 40 minutes, I think you sort of, this is where the doctor has a chance to establish 
trust and a relationship with the patient. I don't necessarily see that as, I'm very glad that I'm 
able to spend that time, because I give them, when they walk out of my clinic, that first visit, they
walk away with the foundation that they need to be empowered to take care of their own care. 
They can ask me questions, doc, how's my M spike doing? How's my protein level? If you don't 
educate them on what tests or what number to watch out for, then they're not going to ask you 
that question. And then the visit is also not useful for them. 

The key is to empower the patient. And I think whether it's town halls for patients, sort of the 
type of program that we're doing, whether it's YouTube videos, I think you have to go to the 
patient. Sometimes patients can come to you, and we have to bridge that. And I'm glad that the 
digital media is allowing that, because I don't think this was sort of possible before. Patients can 
attend a webinar and hear from a myeloma expert and walk away from that and go ask their 
own oncologists questions.

Loriana Hernandez-Aldama: And speaking of questions, you're saying that you being an 
oncologist, you're talking to your patient, talking about his or her diagnosis, and then there's a 
researcher who may follow. And my issue, and some of the other patients saying, I may not 
understand the researcher, I have to go back to my oncologist and say, please explain what I 
just heard. What can we do to help make it more patient friendly and patient centric?

Dr. Kaur: That's a very good question. I think it's a very difficult question, because of time 
constraints that get put on the physician, as you were saying, when we have to see so many 
patients. It doesn't always… It puts three in the system. I think we have to have outlets in terms 
of where patients can go up, go and read about the clinical trials. And is there the MMRF or 
other website where there're resources, “Hey, there's a clinical trial for CAR T and a patient who
is exposed to three or four treatment lines in myeloma,” and the patient can go read about this 
drug. 

So, I think the access just has to be there, either online. And if a patient doesn't have internet 
access, whether it's through brochures or some kind of pamphlets with their local oncologists, I 
think that's a sort of information you have to have out there. And the oncologist, maybe the 
burden just falls upon us to initially set the tone that there are clinical trials that nobody is, and to
establish that trust that not everybody is a guinea pig and that the researcher is an extension of 
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the doctor who can go into the details. And I think that relationship has to be clear for the patient
from the beginning. I'm not sure if I answered your question.

Loriana Hernandez-Aldama: No, you did answer. And also, to understand the pros and cons, 
as a patient you're sitting thinking, I remember for me is, look, am I going to see my son? I was 
separated for more than a year from him. And all I would say to the researcher is how is this 
going to help me? Am I going to live? Am I going to see my son? And it was probably a little 
bold, but when you're in that moment, those are kind of like raw questions that you ask. So, 
trying to help the patient understand the pros and cons. And perhaps it may not help me, but it 
would help the person who may follow, another Latino. 

I know from my bone marrow, getting my bone marrow transplant, the bone marrow donor 
registry was 70% Caucasian. And I used my sister's marrow, thankfully, but now they wish they 
never gave me her marrow because of a genetic marker they gave me that predisposes me 
back to leukemia, which I just recovered from. So, it's those types of complicated situations that 
we definitely need some more research. We need some more education for patients, so they 
can really understand what they're signing up for and why.

Dr. Kaur: I agree.

Loriana Hernandez-Aldama: What do you make of when patients say, well, “I don't know if my 
oncologist really asked me because they assumed, given my job, maybe I'm a single parent, 
maybe I have an hourly job, that they assumed I wouldn't sign up,” so they didn't ask?

Dr. Kaur: Hey, that's bias. And there shouldn't be any place for that in medicine. I think we 
should not judge, even as physicians, whether somebody would want it or not. We should be as 
transparent and offer patients the opportunity and inform them that this opportunity exists and 
then leave it up to the patient. Like you said, inform them the pros and cons of participating in a 
clinical trial, what this treatment means for them. And oftentimes patients who rely on us to help 
make that decision, because they necessarily don't understand the science behind what they're 
signing up for. But I think that's implicit bias that is there and there shouldn't be any room for it.

Loriana Hernandez-Aldama: You share with us what you have available and let us tell you 
how we're going to get or have, like, a patient navigator. We need so many more navigators. I'm
happy to hear the word when I go up, “Hey, we have a navigator,” but we need so many more. 
Outside of the trials, what are some of the other barriers that Hispanic patients might face with 
multiple myeloma? Is there something that you can think of that we did not cover?

Dr. Kaur: I just want to clarify one thing, the difference between myeloma and leukemia is that 
in your case, you had an allogeneic stem cell transplant, which is when you get somebody 
else's bone marrow. In myeloma, we usually do autologous stem cell transplant, which is your 
own stem cells. So, it's not, you still go through the process of getting the chemo, being in the 
hospital, but the challenges of managing the two different types of transplants are very different.
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I think access is number one and access to clinical trials is equally up there in terms of barriers, 
and I think literature or consents for clinical trials in the language that they can understand if 
English isn't their first language. And the things that you alluded throughout this webinar, that 
transportation, someone may have young kids, they might need someone to care for them. How
do we arrange for that? Others, they might be someone who takes care of another person in 
their family who is sick and might not put themselves at first. And we know that in communities, I
certainly come from a Punjabi community where we take care of intergenerational families. So 
those are some of the challenges that are there.

Loriana Hernandez-Aldama: And you mentioned that the intergenerational families like 
Latinos, and that is a challenge that I've read about multiple times. That if you're diagnosed and 
you're taking care of your parent, and the parent’s helping take care of the child, that was one of
the number one things I kept saying is, “Who's going to care for my son if so-and-so has to be 
taking care of my mother?” And she end up having to take care of my son. So, these kind of 
intergenerational, sandwich generation cultural challenge is another barrier. 

And speaking of culture, one thing that I've addressed with some panels I've been on is, pre-
habilitation, preparing our bodies for illness. What I hear about Latinos, and I hear about the 
African American community, and we read the higher incidence of comorbidities with whether 
it's obesity, hypertension, diabetes. One thing that my oncologist, so I'd love to get your input, 
would say, listen, some of the stuff we have we can't always give because we can't, well, his 
quote would always be, “We can't kill you trying save you.” We can only give you what you can 
physically handle, I should say. 

So, what do you think about maybe a push to get out into the communities more, to help with 
the pre-habilitation? If we know our genetic markers set us up, perhaps for these types of 
illnesses, how about trying to help people in the community prepare so when we show up, we 
don't have the hypertension or the diabetes, or we have it controlled? How would that change 
the face of how we treat multiple myeloma patients?

Dr. Kaur: I think that's a bigger challenge for medicine in general. It's not necessarily just 
oncology. How do we make our communities healthier? How do we get healthier food into our 
communities? How do we make sure that there's a market with fruits and veggies and things 
that some of us take for granted, that there's not a healthy food drought and things like that? I 
feel like a lot of it is, this is beyond just oncology. How do we advocate for healthier lifestyles? 
So, when they come up or they end up getting diagnosed with cancer, they're in a better shape 
to go through it.

But I would say, at least in my own practice in myeloma, usually patients are sicker initially when
they first get diagnosed. And as we treat them, they improve actually the way they feel because 
their cancer is getting treated. And then we give them, if a nutritionist needs to be involved, if a 
diabetic consultant needs to be involved to give multidisciplinary comprehensive care to the 
patient in order to take them to autologous stem cell transplant, we do that. In our clinic actually,
we have a diabetes nurse who comes on Fridays, and now all of our patients who have 
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diabetes, especially in myeloma, we give so much dexamethasone, and dexamethasone raises 
your blood sugars. And it's a big challenge. So, you know what, that diabetic consultant comes 
on Fridays. You just go and you get your care. Our infectious disease consultant is there. And if 
we have challenges managing some of the infectious issues, we referred to them.

And so within our center, we have created a multidisciplinary team. And I think that is how care 
needs to be, where you don't have to call 20 people. As a doctor, time is very valuable. You can
just get the care that your patients need within the type of environment that they're already in.

Loriana Hernandez-Aldama: Yeah. And I think the goal, I love what you're offering at your 
center. And I think, excuse me, one of the goals is to have that at other centers around the 
country. So, everyone has access to that type of care, because when I help patients find care 
who are cancer patients, you realize all these centers are not created equal. I do want to go to 
an audience question. Do you have the articles speaking to Hispanics being younger and 
having higher risk of multiple myeloma, and what is the type and what genetic markers are more
common in the Hispanic population? 

Dr. Kaur: The article, it's my article. You can look it up in the journal of Clinical Lymphoma, 
Myeloma and Leukemia published in April 2021. And we have 939 patients. And in that cohort 
over a 17-year period. Originally 1,634 patients that we narrowed down to 939 patients. And we 
noted that they have a younger age at diagnosis in comparison to non-Hispanic Blacks and non-
Hispanic whites. This is known already. Our article wasn't the only one. There are several other 
articles that have alluded to that. How you define high-risk disease in myeloma is very different. 
High-risk disease can also mean the genetic markers that the cancer cells harbor. 

That was a limitation of our study because going back 17 years, the modality to check that 17 
years ago obviously was different than the way we're doing it today. So, some of it wasn't 
captured. And we didn't really find any cytogenetic, which is the genetic markers that the 
myeloma cells harbor, whether they are different amongst the three groups. We just found that 
they have on higher LVH and more kidney dysfunction at diagnosis, which could be due to 
several factors. Are they getting diagnosed when they are a little bit more advanced because 
they just haven't sought medical attention? There's a lot of nuances to that part, why that's the 
case.

Loriana Hernandez-Aldama: Let's move on to the second question. And thank you for this very
thorough answer. What type and what genetic markers are more common in the Hispanic 
population?

Dr. Kaur: Honestly, this is one thing that needs to be explored more, and we need to get more 
data on this. I think within the different communities, which one has higher risk cytogenetics, 
now that's what I would really, really define as high-risk. Whether in myeloma, you have the 17p
deletion, TP53, and other genetic markers that are considered high risk and associated with 
poor prognosis. I think more data needs to be there.
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Loriana Hernandez-Aldama: Well, we appreciate the study that you did, and it means so much
to the Latino community. Do you recommend people going out to getting this type of genetic 
testing, or if you have a family member who has already had multiple myeloma, should you get 
tested on a regular basis? What do you recommend?

Dr. Kaur: No. Automatically this is not 23andMe type of genetic testing that you go out and get. 
It gets done on your bone marrow sample when you first get diagnosed, whether you get 
diagnosed with multiple myeloma or the precursor condition, smoldering myeloma, or MGUS, it 
gets done on that. And almost universally, most centers should offer that. Now, the second 
question that you're asking, whether if you have a family member, should you go out and test? I 
don't recommend that because typically we don't consider multiple myeloma to be having 
hereditary association. We consider that it's mostly sporadic. Now, do we know clusters of 
families where patients, if one family member has it, another family member has it, yes, but 
predominantly, it is considered to be sporadic, and we don't consider it to hereditary. So, I don't 
recommend you. These are not markers you can just get on any kind of genetic testing.

Loriana Hernandez-Aldama: Okay. As we wrap up Dr. Kaur, do you have any parting thoughts
for the audience?

Dr. Kaur: I think I would say that we have made great strides in providing equitable care and 
good care for our patients. And over the last several years, we have done research in 
highlighting that disparities exist. And going forward, our future directions need to be that we 
need to come up with solutions, sound solutions, and involve people who are actually affected 
by these disparities in coming up with solutions to these problems. And I think now is the time, 
which is more, the gist of our talk is yes, disparities exist, what are we going to do about it.

Loriana Hernandez-Aldama: Exactly. And we are so thankful for the research and the work 
that you're doing about it, because I keep saying that for so long, I felt it was so much talk and 
not as much action, or we weren't hearing about it. So grateful for the work that you're doing for 
the Latino community and other communities. In the meantime, I want to thank you for your time
and for joining us here on Patient Power. Again, this is a very important topic. It's at the forefront
of everything going on about diversity in clinical trials, and the impact on communities of color 
and the Latino community. And most importantly, knowledge is the best medicine.
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