
 

 

 

 

Transcript | Pain Management During 
Myeloproliferative Neoplasm Treatment 

Ruth Fein: 
Hey, everyone. Thanks for joining us today for our Answers Now series on myelofibrosis, which 
of course, is one of the myeloproliferative neoplasms, or MPNs, we fondly call them. I'm Ruth 
Fein. I'm a health and science writer. I'm a patient advocate for Patient Power. And I'm also 
someone who has progressed over the last 30 years from ET, essential thrombocythemia, to 
PV, which is polycythemia vera, and now to MF, or myelofibrosis. 
 
We're here today with Dr. Thomas LeBlanc. He's a medical oncologist, who specializes in 
palliative care and specifically treating people with blood cancers like MPNs. He's also the 
founding director of a very interesting program called The Duke Cancer Patient Experience 
Research Program. Welcome, Dr. LeBlanc.  

Dr. LeBlanc: 
Thanks for having me, happy to be here.  

Ruth Fein: 
Yeah, our pleasure. Thanks for spending some time with us today. Those tuned in this 
afternoon or actually, for some of you it's still morning, they have a long list of questions, 
whether they're people living with myelofibrosis, or they have a loved one who is, and they all 
want to understand the pain associated with MF, and likewise what isn't associated.  
 
So, it's well documented that there's an enormous range of symptoms, including no symptoms 
at all when it comes to myelofibrosis, right? So, some people have serious pain every day. And 
friends and family want to know why they're constantly turning down invitations to get together. 
The truth is that that day they might just need to sit in their recliner. And people just don't 
understand that. So, that's what we're here to talk about today. First, Dr. LeBlanc, what exactly 
is palliative care? 

Dr. LeBlanc: 
Yeah, this is a great starting point, and there's lots more to talk about. But palliative care as 
modernly defined is specialized care for people facing a serious illness. And ultimately, it's 
aimed at providing relief from the stresses and the suffering that goes along with any serious 
illness, whether that be symptom relief, quality of life improvement, management of emotional, 
psychological, or even spiritual distress, and assistance with family caregiver support. And 
basically, it provides an extra layer of support, and is appropriate at any age or any stage in a 
serious illness and can be provided concurrent with active cancer treatment. 

Ruth Fein: 
Thanks. I think there's a lot of misconceptions about what that is. What do you hear that people 
are surprised when they find out that those misconceptions aren't so accurate? 

Dr. LeBlanc: 
Yeah. Well, part of why I gave you a bit of a lengthy definition, which is one that I do favor that 
was tested with lay persons by a group called CAPC, The Center to Advance Palliative Care, is 
that there are many misperceptions about what palliative care is or means. And some people 
think that it just means death or dying, or end of life care, or hospice care, which really is more 
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of a medical benefit or philosophy of care focused on how and when, and where, we care for 
people at the very end of their lives.  
 
Palliative care now, people are sometimes surprised to learn is a medical specialty, just like 
cardiology specializing in the heart, or endocrinology specializing in the glands, managing things 
like diabetes and thyroid disorders. So, in the same way that we sometimes send patients to a 
specialist because they have an unusual, or more complicated, or tough to manage issue, the 
same kind of thing is true now with palliative care specialists, where for example, if a person has 
really difficult to manage refractory symptoms that are impacting their life and their quality of life, 
seeing a palliative care specialist might be a good way to get help with that from somebody 
who's particularly skilled in managing those kinds of issues. 

Ruth Fein: 
Just quickly define refractory for our listeners. What do you mean by that? 

Dr. LeBlanc: 
I'm not sure I have a great clear definition for that. Honestly, it's a very good question. When I 
use that term, I'm thinking about patients or situations where the doctor has tried what usually 
works or what they usually do, and it isn't helping, or it isn't happening enough. And so, 
refractory might just mean we tried something, and it didn't work. It might also mean, we've tried 
everything we can even possibly think of under the sun, and it's still not good enough, I really 
need some more help with this. Most of the time, it's probably somewhere in between. 

Ruth Fein: 
Thank you for that. What are the most common areas of pain that you see in those with 
myelofibrosis? 

Dr. LeBlanc: 
Well, myelofibrosis is such a variable disease in how it impacts each person and their lives. And 
we don't fully understand this but compared to many other blood disorders and many other 
cancers in general, it causes more of what we call these constitutional kinds of symptoms. So, 
where people lose weight, they feel really fatigued. They might have fevers or night sweats, 
poor appetite, and related kinds of issues. And often what we see with this is pain. And most 
commonly, patients who have myelofibrosis, who do have pain related to it, will have one of two 
or maybe three different types or areas where the pain impacts them. Commonly bone pain is 
really a scourge for many people who have this disease. But also, sometimes it's more 
generalized belly pain or abdominal pain, often due to the spleen being enlarged, and maybe so 
enlarged that it goes across to the other side of the body than where it should be.  
 
And related to that, sometimes it's pain in or around, or under the rib cage on the left-hand side 
of the body where the spleen usually is tucked up under there and hidden up in there. It gets 
much larger in this disease, and that can cause more focal pain there too. So, those are the 
three main categories that we commonly see. 

Ruth Fein: 
Yeah. What I heard that was most interesting to me personally, is that I had abdominal pain just 
on my left side for years. And they told me it was my colon and spastic colon, and this and that, 
and the other thing, and it wasn't until 20 years later that someone decided it was my enlarged 
spleen. I mentioned that only because as we talk about, often about advocating for ourselves, 
it's difficult unless you know enough about your disease and what to look for. It's difficult to know 
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how to push and how to advocate for yourself. I didn't know 20 years ago to push that beyond, 
"No, it's not my colon." Right? 
 
So, one other question related to that, do you find in your own practice that certain kinds of pain 
or perhaps all of them increase with progression, or does it appear not to be related or 
correlated at all? 

Dr. LeBlanc: 
Every patient is different in that regard. So, it's really tricky to say generally. Whenever 
somebody though does come in with significantly worsened or new bone pain, that does usually 
make me worry about progression. It isn't always clearly associated, but when we see a change 
like that, especially if there's been a clear pattern in a particular person of how they're feeling 
and doing, and now it's worse, that does usually prompt me to look for some signs of worsening 
of the disease. So, is the spleen much larger now as a sign of more scarring in the marrow and 
all of that extra or more normal blood production happening in the spleen, instead causing it to 
be really enlarged? Or is there a progression to a more leukemic phase of this disease, where 
that can cause more bone pain, if the inside of the bone marrow is expanding with the growth, 
the more rapid growth of these immature cells, these leukemia-like cells? 
 
So, we will certainly look for those kinds of possibilities, but it's not a guarantee when a person's 
symptoms change or worsen, interestingly. Sometimes it's just the natural course of this disease 
causing more problems and symptoms over time, for reasons that we don't entirely understand 
yet.  

Ruth Fein: 
Similarly, there's lots of things we don't know about myelofibrosis, right? Or any of the MPNs. 
But one of the things we do know is that often people have a benign disease for as long as 
decades like myself. What do you do to encourage your patients and others to become more 
aware of the types and the frequencies of their pain and their symptoms? So, you take 
somebody like myself and so many other people who were misdiagnosed. We really weren't 
necessarily in tune with our aches and pains, and all different kinds of symptoms. So, we talk 
about the electronic patient reported outcome measures, or ePROs, and other mobile health 
interventions. Can you talk to us about that a little bit? 

Dr. LeBlanc: 
Yeah. The mobile symptom monitoring, or screening, is of great interest now in cancer care 
overall. And it largely has not been integrated into routine care yet, but there are a number of 
different mobile applications that are out there or other ways to basically track and trend your 
data about how you're feeling and doing. And many people find that when they do that in a 
regular, reproducible, reliable, sort of a way using these objective survey questions, basically to 
rate their symptoms, that they learn things about how they're doing and feeling that wouldn't 
have been so obvious. If you just think back, "How was I doing a week ago or a month ago?" 
You forget. You get used to how things are right now. Things might change slowly. And it might 
only be someone who hasn't seen you for months who realizes, "Gee, you look like you've lost 
some weight, or that you're a bit weaker, or you're having more trouble getting around than 
when I saw you six months ago." 
 
So, tracking and trending those data more objectively can help patients and families to better 
understand how a disease like this is really impacting their life. And what's interesting about 
myelofibrosis and really the MPNs a bit more generally speaking, is that this is one of the 
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spaces where patient reported outcome measures are actually part of the guidelines, where the 
NCCN guidelines suggests that at least in patients with myelofibrosis, we can measure the SAF, 
the total symptom score. And track and trend that over time as a way to help us understand 
when we might be needing to talk more about active treatment, if we're in more of an 
observation kind of a phase and needing to shift towards more active therapy, for example.  
 
So, this is a space where we know more than we do in other cancers and whether it is a 
validated tool. But even my own clinical practice, it's been very difficult to actually integrate that 
into the routine care of patients in the clinic where the technology hasn't really quite caught up 
yet with what we would like it to be with electronic health records and being able to use things 
like tablets and such in the clinic. 
 
So, I do encourage people to track their symptoms in their own way, because usually there's not 
a way to do that very well in their existing clinic environment, wherever they're being seen and 
cared for. 

Ruth Fein: 
Yeah. Good advice. A pen and paper come in quite handy. Alright. So, one of the things I 
wanted to ask you about, is I see an awful lot of posts on support sites like myelofibrosis 
Facebook pages. And people will ask or talk about all kinds of pain, and they wonder if it's 
associated with their MF. They ask the question, and then 70 people chime back in and say, 
"Oh my God, yes, I get terrible muscle cramps at night." Or, "My feet hurt so much. I can't walk 
in the morning." How do we know what's potentially related? And what is just part of, in a lot of 
cases, part of aging, arthritis, whatever it is? 

Dr. LeBlanc: 
Yeah. Well, I wish that there were a really easy, straightforward answer to this, and there 
unfortunately is not. And it's very difficult sometimes to know what is truly disease-related and 
what is not.  
 
The symptoms that are asked in the TSS instrument are the ones most classically and 
commonly, and more severely associated with myelofibrosis. So, that's a good place to start, but 
it doesn't include everything that every person who's had this disease might have experienced 
that is associated with their version of this illness and how it is experienced by them. So, the 
most important thing is open, clear communication with the clinical team.  
 
We know from some survey studies that have been done in recent years, that many patients 
with myelofibrosis feel like they are not being heard or understood, and that their experience is 
not very well understood by the clinical team that's managing them. And it's not because people 
don't care. Sometimes we just don't know how to ask, or things are so busy in the clinic that 
some of the important issues don't come up, and patients and families may not feel like they can 
speak up when something hasn't been asked about.  
 
So, it's really, really important to figure out a way to articulate what you're experiencing and 
going through, what's bothering you, what you're worried about, what you really need help with, 
and know that you are not alone in this. And upwards of 40-plus percent of patients with MPNs 
or myelofibrosis certainly feel like their pain management is not adequate, for example. So, this 
is a common issue. It's not something that's unusual. Many people don't feel like they are heard 
and understood, even if they're coming to the clinic every three or four weeks and having 
frequent labs and exams, and discussions. 
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So, figuring out how to talk with the clinical team about those concerns is incredibly important. 
And this, going back to what we talked about earlier, is one area where having a palliative care 
specialist on the team could be really helpful. To say, "These are the things that are really 
bothering me and impacting my life. What might you be able to do to help me with these 
symptoms?" Sometimes they are disease-related, and active treatment is the thing that helps. 
Sometimes they're not, and they might be age-related, like you mentioned progressive arthritis. 
And sometimes they're kind of a mix. And we struggle to know for sure, what's what. Sometimes 
we just have to try some different things and see what helps and what doesn't to figure it out.  

Ruth Fein: 
My next question actually was about, “How do we talk to our care teams better?” And I'd love to 
hear some hints. I hear you that many people feel like they aren't heard, and they need to do a 
better job. But what can you give us as a hint? What works for you on the other side of the 
table? Does it work when a patient comes to the table with a list and a pen, so they don't forget 
their questions? Or is it more about discussion that goes a little deeper? And if someone is not 
so much of an advocate or not talking about their pain, what can you do to progress that 
conversation a little bit more?  

Dr. LeBlanc: 
Yeah. This, I think is the most important question and set of issues that relates to providing 
high-quality, person-centered cancer care that is aimed at improving and maximizing the patient 
experience. Nobody wants to have any of these kinds of diseases. And yeah, this is the lot that 
many folks are forced to deal with in life. And so, how can we better understand what they're 
going through to help them have a better day each day? I do strongly recommend writing 
questions and problems and issues down and bringing them. I also recommend that nobody 
come to visits alone, if they can avoid that. To have somebody there with them, to write things 
down, because it really takes a village to remember everything that was discussed at a visit. 
 
And we don't always document everything all that well, or we type out instructions. They aren't 
always as reflective of every single thing that was discussed at a visit. So, having somebody 
there with you. And knowing that your physicians and PAs, and nurse practitioners, and the 
nurses, the pharmacists, the chaplains, the social workers, everybody who's part of the clinical 
care team, managing people with cancers and blood disorders, they want to know what's 
bothering you. And we're not always good at asking in a way that that truly elicits the most 
accurate responses. Everybody gets clammed up in these visits and forgets things that they 
really wanted to ask. It happens to all of us. Write those things down. And that will reduce the 
chances that you might forget. 
 
And then as the physician, I find it really, really helpful to know at the beginning of the visit, what 
my patients and family members really want and need to have addressed before they walk out 
of the door, because I also have my own agenda of things that I really want and need to 
address with them to provide excellent care for them. So, at the very beginning, if we can say, 
"Here's my list. Here's your list. Let's figure out how we're going to do this." Sometimes it means 
you have to cut some things off and save them for another visit or make a referral. But knowing 
at the beginning helps us say, "Okay, let's tackle these things and in this order, and make sure 
that we get through it all." 
 
And really the worst thing that happens is when you think that the visit is done and that you've 
covered everything, and your hand is on the door knob, and you're saying goodbye, and then 
something comes up, that's the most important problem and issue that you wish you knew 
about, and you would have focused most of the visit on, and then you feel like you can't do that 
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anymore. And you have to schedule another visit, or you have to take more time to do that, 
which means bumping other patients and running late, and then you feel bad. You can never 
make everybody happy and keep on time and do everything you need to do to provide excellent 
care for folks. So, having that agenda at the very beginning of the visit is really, really valuable 
for everybody involved. I highly recommend that. 

Ruth Fein: 
I think that's a great suggestion, and I haven't actually heard that before. We're always 
encouraged to bring lists and questions, and other people, so that we remember. But that's a 
great idea. Let's set an agenda and say, "Okay, here's our priorities on your list and here's 
priorities on my list, and let's make sure... How do you feel about email?” Because that's the 
other thing that you walk out the door and you say, "Oh, I forgot to ask this." Are you receptive, 
or do you think most doctors are receptive to, a quick question by email? 

Dr. LeBlanc: 
I have found that that varies quite enormously. Some of it depends on the person. There’re 
some differences based on when people trained and how old they are. Also, it depends on what 
electronic record platform is being used, and then what that particular clinician does. So, for 
example, some people very intentionally share their emails or their cell phones. Some people 
very intentionally do not. And each practice has a different system set up. 
 
What we are seeing now, though, in the era of the 21st Century Cures Act, and its stipulation 
about open access to electronic records, is really a deluge of communications electronically 
coming from patients and families. And it is actually creating a problem where sometimes really 
important things that should be a phone call or just getting sent in electronically and not seen for 
a day or two.  
 
So, it's really important to know that if you have a problem or issue that needs more urgent 
attention, don't send that as an email, don't send that as a message through the patient portal, 
make sure to call. And that's not necessarily an emergency issue. We have these messages 
now that aggravate everybody. Every time you call the doctor's office, that tells you to hang up 
and call 911, if you have an emergency, and you have to sit there and listen to this two-minute-
long thing, every time you call, it gets really frustrating. But the reason that's there is 
unfortunately, some people do call or send email or patient portal messages about things that 
really aren't appropriate for a medium that's not very time sensitive, where you really have to 
call more urgently.  
 
So, think about that and say, "If I send a message about this, and I don't hear back from 
anybody in two days, how will I feel about that?" And if it's an issue where you can't wait that 
long, a phone call is really best. Sending really frequent messages about issues that maybe 
should have been talked about during the appointment is unfortunately a growing problem. And 
the more that people are doing that, the less attention that you get when you really need 
something. And so, it's hard to know how to advise patients and families about this, because we 
certainly don't want to tell people not to contact us if they need something. But the challenges in 
figuring out what's urgent, what's not, what can wait till the next visit, and writing those things 
down and making sure that you cover them when you're seeing them face to face, when it's 
much more efficient, is a good way for us to all do this better, I think. But we really do have a lot 
of figuring out to do together around the increasing frequency of electronic communications. 
 
And actually related to this, what's creating a lot of these messages is that you can see your test 
results really quickly. Often, immediately after a report might be signed, often patients and 
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families are getting their spleen ultrasounds, their bone marrow biopsies, or CT scan reports, 
everything before I have even had a chance to see it, because it immediately tells you, "You 
have a message." I don't get something like that necessarily, or I do in a different way, and I 
might not see it for 30 or 60 minutes, or later in the afternoon, or till the next day.  
 
We have trouble knowing how to deal with that, where people might be getting bad news or 
difficult news on their phone when they're out and about, where we don't have the time and 
space to have a more sensitive, empathic communication about the difficult news together, 
which is really the way it should be done. So, lots more to say here. I've already probably talked 
too much about it, maybe we should do another show about that sometime. 

Ruth Fein: 
No, it's great. It's great advice. Thank you. And if I could just jump in with one idea, is perhaps 
each patient, each person needs to ask their physician up front, "What's the best way for me to 
reach you, not when it's an emergency, but if I've left out a question that's not earth shattering, 
but I really would like to remember to ask you?" And some of them may say, "Email me." And 
some of them may say call, and some may say, "If it's not urgent, just write it down, so you 
remember next time." So, that's all good.  
 
I'd like to take a question from our audience. I'll try to shorten it a little bit. It says, "I recently 
about two months ago developed severe life altering itching." And what she or he is asking is, 
going back to what we talked about, when something changes in a symptom, can it be a sign of 
ET? In this case she has, or he has, ET. Can it be a sign of the disease progressing? 

Dr. LeBlanc: 
Yeah. These kinds of really bothersome symptoms when they change like that suddenly, do 
sometimes make us worry about disease progression for whatever that means; some change in 
the biology of the disease that we can't always clearly see on the labs. But when somebody has 
a symptom like that, I start looking and thinking about whether there is some worsening of that 
disease going on. And if that symptom means it's time to do something different about it. So, I'm 
just thinking more hypothetically.  
 
I won't give you personal medical advice because I haven't met you and don't know all the 
details about the situation. But if I think hypothetically about someone, for example, who has 
polycythemia vera, one of the myeloproliferative neoplasms, and one of the more common 
ones, patients with this disease very commonly get really severe itching. And it often is much 
worse when their hematocrit is higher. And we target the hematocrit when we treat this disease. 
So, the guidelines say we're supposed to keep it under 45. And we know that reduces the risk of 
serious complications like blood clots, but it also can help with symptoms.  
 
So, when I'm seeing a patient who has itching, if their hematocrit is 48 at that point, and I've 
been doing phlebotomy, where we remove blood, and it's not controlling the hematocrit and 
they're having symptoms, I might talk to them about starting another kind of a treatment. 
Sometimes we use hydroxyurea (Hydrea) for a patient like that to reduce their blood count. 
Sometimes we even end up using other more biologic drugs, newer drugs, like the JAK2 
inhibitors, for example, that can have a role in hydroxyurea intolerant or refractory polycythemia. 
This is just one example.  
 
We sometimes see itching in myelofibrosis as well. And sometimes there too, the more disease-
modifying treatments like the JAK2 inhibitors or cytoreductive treatments like hydroxyurea can 
really help manage that symptom. But this is an area where it's really important to talk to the 
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clinician and say, "Hey, this has really dramatically changed now." And to make sure they 
understand how dramatically it's impacting your quality of life and ability to do the things that 
you want to do. And when a clinician hears and understands that they will really be more 
focused on whether they need to be doing something more actively to manage the disease.  
 
Because if you look at the NCCN guidelines, assessing symptoms and symptom severity, and 
their impact on life, is one of the most important determinants of when we should start or 
change treatment in this disease. And actually, that's unusual. Many or most other cancers are 
not that way. It's more about what we see on the scan and whether you can have surgery or 
radiation, or whatever it might be. So, this is especially important in the myeloproliferative 
neoplasms. I hope that helps some to answer this really good, important question. 

Ruth Fein: 
Well, it does. I think it goes right back to the conversation about the difference between an acute 
cancer and a chronic cancer, right? This isn't something you can cut out or radiate out. And it's 
about quality of life as much as it is anything else. So, I think that's great progress that we're 
there acknowledging that. What about integrative medicine? So, combining conventional, 
Western therapies with alternative practices, everything from Reiki to acupuncture, or 
meditation, yoga, et cetera. What's your experience in the patient population, as it relates to 
pain specifically?  

Dr. LeBlanc: 
Yeah. This is an area where we unfortunately don't know as much as we would like to. But there 
is some evidence suggestive of benefits of complementary and alternative kinds of medical 
practices in managing symptom issues. And a lot of it actually has been studied in the context of 
pain, procedural pain or cancer-related pain, or long-term pain due to cancer treatments. So, the 
classic issue, there would be nerve damage or what we call neuropathy, which is unfortunately 
a common consequence of certain kinds of more conventional cytotoxic chemotherapies. We 
don't tend to use those so much in the myeloproliferative diseases. But some people have that 
for other reasons like due to diabetes, for example. And there has been some evidence that 
modalities like acupuncture, for example, can provide some benefit in reducing and helping to 
manage pain related to these kinds of issues. So, if that's something where a particular patient 
and family have interest in exploring it, I certainly recommend that they do that.  
 
One of the challenges is that there's a lot of variation in access or in payment for these kinds of 
services, in part, because they're not as proven, and also, they're not as standardized. So, there 
might be really different ways of doing an acupuncture type of a therapy, for example, where 
there might be different modalities from different practitioners. And there isn't as easy of a way 
to figure out what you're going to get. And the literature isn't as clear on what really is beneficial. 
So, you have to take it with a grain of salt. But if that's something you're interested in and 
comfortable with pursuing, talk to other people who have done it, look at patient advocacy 
websites about maybe more noteworthy providers of these kinds of services that are in your 
area, where hopefully you can learn from somebody else's experience about where to go, 
maybe where not to go, whether this is something that could be covered by insurance. Learn 
from what other people have done and learn because you won't be the first person asking these 
kinds of questions. 
 
The area where I have more concern and reservation about more integrative medicine and 
complimentary therapies is around things that a person might ingest like supplements or 
nutrients, where if you're on an active therapy, there could be concern about a drug interaction, 
a change in metabolism. So, I always stress that it's important that anything you take and put in 
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your body, you tell your clinicians about, because many nutrients and supplements, and such, 
are not evaluated by the FDA for example. And so, there could actually be pretty significant 
differences in what actually is in, or is not in those products, compared to what's on the label, 
compared to the more stringent regulation of anything that's regulated through the U.S. FDA.  
 
So, I just worry sometimes when we hear stories about over the counter nutrients and 
supplement types of products that end up being contaminated with actual pharmaceuticals, like 
diabetes medications, and then a person has a low blood sugar episode because they don't 
actually have diabetes. Then they take a supplement and that lowers their blood sugar, because 
it was contaminated with something else. You really have to be careful about those things.  
 
So, always tell your clinician what you're taking. And especially if you're on an active treatment 
for an MPN or some other blood disorder, or some other cancer, know that there could actually 
be potentially harmful effects or even impaired absorption of the helpful cancer treatment that 
you're on, even if you're taking an over the counter vitamin supplement, for example, just in 
terms of like, when you take that in proximity to the biologic pill that you might be taking, for 
example. 

Ruth Fein: 
Yeah. I think pharmacists are very underrated as well. 

Dr. LeBlanc: 
Absolutely.  

Ruth Fein: 
They're great for questions of what may interact with something else. 

Dr. LeBlanc: 
Very much so.  

Ruth Fein: 
I'd like to move on to prevention, but I've one more question before that, and a little more 
connected to some of your research or something you gleaned from someone else's research. 
And that is, is there a relationship between pain and a person's molecular profile, for instance, 
their mutations or lack of mutations? 

Dr. LeBlanc: 
Oh, that's a great question. And the short answer is, I don't think we really know enough about 
that to say. But we have really learned a lot about the molecular drivers of blood cancers in 
general, just in the last five years. It's actually quite overwhelming for me to think about and 
reflect back upon what I was doing in my practice five years ago, compared to what I'm doing 
now around molecular testing, where we didn't have a test that we could just easily send. We 
were having to send it out to other labs. People were getting huge bills. It wasn't covered by 
insurance. It was considered experimental.  
 
And now we're sending next-generation sequencing testing on most of our patients with myeloid 
malignancies in general, so acute myeloid leukemia, myelodysplastic syndromes, the various 
myeloproliferative neoplasms, et cetera, because it helps us better understand that individual 
person's disease drivers, where we basically get a fingerprint of their cancer cells and what 
might be driving them. 
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And even then actually, we're still in the infancy of understanding those things, but specifically 
with myelofibrosis, those mutations, those abnormalities that we can find only on the molecular 
profiling panels, are actually part of our risk stratification schemas that we use to better 
understand each person's risk of disease progression and estimate their overall survival. And 
that helps us to know what to talk about, how often to come in, whether we might be needing to 
do disease-modifying therapy sooner rather than later.  
 
So, if you haven't already heard about what your score is on something like the DIPS or the 
DIPS-Plus, or the MIPS, or the different versions of the MIPS that are out there, that incorporate 
increasingly these molecular mutations, ask about that. And ask about what that might mean for 
you and for your life, and your treatment, and whether you should be thinking about or talking 
about something more aggressive, like a bone marrow or stem cell transplant. Because this is 
the most cutting-edge medicine that we have in myelo malignancies, especially in MPNs. And I 
find that many patients actually don't know what their score might be, and that their clinicians 
maybe haven't calculated it, or haven't talked with them about it. And it opens up, I think, an 
important conversation that isn't always happening. But we don't know too much about the 
relation to symptoms.  
 
So, we might identify a higher risk mutation in a person who is doing well, and their disease is 
not behaving aggressively or in a high-risk way. And we don't really understand that and what 
that means. And we watch them over time. And we're happy that they're not having more 
aggressive course, but also a little confused about finding that mutation and then it not seeming 
to drive the biology of the disease. So, that goes back to my short answer of, we don't know 
enough yet, and we have a lot to learn about this. But it's a really exciting time to be seeing and 
treating this disease because we understand this whole family of diseases so much better now 
than we did even five years ago. 

Ruth Fein: 
Yeah, that's for sure. We're very fortunate that it's the time that it is. I have one more question 
before some final comments. I'd like to move on to prevention. And just from that 3,000-foot 
view, what do you tell your patients that they can do proactively to minimize symptoms, 
particularly pain, since that's what we're really talking about today? Is it staying fit, regular 
exercise, diet? Do you think these things have an effect on their pain? 

Dr. LeBlanc: 
Yeah, that's a great question. And this too is one where I'm going to say, we don't know enough 
about this. There's not enough literature to really clearly tell us that there's a specific right or 
wrong, or good, or better, best answer. What I usually tell people though, is that in general, 
healthy lifestyle has been associated with various improvements in either cancer prevention or 
improvements with reducing cancer recurrence, or control of disease, or response to therapies. 
 
So, things that we can do that reduce inflammation and that enhance the immune system, seem 
to be related, correlated with improvements in cancer outcomes or reduction in getting a cancer 
to begin with. So, for example, getting enough sleep can be helpful with maintaining the immune 
system. Eating a low inflammation kind of a diet. So, staying away from really greasy fatty 
foods. Staying away from lots of saturated fats or really inflammatory foods like meats, 
especially red meats, can be something that's helpful. And then anti-inflammatory, antioxidant 
kinds of foods seem like they're really helpful with the immune system and cancer prevention. 
 
So, that's something that I do sometimes talk with patients and families about. We don't know 
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that it changes anything about an MPN once you have it, but there's enough indirect evidence 
from other cancer settings that it seems like just good medicine, something good to do, and it's 
healthy lifestyle. So, it's tough to see that there are too many drawbacks, other than that you 
can't eat pizza three times a day, every day, which maybe we would all do if we really love pizza 
and didn't have to worry about our health. I don't know. So, sleep, anti-inflammatory diet, and 
then exercise can also help to reduce inflammation and increase the immune system effects 
that might have some cancer control types of properties.  
 
I think that's the best that we can say. Though, even in 2021, we just don't know enough about 
these issues. But specifically, from what we know in MPNs, we do know that the inflammatory 
cascade related to cytokines and some other pathways like the JAK-STAT pathway, that's 
particularly important in this disease and in the excess growth of these cells that we can shut 
down with JAK inhibitors, for example. Those inflammatory kinds of pathways seem to be part of 
what also is causing the symptoms for many people.  
 
So, part of how JAK inhibitors may improve the symptom profile of this disease is by addressing 
and quieting down some of that inflammatory firestorm that's happening in the body. That 
makes me think that exercise, immune health, healthy diet could play a role in helping to reduce 
or delay or manage symptoms with this disease too. But I'm not aware that anybody has 
rigorously studied or proven that. So, that's kind of my personal opinion based on some things I 
know about the science, but that's the strongest that I can say. Hope that helps at least a little 
bit. 

Ruth Fein: 
Helps a lot. It's one of those questions everyone always has. It's great to treat pain. It's a lot 
better to figure out how to avoid it, right? 

Dr. LeBlanc: 
Yes. 

Ruth Fein: 
Or at least we've known that we're confident that we're doing the best we can do. Before we 
sign off, I'd like to end with a few words about how we change the conversation around 
myelofibrosis. So, as we know, and you've alluded to, it's a very hopeful time. Things are so 
much different than they were just a few years ago. Thank goodness. What I'd like to know, Dr. 
LeBlanc, would you leave us with what you might say to a patient today that you might not have 
been able to say just a few years ago? What's your hopeful message that you can pass along? 

Dr. LeBlanc: 
Yeah. Well, that's a great question and a really great way to end this discussion. So, thank you 
for pointing us in that direction. It really is a very hopeful time in cancer care in general, but 
specifically in hematologic malignancies care.  
 
So, in seeing and treating many types of patients with many types of these diseases, what I'm 
seeing really pretty consistently across them is that we so much better understand the 
underpinnings of what's driving these diseases, just in the last really three to five years. We're 
now testing for those things; it’s a direct part of how we take care of you. And it is informing at a 
really rapid pace the development and testing of novel therapies that work in ways that we 
couldn't even imagine just five or so years ago.  
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So, in myelofibrosis specifically, we already have a few approved, targeted kinds of biologic 
therapies that we didn't have a decade ago when I was training. And they're ones that have had 
a significant impact on how people feel and how they live with this disease. They're not the 
home run that we want them to be. And yet as we develop a better understanding for the drivers 
of this disease, we're starting to see some really exciting things be developed and tested.  
 
And so, we have some effective therapies available already that really helps some people. We 
also have some really exciting new therapies that work in very different novel kinds of ways that 
are moving along in the phases of testing, such that I am hopeful that we will have some pretty 
exciting new treatments in the myeloid malignancies that continue to come out in the next just 
couple of years. So, it is a pretty exciting time. And there is a lot of hope. And there also is hope 
for older treatments being safer and working better. 
 
So, the oldest immunotherapy, which is stem cell transplantation or bone marrow 
transplantation, sometimes is really the best option for managing myelofibrosis or other 
myeloproliferative diseases. It stands as the only curative treatment for these diseases, 
generally speaking. And historically, many people couldn't get that treatment because of age or 
comorbidities, and because it's just been so risky historically. But now there are reduced 
intensity transplants that are safer, that can still be helpful against the disease. There's better 
supportive care, other sort of fancy things that are done to reduce the risks associated with 
transplant, the graft-versus-host disease issue. 
 
So, that whole area of hematologic malignancies care has really advanced a lot in the last five 
years as well. I'm not somebody who does transplant, but I work closely with colleagues who do. 
I refer many patients to them with various hematologic malignancies, because that is still the 
gold standard to cure some people with these diseases, if they're otherwise fit to tolerate that 
kind of an intensive, more risky treatment, and that's something that they're interested in doing. 
So, that too is an area where we really have learned a lot more and develop more in just a few 
years. That's translating, I think, into better outcomes with these diseases. 

Ruth Fein: 
A great conversation. Thanks so much. Thanks to our very special guest today, Dr. Thomas 
LeBlanc of Duke. To our audience, if you have new questions based on our conversation today, 
greatest advice, write them down, and bring someone with you. I know if I don't write them down 
ahead of time, I remember on the way home.  

Dr. LeBlanc: 
Me too. 

Ruth Fein: 
So, that's always a good piece of advice. Don't hesitate to ask questions as well as we talked 
about. We're usually our best advocates. And that can always improve our care and ultimately 
improve the quality of our lives.  
 
One more note, Patient Power is piloting a new clinical trial finder tool. Details are in the MPN 
newsletters, which if you're not already receiving, please go and subscribe at patientpower.info. 
You can keep up to date with Patient Power on Facebook and on Twitter, and Instagram as 
well. So, that's all where you'll find this information about the next few webinars as well. And 
that's it for today from this beautiful summer day here in Saratoga Springs. And I'd like you all to 
take care, be well. And remember that knowledge can be the best medicine of all. 
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