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Ruth Fein: Hi everyone. Thanks for joining us for this 2021 series on myelofibrosis – one of the

myeloproliferative neoplasms, or MPNs, as we call them. I'm Ruth Fein. I'm a health and

science writer and a patient advocate for Patient Power. We're here today with a renowned

myelofibrosis specialist, Dr. Jeanne Palmer of the Mayo Clinic in Arizona. Welcome Dr. Palmer.

Dr. Palmer: Well, thank you very much for having me. I'm glad to be here.

Ruth Fein: Our pleasure. So, we thank you for spending a little bit of your day with us today,

and we have a good size live audience today from across the U.S., and I believe a few from

across the pond as well. And we're all looking forward to your insight on personalizing treatment

for myelofibrosis on both the physical and the emotional sides. We're talking about how

approaches to MPN symptoms and treatment side effects can be personalized for people like

myself, and some of you watching, those of us living with MF or myelofibrosis. We'll also touch

on strategies for managing the stress and anxiety of a condition that's surrounded by

uncertainty. So, let's start with symptom management. So, we know that myelofibrosis patients

have fibrosis or scarring in their bone marrow, and that can get in the way of healthy production

of red cells, white cells, platelets. So, that's what we see through the microscope, but what we

can't always see from the outside are the other symptoms which we call constitutional

symptoms, and that's the enlarged spleen, fatigue – severe fatigue, often – bone pain,

headaches, and more. We can all go through our list. But Dr. Palmer, talk us through how you

begin to help patients through resolving their symptoms and how you're able to personalize that

approach.

Dr. Palmer: So, when I first meet somebody and I'm looking at their myelofibrosis and trying to

understand, I think the first thing I try to do is decide what the symptoms are related to or what's

going on. Because there's several, even within that realm of constitutional symptoms, there's

several different sort of categories that can be impacted. I think the first one is the fatigue, the

night sweats, the weight loss, and a lot of those are related to sort of chronic inflammation,

underlying chronic inflammation. Then there's things like headaches, peripheral neuropathy,

numbness and tingling in the hands and feet, and sometimes visual changes. A lot of that is
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microvascular changes, so that has to do with hyper-reactivity of the blood vessels and sort of

creating intermittent loss of blood flow to certain areas, and that can cause headaches. A lot of

things like that, that also can cause problems like erythromelalgia, which is sort of a red, painful

rash. That's much more common in PV and ET, but those are some symptoms that are

considered microvasculature symptoms. And then, there's spleen-related symptoms related to

the spleen being enlarged. The spleen being on the left side of the abdomen directly under the

diaphragm and right next to or abutting the stomach. And when the spleen gets enlarged there's

several things that will happen. I think number one, there can be pain or discomfort in the left

side of the abdomen. There can also be problems with the spleen encroaching on the area of

the stomach. So, people feeling like they can't get a full amount of food in. And then, there can

also be this inner, like, acute episodes of pain that can be related to different aspects that can

happen with the splenomegaly and times when inadequate blood flow goes to the spleen

related to the large size of it. So, when I evaluate that, I first want to try to see which of these

symptom burdens are really more problematic to a person.

Ruth Fein: So, are there some drugs that are more targeted than others at alleviating specific

symptoms? Like some help more with reducing the size of the spleen wall if you have enlarged

spleen, but you have migraine, lightheaded, et cetera?

Dr. Palmer: No, absolutely, it's a great question. So, I think that one of the classes of drugs now

that can be very helpful for symptoms are the JAK inhibitors and that's drugs like ruxolitinib, or

Jakafi. The other one that's approved right now is fedratinib, or Inrebic. And both of these have

really, by reducing inflammation, by blocking the JAK-STAT signaling, they're able to really help

number one, a lot of those symptoms like night sweats and fatigue, and also, they're able to

help shrink the spleen up. And when the spleen shrinks up that can really make people feel a lot

better. But there's overall, in a number of patients, not all patients but in a number of patients, a

much better sense of wellbeing. It's always very rewarding when they come in and say this has

been a life-changer for me when they are on the JAK inhibitor.

Ruth Fein: And what about those who can't tolerate JAK inhibitors? Because we hear all the

time that for some people, they can't tolerate it from the beginning. Others can be on it three

months or three years and then have problems. How do you personalize for them?

Dr. Palmer: Well, so for JAK inhibitors, there's a number of reasons that people don't tolerate it.

I think one of the primary reasons is actually low blood counts. So, when you put somebody on
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a JAK inhibitor, frequently the red blood cells will come down and the platelets can come down.

Now, the red blood cells invariably come down in anyone who starts on a JAK inhibitor to the

point where I've frequently took their blood work... I mean, I make them come in every couple of

weeks sometimes, even, because I want to make sure that I don't drop the hemoglobin too

much or the red blood cells. And the anemia can be a big problem with it. Now, it's important

when somebody starts on ruxolitinib or Inrebic or any of these JAK inhibitors, to recognize that

this anemia will happen, but after about 12 weeks or so, maybe a little bit longer, it actually

comes back up to a new baseline. So, the anemia that's caused by JAK inhibitors, the worst part

of it is right up front when somebody starts the medication and there is a little bit of a rebound.

So, not overreacting upfront is a really important thing to do because there's still a possibility

that it may, number one, return close to where it was before or even better afterwards. And then,

the other limiting one is the thrombocytopenia or low platelets. Now ways we can get around

that – there's actually newer JAK inhibitors that are attempting to be more supportive for people

who have low red blood cell counts or low platelets. For low red blood cell counts there's a drug

called momelotinib, which is a JAK inhibitor but also has some side effects or some other areas

that it targets that can really help improve the red blood cells. And then pacritinib is a drug that

is another JAK inhibitor that's been really found to help be good for symptomatic relief in those

patients who have low platelets.

Ruth Fein: Yeah, it's a really good point that you make not to jump too quickly when you start

an inhibitor, and your blood counts start to go down. I know for myself that's exactly what

happened, and it got frighteningly low on both counts, red and platelets, but then over a very

short period of time... So, I did the same thing as what you're saying. I did blood work every

week and my counts pretty quickly came up. It took a year for them to truly normalize, which is

where I am now, but it's a really good point to not think you aren't tolerating or can't stand

something, give it a little bit of a chance. What about some of the combination therapies that we

know are in trial that are specifically helping symptom relief? There's some really exciting clinical

trials.

Dr. Palmer: Absolutely.

Ruth Fein: One of them I'm on. So, are you seeing better results in some patients than with

these approved drugs alone?
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Dr. Palmer: Yeah, absolutely. So, that's a great question. So, I think one of the limitations of

ruxolitinib or these JAK inhibitors is they do seem to have a timeframe that they work and then

they'll stop working. And if you look at the original COMFORT study, which was the study that

was done to have ruxolitinib approved, the median time to loss of response was three years. So,

that means at three years half the people still had a response, but half the people had lost the

response to ruxolitinib. So, this does pose a big challenge in the treatment of myelofibrosis in

that, although ruxolitinib in many cases can provide a significant amount of benefit, that benefit

is not infinite. It definitely is a finite benefit. So, one of the approaches that has been taken to

help patients who have progression through ruxolitinib is to add on another agent, and there's

been a number of different agents in clinical trial. It's actually a very exciting time for these

drugs. One such example is a drug by Constellation, CPI-0160, which is a bromodomain

inhibitor, and that's had some absolutely amazing results. There're other drugs like PI3-kinase

inhibitors that are being added, Bcl-xL inhibitors like navitoclax that have been added. So, we

are definitely adding these drugs to that and seeing fairly good responses in terms of having

some of that response of ruxolitinib come back and people feel better, have their spleen shrink

and stuff just by adding on this other drug.

Ruth Fein: As some people know, I'm on that CPI trial and I just got amazing results just last

week where I went from intermediate two in my myelofibrosis to zero. There's literally no

evidence of fibrosis in my bone marrow. So, it's not just about symptom relief that we're so

excited about, it's the prospect of actually reversing disease, which is pretty exciting. Let's talk

about side effects associated with some of these drugs. So, some people have GI symptoms

like constant diarrhea or weight gain, other side effects. How do you work with your patients to

manage these?

Dr. Palmer: So I think the side effects fall into several different categories. I think the JAK

inhibitors in general often will, in addition to the cytopenias or the low blood count, often will

cause weight gain. And this is something that I originally thought was just sort of balancing...

Somebody had lost weight because of their myeloproliferative disease coming back up to a new

baseline. But actually, it's probably a little bit more than that. I think it does changes in the

metabolism that can affect weight gain. For that I just always recommend exercise, monitoring

diet carefully, and then to some degree sort of you take what's... If you maybe have a little bit of

weight gain, but you feel a lot better, so it's sort of a trade-off of that. In terms of some of these

other side effects, other new drugs and the side effects, as you pointed out, GI symptoms is

very common that we see in these. Frequently we'll see diarrhea associated with them. Other
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side effects include things like low blood counts. They can sometimes exacerbate or worsen the

low blood counts that are associated with the ruxolitinib or JAK inhibitor that somebody is using.

And finally, there is also the fact that they do suppress the immune system, and so that's not

something somebody will necessarily feel, but it is something that people need to be cautious

about, especially during times like a pandemic and stuff.

Ruth Fein: All of this reminds us that patients and their loved ones or caregivers, whoever's

involved with them, we really need to be open with our doctors about our symptoms. I know for

myself I would be asked, "How are you feeling?" at my visits and I tell them, "I'm great. I feel

good. I have more energy," and this and that. But I had severe diarrhea from the second drug

for months. And there's lots of things that we just don't really talk about and it's really important.

You can't help us if we don't share information with you. Right?

Dr. Palmer: Yeah, that's absolutely correct. I think one of the things I've started to do in my own

clinical practice is I always do the MPN-SAF, which is a symptom assessment form. And it's just

10 questions, but it's very helpful because you'll say to somebody, "How are you doing?" "Oh

yeah, I'm fine," because of course, social norms. Or you say, "Oh, I'm doing great. Everything's

fine." And nobody really wants to complain. But then you say, "Oh, well, how is your fatigue on a

scale of zero to 10? How [are] your night sweats? How's your itching?" And it's amazing that

somebody who felt fine actually has a number of symptoms. And I think one of the things that,

with these newer agents, is we do need to be conscientious of the different side effect profiles

so we can ask the right questions, "Are you having diarrhea? Are you having nausea?" Nausea

is another big side effect with it. And all of these things we fortunately monitor very closely in a

clinical trial. So, if it's not the physician directly asking the question, clinical research coordinator,

there's all these questionnaires and stuff that they need to fill out. So, we are able to monitor

that. But I think as these drugs become more commercially available, of which a number of them

are really gearing towards phase three trials, which the next step is being FDA approved and

commercially available, it's going to be very important to know the side effect profiles of these

drugs as well as the potential benefit.

Ruth Fein: Right. So, we have our first question from the audience I'd like to ask you, and this is

from Marie. She says, "Is there anything that can be done for the numbness or tingling in hands

and feet, especially in the evening while sleeping, would some type of hand or foot exercises

help?" She has ET. And thanks Marie for that.
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Dr. Palmer: So, in terms of the different things I've sometimes done for that numbness and

tingling, that's one of the microvasculature effects. Sometimes increasing the dose of aspirin a

little bit can help. I'll have people take aspirin twice a day instead of once a day, because aspirin

not only inhibits platelet function, which helps prevent blood clots, but it also releases some

nitric oxide which can help in the dilation of the blood vessels and alleviate some of those

symptoms. The microvascular symptoms such as this numbness and tingling can also be

helped with a drug like ruxolitinib. Now, ruxolitinib is currently not FDA approved for treatment of

essential thrombocythemia, so it is a drug that would have to be used off-label, but sometimes,

especially if somebody's symptoms are particularly bothersome, that's a way to approach it. And

finally, if we're unable to control the symptoms with aspirin, with other drugs, there are

medicines that, not that people want to take more drugs, that can help control the pain that

people have associated with it such as gabapentin (Neurontin) or pregabalin (Lyrica), which

both are medications that can help with the nerve pain associated with it. There are different

physical therapy maneuvers that can be done to help with peripheral neuropathy that can be

considered as well.

Ruth Fein: I hadn't really heard of that, but that makes sense. Let me ask you to qualify one

thing. You mentioned aspirin having an effect. I know I'm on warfarin (Jantoven and Coumadin).

I know lots of people with MF are on warfarin as well because we have a history of clots. Does

the warfarin have that same effect as aspirin or just in the anti-clotting roles?

Dr. Palmer: No, so the warfarin works... So, there's several aspects to clotting. One of them is

the platelet activation that occurs. And then, the second piece is all of the proteins in your body

that kind of react to form a blood clot. So, form like what you see as a scab or something on

your leg. And the platelet activation is what is most involved in arterial clots. So, like heart

attacks, strokes, TIAs, things like that. Warfarin or rivaroxaban (Xarelto) and apixaban (Eliquis),

all of the anticoagulants are more involved in the anticoagulation cascade, which is sort of the

second part of clotting. So, you don't necessarily get the same benefit from warfarin that you

would from aspirin. Now, it's a risk benefit analysis that each patient needs to do with their

doctor whether both agents should be used together, because it does increase the risk of

bleeding. So, it's not something that I would recommend saying, "Oh, I'm on a blood thinner, but

I'm having these symptoms, let me take aspirin." That's a conversation to have with your

physician, not necessarily something to take as an absolute, because it definitely does increase

the risk of bleeding.
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Ruth Fein: Yeah, thanks for that qualifier. Let's move on to the anxiety that surrounds a

diagnosis of myelofibrosis and living with the day-to-day uncertainty that's a part of MF. As I'm

sure you've heard me say, the only certain thing about MPNs is that they are uncertain and just

a huge stressor. So, some people progress very slowly, like myself, over almost 30 years, but

for others it happens very, very quickly. How do you find patients and loved ones can best deal

with this uncertainty? And of course, the first step is opening up to your doctor about how you're

feeling emotionally, which we all don't do so well.

Dr. Palmer: Yeah, no, I find that it's a very hard thing for patients to open up. So, I'll often, I've

been doing this long enough that if I start to feel that I'll just say, "How's everything going? How

are you coping with this?" And often that will be just enough to really open up the conversation

for it. But I think there's several different layers of anxiety. I mean, Google is not your friend. So,

one of the big problems is people go on Google and they put in myelofibrosis and they get all

this information. I think, and for ET or PV, for any of the myeloproliferative – actually any

diagnosis in general – you can put in a Google search and it's not going to be a good thing to do

because with all of these diseases, and I can speak more specifically to myeloproliferative

diseases, there's a whole spectrum. I mean, it's definitely not a black and white thing. There’re

situations where it can be very severe, there's situations where it's something that can be

monitored and modulated for a very good long-term survival. So, the first thing is making sure

that you have a provider who understands MPNs. They're a very rare diagnosis. There's a small

number of us across the country who manage MPNs, and that's important because there's a lot

of differences. When you take somebody who has ET, for example, some patients I just watch

them. I don't give them anything, including no aspirin. And some patients, they need to be very

carefully cyto-reduced with lots of different medications to help them. And that's based on a

bunch of clinical factors associated with it. With polycythemia vera, some patients you just do

phlebotomy and aspirin and other patients you really want to make sure to give them medication

to bring their blood counts down, and a lot of this becomes a risk assessment. And then,

discussing the pros and cons of these different treatments is important as well. With

myelofibrosis, I think it gets even more scary because once somebody has developed

myelofibrosis, there's always that risk in the back of your head of, “Will this progress to acute

leukemia? What's going to happen with my survival? What will happen?” And I think that we've

gotten very good, not perfect, not perfect at all, but very good at sort of differentiating the

difference in the risk categories. And I always break it down when I meet with new patients. And

being a transplanter, as well as the myeloproliferative disease doctor, it's really important to
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understand the risk that you have. I always feel like knowledge is power. Having that knowledge

is very important. So, understanding what the risks are based on clinical features, based on

cytogenetic features, which is like the chromosomes in your bone marrow, and based on

molecular features which looks at all these mutations that we've discovered that can really help

predict how somebody's disease will behave. These are all really important things that can give

a clinician more, I guess, background to say, “How do I treat this person?” So, for example, if I

meet somebody who is younger and has myelofibrosis and has high-risk mutations, I probably

would approach them a little bit differently than if I met somebody who didn't have a lot of these

high-risk mutations and had lower-risk disease. So, a lot of this is something that you have to be

very conscientious of because the survival for myelofibrosis can range from 20 plus years to a

year and a half, depending on clinical features, depending on molecular features. So, it's very,

very important to understand the landscape of your disease. I think that having that

understanding can really help people at least begin to process, okay, what does my life look like

from here on out? And then, making sure that you ask the questions. Because remember, the

other thing to keep in mind is when we talk about survival, people come in and I'll say, "Okay,

well, the median survival is three years or five years or 10 years or 20 years." That's a guess.

There's a range. That's when half the people are still alive, and half the people aren't. So, it's

important to remember this isn't like all of a sudden you come to the doctor, and they say you

have five years survival, and you go, "Oh no, I better start watching my clock, in five years from

now I'm going to drop dead." That's definitely not the case. So, it's really important I think to

understand these risk factors and understand how to apply them and utilize them to help wrap

your head around the disease and how you approach it.

Ruth Fein: Yeah, what you said I want to reiterate, all of what you said is why we need to see

an MPN specialist. And if you live somewhere where you're not as fortunate as some of us who

can hop on a train and be in New York or some other major medical center, in Phoenix like

where you are, then in today's world it's wonderful that most of these specialists will do video

visits and coordinate with your local hematologist-oncologist. And it's really important because

what you're saying is the most important to get your head around it from a physician standpoint

and a patient. So, one thing that I think about is MPNs, including myelofibrosis, is considered a

cancer. And of course, you're going to see that when you start Googling it. But there's an

important distinction, right? These are chronic cancers. You can't get rid of it through surgery.

You can't radiate it away, et cetera. So, that brings on a lot of anxiety all by itself. The big C word

causes serious stress, and I think when people hear the big C word in the initial diagnosis they
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don't necessarily hear much after that. So, I think that I'd like to hear, how do you help patients

through this?

Dr. Palmer: So, I get that question all the time, do I have a cancer or not? And so, the way that I

sort of describe it is if you look at what is cancer, what is a neoplasm, it's where a cell develops

a mutation that makes it behave inappropriately. So, it makes it grow too much. It makes it

behave poorly. Now, not all cancers equate to dying from cancer which is ultimately, I think,

where people's fear is. And so, if you think of like a breast cancer, it's a breast cell that develops

a mutation and grows inappropriately. If you think of something like myelofibrosis, this cell has

developed a mutation and it grows inappropriately and does inappropriate things, but there are

many cancers that people live with for a very, very long time. If you look at different types of skin

cancers, like basal cell or squamous cell carcinoma, which are extremely prevalent down here in

Arizona, those are cancers. Those are a cell that developed a mutation and they grow

inappropriately, but nobody really... It's extremely uncommon to die from a skin cancer. So, not

all cancers are created equal. So, even if it's a cancer, cancer doesn't necessarily mean

something you're going to die from quickly. There’re many cancers that people... There's other

diseases even that we treat that we just observe patients and they live with this cancer. And I

recognize that that's a hard concept to wrap your head around because the connotation of

cancer in our society is so impressive. It's so much that it's a very hard thing to say, "Okay, well,

I have this but it's not like I'm going to lose all my hair. It's not like I'm going to be puking on the

toilet because I'm getting sick from chemotherapy." It's something that people can live with. And

you're absolutely right, once the C word comes up, people's brains sort of... It's very hard to

listen to more. So, I think knowing when you go into the doctor's office sort of how we can view

this in terms of what is a cancer per se is a really important thing.

Ruth Fein: Yeah, thanks. And I think we need to change the conversation around the diagnosis,

around MPNs, which is a mission of mine, so that we talk to patients and family members about

chronic cancers and how different they are. So, thanks for contributing to that change. There's

another challenge that I think I hear a lot about, and that is, "Oh, you look great. You look fine.

You don't look sick." Right? So, that causes its own type of stressors. There's extreme fatigue

for example, that causes you to turn down social get togethers. There are things you want to

explain to family and friends but you either choose not to or you don't know how to. How do you

suggest people get help with this? Is it through a social worker, a therapist who specializes in

dealing with a chronic condition? How do you pull those people into your team for a patient?
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Dr. Palmer: I think you bring up an excellent point. There's actually a very nice study that was

published several years ago that looked at these questions like, “What do people do socially?

How many times did they have to cancel social visits? How many times do they have to call out

sick from work?” And the burden on somebody from just these things like not having the energy

or not wanting to go out socially because of the severe fatigue, not being able to go to work, are

substantial. I think there's a number of ways that we can approach them. Obviously, finding a

therapist, finding somebody to talk to about it who can help sort of unpack it appropriately to

figure out, “How do you live with this?” Because unfortunately, none of us can make it go away,

but what we can try to do is help support people through it. So, finding somebody is important.

Now, therapists are... It's a matter of finding one that works with somebody. So, I always say just

like with people, if you don't get along with somebody you go to the next one, you try to find

somebody that works with you. Social workers can do this. There’re therapists who have

master’s in therapy that can do this, psychologists, even psychiatrists. So, it's really a matter of

finding somebody who you can talk to. I think there's a lot of MPN support groups that are out

there that have other people going through the same thing, so they can help connect people so

that they can get this sort of information from somebody who's on the ground who's

experiencing it. I mean, I know a lot about MPNs based on what I do, but I'm not living it. I'm not

walking the day-to-day of having an MPN. So, finding other people who are going through a

similar process, I think, can also be very helpful.

Ruth Fein: Yeah, I agree. And there's also a caution, just like there's the caution to your Google

comment, that I think the patient support online is amazing and we didn't have that when I was

diagnosed years ago, but there's a caution there too, specifically for myelofibrosis. It's

frightening, it's frightening to read on a daily basis or on a weekly basis how many people are

really seriously affected and how many people die and how many people get to stem cell

transplant and don't do well, et cetera. But, what we have to do as patients and loved ones and

caregivers is remember what you said before, which is how huge the disparity is among people

who have this disorder, and what's happening for this person over here is not necessarily

happening for the other one. There's so many of us who have lived with this for so long, and for

very long time asymptomatically, so be careful. Take the support, it's a wonderful place to speak

to people and to get your questions answered and know that you're not alone, but also be

careful, that you have to recognize that there are people on all... The spectrum is broad.

Dr. Palmer: Yeah, that's a very good point because I think that some patients, I think, really

benefit from the different social groups, other patients I think it creates more anxiety and stress,
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either a survivor's guilt or a stress of, “Is this what's going to happen me?” So, I completely

agree. You have to use that resource appropriately.

Ruth Fein: So, I do have another question, but before I get to that, I just wanted to tag onto that

one more thing. And that's that the only way we can be helped by social workers and

psychologists or psychiatrists, is again by acknowledging that we are struggling or that we don't

sleep at night. Because once you shut your eyes, all of this uncertainty and questions and

concern comes up. So, those things are really, really important, as you alluded to when

speaking to your doctor. So, it's great that you ask those questions, but every physician and

even some specialists don't ask those questions. So, it's incumbent upon patients and

caregivers and family members to really say, “Don't let me forget to tell you how I'm really

feeling,” or “I'm not sleeping because of stress,” whatever it is. So, we do have a question from

a patient out there who asks you a great question, she or he, I can't tell, is on Hydrea

(hydroxyurea) and aspirin and Coumadin, but her question is great, and it's that, "Do you find

your MPN patients that either their disease or meds are creating less than desirable

post-COVID vaccine antibodies?" That's a question we all struggle with. Do we test and not

have a lot of antibodies because our body isn't producing enough? Or is it the meds or what are

you seeing?

Dr. Palmer: That is a great question, and it's something that I think as we vaccinate more and

more people we're learning more and more. I think first of all, we all recommend... Most of us

will recommend the vaccine to patients regardless of what medications you're on. And the way

that I look at it is that if you get a response, great. If you don't get a response, you tried. There

does not seem to be a significant amount of harm from these vaccines, and I recommend all my

patients are vaccinated. Now in terms of the vaccine response, that's a really tricky one. And I

think people are really trying to understand the vaccine response and sort of the

seroconversion, which is basically when you start to see the antibodies in the blood. And that's a

very tricky question that I don't think any of us have the right answer to, because number one,

does that truly indicate you have immunity or not, because that's only one part of the immune

system. The antibody response is one part, and then there's another part to creating memory

cells. So, teaching your immune system to recognize certain things so that they can attack it

when they see it. And those are things that are very hard to measure, and we don't do so in the

standard clinical practice. So, not having the antibody response probably does convey an

inadequate response, but it's definitely not the whole picture. On the converse side of that, if you

take, for example, somebody who's on ruxolitinib, they may generate an antibody response, but
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because the ruxolitinib we know impairs inflammation, impairs sort of the immune reaction, they

may not necessarily be able to have that same ability to fight as they would have. So, I think

using caution, not saying, "Okay, I'm vaccinated, everything's fine. I can go out and I'm at lower

risk." We don't know that either. So, unfortunately, I don't have a clear answer. I don't think any

of us do. We struggle with these questions in our practice. Who do we check seroconversion

for? What do you do if there's no antibodies? Do you have somebody go back and get another

vaccine? We don't really know what the answer is to that. So, I think the big picture, the advice

that I usually give is, remain cautious, continue to use appropriate caution, not exposing yourself

to sick people and things like that because we don't really know. I think that the vaccine

response that we've seen, which has been pretty remarkable, helps a number of patients and

probably helps a number of MPN patients, but we don't know the full story yet and we probably

won't for some time.

Ruth Fein: Unfortunately, that's the truth. It's one more uncertainty. But I think part of it is what

you said, we have to be bold and confident. I know I still wear a mask if I go inside anywhere

because I don't know. So, before we sign off, I'd like to end with a few words about how we

change the conversation around MPNs, which is something I mentioned a little earlier. So, as

we know, and as we've spoken about today, there's a lot of hope around myelofibrosis that

wasn't there just a few years ago, let alone a decade ago. And that's true for all MPNs right, and

their possible progression to MF. Dr. Palmer, would you leave us with how that translates to

conversations with your patients? So, what are you able to tell a patient with myelofibrosis that

you wouldn't have been able to say to them just a few years ago?

Dr. Palmer: I think one of the take home messages is, and this is something that I always like to

convey to patients as well when I'm talking to them, is that I think one of the things that's been to

me, one of the biggest signs of hope, is that last year at our big hematology convention we had

a number of different drugs that were presented, you know from the clinical trials and the results

of said clinical trials were presented. And historically the response for myelofibrosis in particular

has always been spleen size and symptom burden. So, if you had a medication or an agent that

was able to decrease the spleen size and make the symptom burden get better in terms of

using that scoring system, I discussed the MPN symptom assessment form, those would be the

two things that you would need to have a drug be successful. Now, we're not just looking at

these two things. We're not just looking at symptom burden and spleen size, we're also looking

at the percentage of cells that carry the mutation, which likely represents the amount of disease

that's there. We're looking at the amount of fibrosis. So, in patients who sometimes had three

https://patientpower.info/navigating-cancer/series/covid-19-and-cancer/articles/despite-the-new-cdc-guidance-should-i-still-wear-a-mask
https://patientpower.info/what-are-the-phases-of-mpn-progression/


plus fibrosis, couldn't go down to one plus fibrosis. Now, what the long-term implications of

some of these changes on the molecular level and on the fibrosis level mean, I still think we

need to understand – we don't know the answer to that. But I do think it's very encouraging that

we're not just looking at symptoms and spleen size, but we're actually looking at factors that

may change the disease biology. We don't know for sure it is changing the disease biology, but

we were not looking at these even two years ago so this is something that is very exciting, and I

think brings a lot of hope to this, that we may have ways of addressing this that not just make

people feel better but also may help change the disease.

Ruth Fein: Great. Thanks for adding that. Your insight will help our listeners. So, thanks to our

very special guest today, Dr. Jeanne Palmer of the Mayo Clinic in Arizona. To our audience, if

you have any new questions for your doctor based on today's program, make a reminder note to

self. I find it really helpful. It can help you with your health care decisions and ultimately improve

your care. One more note, Patient Power is piloting a new clinical trial finder tool, and that

information on how to use this new tool is in the MPN newsletters, which we hope you're already

receiving. If not, you can sign up at patientpower.info. The information is also on the Patient

Power Facebook page, and you can follow Patient Power on Instagram and on Twitter. That's all

from here on this beautiful hot summer day in Saratoga Springs, New York. Take care, be well,

and remember that knowledge can be the best medicine of all.
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