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Graphic: Hi there! Did you hear about the latest clinical trial? Yes, but I want you to tell me

more! Just click here: https://patientpower.info/.

Andrew Schorr: Hello, welcome to Patient Power, and one of my favorite programs, People Are

Talking. And I'm joined by my friend, Dave Denny, who’s in Ohio. Dave, you are how many days

post-transplant now for myelofibrosis?

David Denny: I think it's 125. I didn't count it this morning, but I'm close.

Andrew Schorr: Dave is a leader on Facebook, and so he's plugged in to the world of what

we're all saying to each other. We have a leading clinician with us from Memorial Sloan

Kettering, and that's Dr. Raajit Rampal. Dr. Rampal, thank you so much for being with us.

Dr. Rampal: It is a pleasure to be here.

Andrew Schorr: Okay. Dave and I are going to talk about what we're talking about, what we're

hearing, our ear to the ground, what other people are. We're going to run it by you. You're

hearing from patients every day too, so we all are hearing, what are we talking about as an

MPN community? First of all, Dave, you just went through transplant, but just a little bit of your

personal history. You were diagnosed with myelofibrosis how many years ago?

David Denny: I was diagnosed in the fall of 2013. I went on ruxolitinib (Jakafi) pretty quickly

after that. I felt a lot better. Things went really well. But after about five years on ruxolitinib, my

counts were going all haywire, and my spleen had grown back. I was looking at different things,

and Inrebic (fedratinib) was approved just right in time. So, I went on Inrebic, and it shrunk my

spleen, but it didn't make me feel especially a lot better, but it did shrink my spleen. I

appreciated that. Then I noticed that my counts kept declining. They were going down. Going

down, down, down, especially my platelets. I said to my specialist, doc... I was hoping he was

going to say... I said what's causing these platelets to go down? I was hoping he was going to

say it's the medicine. He said, "Well, your disease is progressing.” It didn't look like a good

option to just keep on going in that direction, so we decided to do the transplant.

Andrew Schorr: Right, which you've had, and you're recovering from. You doing okay?
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David Denny: Yep, yep. Well I go back tomorrow for my monthly meeting. I'm down to monthly

meetings, so we'll see what they say.

Andrew Schorr: Wow. Good for you. Dave is a minister, and so we know there was a lot of

prayer there. First of all, I'm glad you're where you are now. Dr. Rampal, one of the things that

people talk about and ask you about all the time is, how am I, like Dave, where at some point

things are going to go south and I'm going to need a transplant, or will I be one of these

patients, knock on wood for me right now, where I've remained stable over nine, 10 years and

nothing's changing much, and I'm going on about my life? How do we know? How do we think

about that? Basically, is all myelofibrosis the same?

Dr. Rampal: It's an important and a difficult question. I think one of the things that makes this

disease complicated for patients and physicians is that that uncertainty really colors our

conversations and how we think about things. As opposed to somebody who has AML, if

somebody has AML, we're going to treat them, the question is which treatment. But we're going

to treat them. And there is a plan. Here, that's not so much the case because there's a lot of

subtlety. The high-level answer is that there is quite a bit of variability in terms of how patients

do. As you pointed out, there are patients who are diagnosed with primary myelofibrosis and

who do fine for a decade or more, and then there are patients that we meet who are on the

verge of transforming to leukemia within a year and a half to two years of us meeting them. For

a long time, we didn't really have a good way to figure out who those patients were. We have a

lot of scoring systems as Dave has alluded to. We have things called the DIPSS and the IPSS,

and they all take into account clinical parameters if somebody needs a transfusion. Are their

platelets low? Is their karyotype bad? But that really tells us a little bit about where we are, and

they do help to prognosticate. But the problem is that none of these tools predict, and that's

where the difficulty lies. We can prognosticate and say, well, based on this scoring system, there

is an X percent chance that your disease will progress in the next five years, but that's not a

prediction. These tools are far from perfect. They've gotten better as we've learned more, as

these things always go. The tools that we have don't allow us to tell that degree of subtly. I

would say that the tools that we have are really guideposts more than anything.

Andrew Schorr: Dave, that's what people worry about, right?

David Denny: Oh, yeah.
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Andrew Schorr: What's the future hold for me?

David Denny: Yep. The variation in where they are and who's treating them and how much

experience those doctors have with myelofibrosis and so on, I think that makes a big difference.

They come on our group, and we're urging them to find an MPN specialist, go down to Sloan

Kettering. Some of them just can't do that or they're already too far along, kind of thing. And

they're nervous. Does this doctor really know what he's doing? Is he just doing this for

experimental purposes, or what? What's going on?

Andrew Schorr: Well, let's ask about that. Dr. Rampal, you're one of the leaders in the field.

You went to see your doctor at Cleveland Clinic, Dr. Gerds, right?

David Denny: Dr. Gerds, yep.

Andrew Schorr: Another specialist. We've interviewed many of them. An MPN patient can pop

up anywhere, and likely they're going to go to a community oncologist who maybe has not a lot

of familiarity with it because they may not have a lot of patients. So, what are you doing about

helping your brother, sister, hematologist, understand all this?

Dr. Rampal: There're a couple of answers. Number one, with the launch of a lot of the drugs,

there is oftentimes education that goes along with it. That's a good chance for us to interface

with prescribing physicians and give teaching and do background teaching not only on the drug

but on the disease and how we manage it. The other part of that is what we call continuing

medical education, whereby we go and we give seminars, not only to practicing hematologists

but importantly to hematologists in training. I think that's actually a really important part of this

because they need to be armed with the most current knowledge when they're a year or two

away from stepping out and practicing on their own. They need to have that. So those types of

continuing medical education events where, in the pre-COVID days, we would actually go out to

these places and give lectures. And we do that. We give grand rounds at academic centers. So

that's part of how we reach smaller academic centers. I think as you were making the point,

reaching the community physicians is fundamentally important. I would say we need to do a

better job of that, and these formal education pathways are an important aspect of that. I also

think what's important is that… building relationships with the community hematologists. So, for

example, what happens commonly is a patient is seen by a community doctor who doesn't have

a ton of experience with myelofibrosis. They send the patient to us. What's important in that
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exchange is that we then pick up the phone and talk to that hematologist and say, here's what I

think. This is what the patient has. This is what I would do. This is why I would do it. Not just

saying “I'll manage the patient,” but actually reaching back out and establishing a relationship

with that physician so that they can ask questions and so we can help guide them on how to

treat our patients. I think the last aspect is really very much what you're doing and what other

patient advocacy groups are doing, which is arming the patients with the knowledge so that they

can ask the right questions. Because if a patient comes and sees a physician and they don't

know the right questions to ask, they may just accept what the physician is saying, whether it's

right or wrong. But if you know the questions to ask, sometimes that prompts somebody to

understand, wait a minute, I need to understand this better. I need to research this better or I

need to make a phone call to somebody at an academic center. Arming our patients with the

knowledge to ask the right questions is a key part of this.

Andrew Schorr: Dave, a lot of what we hear about on the lists and Facebook, and all that, is

people worry about progression. Not just of myelofibrosis, but even along the way, ET, PV. We

hear about that. People really worry about progression, don't they?

David Denny: Sure they do. There's a lot of confusion about things. We have people who come

in and identify that they have, “I have ET and myelofibrosis,” or “I have ET and PV,” and they're

confused. Or I have, even, they've looked at their bone marrow biopsy, and they say, “I have

myelofibrosis level two.” They think it's staging. There's just a lot of confusion out there and

obviously great concern over progression.

Andrew Schorr: Or even whether it's called a cancer because it didn't used to be.

David Denny: Yeah.

Andrew Schorr: Dr. Rampal, how would you advise patients to get clarity? First of all, maybe

you can answer that big question, why is it considered a cancer now when it didn't used to be?

Dr. Rampal: That's interesting in the sense that it kind of depends on one's perspective. If you

think about what is the real definition of cancer, boiling it down to its fundamentals, you have

sort of uncontrolled growth of cells that results from genetic aberration. I'm just making that as

sort of a general cancer diagnosis. If you think about, if we kind of abstract and forget about the

genetics for a minute, if we think about how patients look, somebody has polycythemia, they

have a lot of red cells, we phlebotomize them, they're okay. Versus somebody who has an
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invasive breast cancer, colon cancer, where they need surgery, radiation, chemotherapy. I think

from a functional standpoint that has been maybe historically the perspective of why we say,

well, this is a blood disorder versus this other thing is a cancer. If we really boil down to the

fundamentals of the biology, we know that these diseases are driven by genetic aberrations, by

mutations largely, and they result in uncontrolled growth, and they do eventually progress to a

more acute phase. But to me, all of that is cancer. I think that really hits the fundamental

definitions of cancer.

Andrew Schorr: Okay. So, now the confusion about what people have, do they have some kind

of combo diagnosis, or how do they get clarity on that? Because David was saying he sees all

the time people are confused with the terms or maybe they just don't even have an accurate

diagnosis.

Dr. Rampal: Right. I think both of those things play into this. In the sense that our nature as

humans is to categorize things, and we create these convenient boxes that the diseases should

go into, the reality is they always don't. Nature doesn't care what we think. And so, you run into

situations where things are not so clean cut. Maybe there are overlapping features with PV and

MF in some select patients. That's not the case in the majority. That’s, let's say, more the

exception.

But boiling down to the fundamentals of, “How do you interpret what's being said in the bone

marrow?” I think that the expertise of the pathologist is very important. As much as we talk about

the expertise of the hematologists in helping you guide your treatment, the expertise of the

pathologist is absolutely fundamental. In places where they don't see a lot of these types of

cases, there can be confusion. What tends to happen, in my experience, is that in a place where

they don't see a lot of these cases, they tend to be very descriptive as you were alluding to.

They say, well, MF two may be compatible with a myeloproliferative neoplasm. It’s not very… It

doesn't tell you what's really going on, and it really needs to be reviewed by an expert

hematopathologist. Even in those cases, there are occasions where you can't come up with a

clear diagnosis. But I think that I've had patients remark to me, it's like reading another

language. There's some truth to that. I think that it's important that patients sit down with the

hematologist and go through the report and ask the questions, what does this actually mean? I

suspect that what happens a lot of times is patients are given the diagnosis, they have the

procedure, and the physician says, “This is the diagnosis.” And then when you have access to

your medical records, you look at the reports and say, “How do you get that from this?” I think
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that happens a lot. I think it's important to actually sit down with the report and do the

interpretation with the patient. I think that's really important.

David Denny: Absolutely.

Andrew Schorr: Yeah, Dave, other things people are confused about?

David Denny: Well I was going to say, I think that people are sometimes overawed by their

doctor, and they don't want to ask the questions. I mean, we constantly are urging people to go

back – make the doctor talk to you, make him talk through this with you. I think people are even

confused about... I don't know about confused. I just saw the question come up the other day.

What difference does it make whether you have primary myelofibrosis or secondary

myelofibrosis? Is it going to change the way that we treat it, or what?

Andrew Schorr: What about that, Doc?

Dr. Rampal: Yeah, there are some differences, right? It does look like there may be differences

in outcomes to some degree, but I think at the end of the day in terms of how we treat a patient,

it doesn't really make a difference. The fundamentals are the same in terms of if someone is

symptomatic or they have an enlarged spleen or we think that they're at high risk of progression,

they may need a transplantation consult. But I think it doesn't change the management, per se.

Andrew Schorr: Okay. Let me ask you about the things that we fear, is whether our… If we

develop myelofibrosis, the worry about that transforming to acute leukemia. Are there things

developing to deal with that?

Dr. Rampal: Yeah, that's a very difficult problem. That's actually been a major of my research

throughout my career. It's just a very difficult problem. Treating leukemia is not an easy thing.

Treating leukemia that's arisen from an MPN is an even more difficult thing. I think we're

learning a lot about the biology. I think that is the key to coming up with better treatments. There

are things that are in development, development meaning clinically in development, that are

being looked at as clinical trials.

There are things on the drawing board that we're doing, for example, in the lab that we think are

translatable to the clinic. So, there is sort of a pipeline of things that are in the works for this. It's

an important problem.
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Andrew Schorr: Let's back up a minute. So, we have people who may be watching this who

have ET or PV. We've been talking a lot about myelofibrosis. Do we have any sense, not just

within myelofibrosis, what version you have or what lies ahead, but what somebody's journey

will be? You talked about progression. Do we understand anything about progression now,

between these different myeloproliferative conditions, who may be [inaudible] via ET for

decades and somebody who'd maybe go up the scale?

Dr. Rampal: I'm glad you raised this because this has really become an area of important focus

within the MPN research community in the last year. It dovetails on what we were just talking

about, which is, “What's the answer to people who progress to AML?” The real answer is to

prevent that from happening. That's the real answer. I would say the same holds true of

advanced MF, the real answer is to prevent this from happening. Now, we haven't been able to

do that. When we see somebody with myelofibrosis, many times we say we're going to watch

and wait, we're not going to treat, but with other cancers we don't do that. We don't say to

somebody with breast cancer we're going to wait until this is stage three or four to treat you. The

reasons for that are that – I would say it would fall into two categories. Number one, we've not

had good tools and good drugs until, I think recently, to be able to treat the disease. Number

two, we've not been able to really prognosticate as to who that applies to. If somebody isn't

going to progress for 10 to 15 years, I'm not sure it makes any sense to treat them to risk toxicity

from medication. On the other hand, if somebody is going to progress in the near term in three

years, of course it makes sense to try to intervene if you know that and you've got good

medications to help them. What has happened, and what I'm sure many of our patients I hope

are aware of, is that the MPN Research Foundation launched an initiative last year that is solely

focused on disease progression. There was a major summit meeting that involved a lot of the

leading researchers and clinicians, as well as representatives from pharma. That was aimed at

talking about this whole problem of progression. How do we define it? How do we deal with it?

That launched a series of funding opportunities for the research community to directly address

this problem, because I think as a community we have rightly been focused on dealing with the

immediate needs of the patients. Doing our best to make sure that people can live the best and

longest lives possible who are currently sick with this disease. But, I think that we need to focus

more on preventing people who are maybe in the more late stage of the disease from getting

sicker. I want to make sure I communicate to our patient community that this is a focus right

now. This is ongoing. There is a major initiative in this realm, and I think it's just absolutely

important.
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Andrew Schorr: So, for Dave, and we have a lot of people who've had transplants, and there's

an art to that. So, life post-transplant. Are we getting better at that, with the management of that,

for Dave, you know, we worry about graft-versus-host and all these kinds of things, so that

people can hopefully get back to a better life?

Dr. Rampal: I think the answer is yes. The disclaimer, I'm not a transplanter, but obviously a lot

of my patients end up going to transplant. A lot of things have changed in terms of how we do

the transplant, how our approach to transplant occurs. Within the different types of myeloid

diseases, MPNs, MDS, leukemias, there are differences in how we do transplants and the types

of what we call conditioning regimens, all of these types of things. There are things that we think

are specific to myelofibrosis. I think it's interesting in this realm that there are trials that are in

development or actually open now that are specifically looking at how to optimize transplants for

myelofibrosis patients in terms of giving the medications or doing the transplants in a slightly

different way. That's a change. That really hasn't been a focus, I think, largely until recent times.

I think that there're a lot of initiatives that are in development, and there are better treatments

now for graft-versus-host. Really, within the last five years, we've had a couple of things that

have shown promise. Ironically, one of them is Jakafi, which is approved for the treatment of

GvHD.

Andrew Schorr: Dave, other things you've been thinking about? I know people ask about

interferons and a lot of other drugs in development. Are there things you wanted to bring up that

you're hearing about?

David Denny: Well, different people come in. They're diagnosed, and most want... Everybody

would like to have some simple thing, like change your diet and you'll get better. A lot of people

really don't want to take something like Jakafi, I guess it's packaged, and you get the little plastic

bag that says chemo drug or something on it, and it just freaks people out.

But having said that, I've got two things. One is that people who go on it, some of them blame it

for absolutely everything right down to bad TV reception. I'm getting bad TV reception it must be

because of the Jakafi. Some resist going on because they say, well, I just heard it only treats

symptoms. But we've been hearing that it also has a survival advantage. I haven't really seen a

lot of stuff about the survival advantage. I've heard that different doctors are saying, yes, it has a

survival advantage, everybody should go on it and so on, so if you could just talk about Jakafi,

and where that stands.
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Dr. Rampal: Right. The point you're making about resistance to treatment, this is something I

see all the time, because either people are afraid of the drug or they're afraid of the implications,

which I think is the point you're making. Somebody is doing well otherwise, and now they're

taking this drug that says chemotherapy. It makes them feel as if they're sick, I think is my

interpretation. And I understand that. I think that's something that we have to… When we're

dealing with that, we can't just prescribe medication, we've got to talk to somebody about, “What

does this mean in your life?” And how is that changing our approach to your disease? This is

not about just taking pills. I think the right counseling and the right approach to talking to

somebody – that's paramount to that part of the issue. With regards to the survival benefits, it's

important to remember when the studies were done with Jakafi, survival was not the endpoint of

the trials, but these were randomized trials and so we had a control group. In retrospective

analyses, it does look like when you look at all of the data in aggregate from the COMFORT

studies, which were the studies that led to the approval of Jakafi, if you look at it in aggregate,

there does seem to be a clear separation. There does seem to be a survival benefit for the

patients who got the Jakafi versus those who didn't. I think the key question is, “Why?” I'm not

sure we have a good answer to that. Is it really because you're changing the fundamental

biology of the disease, or is it that you're taking people who are feeling sick and losing weight

and not well, and improving their quality of life? I'm not sure I know the answer to that. I'm not

sure really, honestly, it matters in the sense that if we're helping people, we're helping people,

right?

Andrew Schorr: Dave touched on something else though. Is, he talked about, “Does the drug

affect my TV reception?” But I mean, it's true. How do we know, if you're our doctor, how do we

know when to call you as our hematologist and say, “Could this be the medicine I'm taking, or is

it something else? Do I have a pain?” I'll give you an example. Okay, so I've been on Inrebic for

a year and a half now, right? And lately, I've been getting shoulder pain in both shoulders. Now,

is it because I was moving a box yesterday, or is it a side effect of the drug, or something else

going on because I'm almost 71 years old? How do we know what to attribute to our MPN

condition?

Dr. Rampal: My bias is that any time somebody has a new symptom who is on a new drug,

meaning a new drug to them, they need to let their physician know. Part of the way we kind of

try to discern this is that, in what's called the package insert, it lists the probabilities of different

side effects. That is derived from the clinical trial data that said, whatever it is, headaches or

nausea, occur in a certain percentage of patients who are on the study. That's an important
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guidepost when somebody has a symptom, because if something is frequent, fine. It is likely

that it is attributable to the Jakafi.

On the other hand, if something isn't in that package insert but it's occurring, it doesn't mean it's

not attributable because we have to remember, how many people really were tested with the

drug before it was approved? It wasn't like 30,000, or like the COVID vaccine, several million. It

was a relatively small number. And that means that we call emergent side effects, side effects

that kind of make themselves known at a low percentage later on that weren't really obvious in

the initial studies, that can happen.

And so, for that reason, I always think it's important that if something comes up, if it's the

shoulder pain, you have to let the doctor know. TV reception, maybe not so much, but yes, other

symptoms for sure.

Andrew Schorr: Let me see if I can extrapolate from there. We're living with a serious

condition. We have a specialist such as you in hematology who's our doctor. We might be on a

powerful medicine. Although we may be aging and we may have blood pressure issues or heart

issues or whatever, we should check in with you if we have a concern?

Dr. Rampal: Absolutely, right. Look, at the end of the day, common things occur commonly, as

they say. Many times, the symptoms that you're describing, or many symptoms are just

attributable to other things, but as a physician I would rather that my patient let me know early

on that, hey, this is going on, so that I can at least discuss that with them and make sure this

isn't related to the drug rather than it becoming something worse.

Andrew Schorr: Dave, other things that the community is talking about that you see?

David Denny: I think it's mostly in the PV community that we hear about interferon, but there

are people in the myelofibrosis community who talk about it, and there's a big question about,

“Will it help people with PV?” “Can it really help myelofibrosis patients?” And under what

conditions, if they have not very much fibrosis or early in the process? So that's a question. And

then what about ropeg [interferon]? Is it coming? Does it make a difference?

Andrew Schorr: The new interferon formulation, yeah.
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Dr. Rampal: Okay, let's break it down. Interferon and myelofibrosis, there are some small

studies that have suggested that it may benefit patients who have some degree of anemia but

don't have massive spleen enlargement. It does seem that once the disease has progressed to

a certain point, using the spleen size as a surrogate, the interferon doesn't tend to work as well.

But in early phase disease, it could help with things like anemia and maybe even spleen size as

well. There's some nice data from a number of different groups regarding that, so it may have

some degree of a role early on. With regards to ropeg, what we know is that the ropeginterferon

is approved for polycythemia vera in the European Union, and that was based on a randomized

study where patients were given either hydroxyurea (Hydrea) or the ropeginterferon. One of the

important things of that study is that study was carried out over more than five years. Initially at

the first-year mark, it didn't look like there was much of a difference, but once the trial went on

further, it was clear that ropeg was doing a better job at controlling the blood counts. So that's

the major outcome from that study, is that blood counts were better controlled, and actually the

amount of the mutations did seem to go down. I don't believe, as far as I remember, that they

actually did bone marrow assessments, so I'm not sure we really know what, if any, changes

were occurring in the bone marrow. But clearly it was statistically superior at controlling blood

counts. We hopefully will have that drug for our use in the United States soon.

Andrew Schorr: Let me ask you another question about drugs. We were talking early on about

whether all myelofibrosis is the same, and is there sort of one size fits all approach like this JAK

inhibitor or that JAK inhibitor? So, another one that's been in trials for a long time is pacritinib,

where they say maybe that's for a different kind of patient with particularly low platelets. Might

that fit into this idea of not all patients are the same and some will get a treatment like that

versus Jakafi or Inrebic?

Dr. Rampal: I think that's absolutely the case because you're right, if we kind of forget about the

prognostication, but if we think sort of in terms of what does the patient look like, what do their

counts look like? We certainly see patients who their presentation is, all of their counts are low,

really low, and then other patients whose counts, mostly the white count and sometimes the

platelets, are really high even though they have myelofibrosis. So, it is variable.

And I don't really think we understand the biology of that all that well. But at least the clinical

trials data suggest that we may be able to treat patients differently depending on how they're

presenting, and these drugs are a good example, where pacritinib seems to work and be

relatively safe in patients with really low platelet counts.

https://patientpower.info/ropeginterferon-offers-new-option-for-treatment-of-mpns/
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Andrew Schorr: Okay. So, Dave, it's kind of like people go on these Facebook groups and stuff

and they want a chorus of people to say do this or do that. But we're hearing how individualized

it is, right?

David Denny: Well, we try to be careful to encourage people to see their doctor and get the

answer from their doctor. We are a support group, and I say you're going to get good support

here. We have people with a lot of different experience as patients, but we try to encourage

people to get the answer from their doctor and find a doctor who is the most equipped to give

them the answer.

Andrew Schorr: Right. So, then you have your sort of mental health along the way for the

patient and their family. Dave, I've always found you to be pretty... At least to me, you've kind of

taken it as it comes, and even with a sense of humor along the way. But not everybody is that

way. A lot of people are just off the rails. For you, Dr. Rampal, who is at one of the major centers

and you’ve devoted your life to what we've got, what do you want to tell the community so we

can calm ourselves a little bit?

Dr. Rampal: One of the… I guess in my opinion, one of the major drivers of anxiety is

uncertainty. We've talked a lot today about uncertainty. There is a degree of clarity we can give

to somebody regarding their diagnosis and their prognosis. We can't predict the future. That's

our limitation. We can give clarity as to what we think is the likely thing to happen. I think it's

important for two things to happen. Number one, for patients to really ask their physicians these

types of questions and to have an honest and open conversation, because I know sometimes

both on the patient side or on the physician side we kind of circle around and we don't talk

directly about people's fears. I think that the more that we can get at that, the more it does help

people to understand what's likely to happen, and that can oftentimes help alleviate anxiety. But

it's important to note everybody copes with stress differently, regardless of what that stress is.

It's important that if the anxiety, if the uncertainty is overwhelming despite these conversations,

you need to let the doctor know because there are resources. Here we have our own, what we

call supportive care group, and we have counseling. Those are tools that should be used if

these things are uncertain. People have this diagnosis for a number of years meaning that they

have to live with that diagnosis for a number of years. The key thing in that statement is they

have to live. If one is completely consumed by anxiety, which is understandable and can

happen, we've got to deal with that. We've got to make sure that that's part of how we think

about giving people a quality of life.

https://patientpower.info/ash-2020-mpn-roundtable-individualized-treatment-plans/
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Andrew Schorr: Okay. So, Dave, you've run the table if you will, in that you've been through

this for a number of years in successive treatments and then the big gun, transplant. So

delighted you're doing well. What’d we say, 125 days out?

David Denny: I think so, yeah.

Andrew Schorr: What would you say now? Because people don't often see on video, they see

in a comment on a Facebook group. Is there anything you want to say to people to have them

keep this in perspective?

David Denny: When people come into the group, sometimes they've just received their

diagnosis the day before and they're all upset. I say, you've got to remember that nothing has

really changed, that you got your diagnosis yesterday, but you had the disease the day before

that and for a while before that. Nothing has really changed. You're only given life one day at a

time, and you've just got to take it one day at a time and get the most out of it that you can.

Enjoy the things that bring you joy in that day, and we're not guaranteed tomorrow. We don't

know. Whether we have a disease or not. You can get hit by a bus. I think that helps. It kind of

helps people get a little bit more oriented. “Oh no, I have this disease.” Well, you already had

the disease. You might've had the disease for years, you don't know. You can still enjoy life.

Diseases are not what are going to define you.

Andrew Schorr: Well said. I've taken a lot of comfort from knowing Dave over the years. In my

situation right now, today it's stable. I don't know if I'll end up going through a transplant

someday. I don't know if I'll see the medicines that have been working pooping out on me. I

don't know. But I know I have today.

David Denny: Yep. Yep.

Andrew Schorr: I know I have today, and I know in my case, I'm here on the West Coast, I

have a MPN specialist, Dr. Jamieson. If ever I'm in New York, you'd probably be my doctor, Dr.

Rampal. I think that's the lesson here for people, have a provider partner you trust. Speak up,

not about your TV reception we said, but about other things you have concern about. Know that

there are drugs in development. We talked about ropeg. We talked about pacritinib. We talked

about these other drugs that have worked for Dave for quite a while and for me for quite an

extended time and that Dr. Rampal and his colleagues are working on it. They're working on it.

Did I get it right, Dr. Rampal?
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Dr. Rampal:

I think you're right. And Dave, thank you for sharing that perspective. I can't think of a better way

to think about it. I think that's exactly right. I think the other message for our community is, I think

we're on the cusp of another big step forward in these diseases. We have so many drugs that

are in late-stage trials. I'm so excited. I have not been this enthusiastic in my entire time in this

career. I think we're really at the cusp of something new.

Andrew Schorr: Well, thank you for devoting yourself to us.

David Denny: Indeed.

Andrew Schorr: Dave Denny, we wish you all the best. Thank you for being a leader with the

Facebook groups, Dave. You're always there for people even as you've gone through some

heavy-duty stuff over the last many, many weeks. We wish you all the best. Thanks for

everything.

David Denny: Well, it's a great community. I'll tell you one thing, it's worth having myelofibrosis

just so you get to know the community. Good people, good people.

Andrew Schorr: Thank you for being with us. Thank you for all joining us for this People Are

Talking session. Dave and I and Dr. Rampal from Memorial Sloan Kettering having a

conversation. We hope it's been helpful for you. I'm Andrew Schorr with my friends Dave Denny

and Raajit Rampal. Remember, knowledge can be the best medicine of all.
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