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Andrew Schorr: 
And welcome back from Aurora, Colorado near Denver. I’m Andrew Schorr. We’re continuing our discussion—worldwide 
discussion—with the help of the folks here at CU Anschutz, the big medical center here, and our friends who’ve come from 
MD Anderson, and people who’ve flown in from Florida, like you heard, and all over. We’re gonna continue our discussion 
now, as we really talk about living with an MPN.  
 
Remember you can send your questions if you’re watching on TV, if you will. MPN@patientpower.info. Don’t make it too 
personal, because we want it to benefit everybody. And our medical practitioners here are not gonna say, “Oh, what you 



did in your question, you should do this.” We’re gonna generalize it more, but you really need to send in your question. Let’s 
have an interactive audience.  
 
For those of you in the room, we’ll be taking your questions after a while, so write them down. We’ll have microphones in 
the room where you can pass it up front and someone can ask it for you. Okay. So, as I said early on, I was diagnosed in 
2011 with something I’d never heard of myelofibrosis, scarring in the bone marrow. I am fortunate that there became an 
approved medicine, ruxolitinib, or Jakafi, and I’ve been on it since then. I’ve been living well, and I go to the gym.  
 
Most days I run with my wife Esther, and I bike and I’m living, I think a pretty full life. And I’m very grateful for a number of 
things, the scientists who developed it, the researchers—we have researchers with us here—and I’m very grateful for the 
patients who are in clinical trials, including my friend Ed Harris down in Houston, who was like patient number one, or 
something. So, really for the people who have been in clinical trials, my hat is off to them.  
 
If you benefit from an approved therapy, or others may be coming, somebody was in trials that led to that approval. Okay, 
so we really owe them a debt of thanks, and you should consider being in a clinical trial perhaps, too. Okay.  
 
So, now I want you to meet two patients and also their providers, because we talked about the relationship between a 
patient and their medical professional, in itself, and a whole team, that works with them, where you develop that trust, 
okay? So, this gentleman is Nelson Patz, right? And Nelson now lives in Colorado. Nelson’s 71, and how do you feel today? 
Nelson Patz:  
I feel actually amazing. At 71, I feel, when I close my eyes, that I’m in my 40s.  
 
Andrew Schorr:  
Okay. All right. Now… 
 
Nelson Patz:  
When I close my eyes. 
 
Andrew Schorr:  
…this is a family story, and I want you, your wife Mary Ann, to stand up. There’s Mary Ann, and daughter Molly, stand up, 
and Julia stand up. And I just wanna tell a little bit of the story, and then Nelson’s gonna tell us some more. So, they’re here 
in Colorado now. Not all of them were in Colorado before. They came to Colorado in part, or to get altogether, because 
Nelson thought he was dying, and they lived back East.  
 
And it was very despondent living with an MPN, and he thought this was the sunset of years. He wanted to be close to his 
daughters, his wife came. And they’ve been a tremendous support. The good news is, you’re gonna hear is, Nelson is not 
dying now. And you just heard how well he is. Thank you so much for being wonderful care partners. Thank you, ladies.  
 
Okay, Nelson I’m gonna sit down, but we’re gonna get your story now, and it has a lot of twists and turns, but first of all, 
what symptoms did you have where you knew something wasn’t well? Because you, actually your healthcare professional, 
you were doing acupuncture for years. So, what problem did you have? 
 
Nelson Patz:  
Well, I was exhausted, and I had aches and pains in all my joints. I could feel pain, and that would move around my body and 
it would last two or three days. I was just curious watching it now, with an acupuncture background, they talk about chi 
energy—the life force—and that it’ll flow, and it’ll move.  
 
And I said, “Okay, something’s stuck here.” But it would resolve itself. It would move along, and I thought I had Lyme 
disease because my two dogs had Lyme disease, and I had had picked ticks off myself. I used to live on Cape Cod, 
Massachusetts, which is very high in Lyme disease.  
 
So, I went to my primary care, and I told him what was going on, and he treated me for Lyme disease. He said that, “The 
blood test really wasn’t definitive, but we’re gonna give you the high dose of antibiotics anyway.”  
 



Andrew Schorr:  
Did that help? 

 
 
Nelson Patz:  
No. It really messed me up. I ended up with irritable bowel syndrome. I ended up with a yeast infection. I end up with 
inflamed bladder. So much so, that I went to a urologist and they put a device to look at my bladder… 
 
Andrew Schorr:  
…hold on for a second, I wanna ask Lindsey a question. So, Lindsey, you developed fatigue, that could be like one of 20 
different, 100 different things, and so somebody goes to their primary care doctor. Many primary care doctors never see 
an MPN, right? 
 
Lindsey Lyle:  
Correct, yes. Primary care physicians, right, they see everything. And so most often fatigue is not because you have an 
MPN. If you’re going to your primary care, and so the first step is not to order a CBC, essentially. I would probably be a bad 
primary care provider, because I would be getting blood tests on everyone.  
 
You know, but that’s the first thing that they do, and so really, common things would happen more commonly. So, in 
Nelson’s case, he’s been around ticks, and he was having symptoms of this, perhaps that wasn’t and unreasonable 
treatment. But right, primary care physicians don’t generally see a lot of MPNs.  
 
Andrew Schorr:  
Right. Now, let’s just mention, Esther and I—my wife Esther—used to work on a medical show and it used to be where 
somebody, a patient, on TV said they had a symptom, and then we flash on the screen, they said they have a headache—
could be a brain tumor. Well, it probably wasn’t. Might have been too much coffee, too. So, remember, don’t always jump to 
the worst or the most rare, and that’s certainly what was going on here.  
 
You may as well have had ticks. The point is, you went on, you were not getting well, and you then started seeing other 
doctors, right, trying to figure out what was going on. 
 
Nelson Patz:  
Well, I was having terrible pain from the antibiotics, and after three weeks I told my doctor, “I’m getting of this.” Now, at 
the time the only thing I was taking was 81mg of aspirin a day. I’ve been doing that for like ten years. And I started having 
pain in my kidneys. It felt like I was getting punched in the kidneys.  
 
And once, perhaps, I had a kidney stone. I was hoping I’d have a kidney stone, because when I started to urinate, the urine 
was starting to get pink, and there would be these little tiny blobs that would come out in the urine. And they were like 
little blood clots.  
 
Andrew Schorr:  
Oh, my. 
 
Nelson Patz:  
So, I noticed that certain foods aggravated the situation. If I had coffee, it made it worse. If I exercised too much—I like to 
jog—it made it worse. The bouncing around, et cetera. So, when I went back to my primary care and I told him I’ve gotta get 
off these antibiotics, but also the aspirin. I said, “I think it might be causing bleeding.”  
 
I mean I was looking desperately myself trying to see what I could discover on my own. He said, “Well, I want you to go get 
the bloodwork done.” And he said, “You have some elevated platelet counts, and it’s probably nothing, but let’s go done and 
see an oncologist.” So, I went to the oncologist on Cape Cod, and he identified the JAK2 defective gene.  
 
And he said, “Okay, this is what you’ve got.” He said—and he wouldn’t look me in the eye when he said, you know. And he 
said basically, “We have a medication we can give you, the hydroxyurea (Hydrea) for sickle-cell. It’s been around a long 



time.” And I said, “What are the side effects,” because I’m in the professional field. He said, “There aren’t any.” And I said, 
“What do you mean, there aren’t any? It’s a drug.”  
 
And he said, “No, it’s been around for a long time. It’s very safe, and you’ll live a normal life span.” So, I said, “Oh, okay. That 
sounds good to me.” So, when we went to pick up the hydroxyurea at the pharmacy, I see a skull, crossbones, “Don’t touch 
the container, wear rubber gloves.” And I was like, “Oh, my God. This is a cancer drug. This is chemotherapy.” I didn’t know 
that. He didn’t tell me that. 
 
Andrew Schorr:  
Didn’t use the “C” word. 
 
Nelson Patz:  
Didn’t use the “C” word. Yeah. So, I started on hydroxyurea, and my blood plate count was over a million. And so, we had to 
knock that down. When I moved then—I got my old job back. It’s a long story—back in Virginia, where I was an 
acupuncturist treating 80-90 people a week. So, I thought, “Well, it takes a lot of energy.”  
 
God bless this guy. You really listen to people. And to empathize with your situation. So, as an acupuncturist, I’ve been 
doing it for almost 30 years. I’ve learned over time just to be quiet inside myself and listen. And there’s something very 
healing in that listening and empathizing with what’s going on with the person. So, I thought, “Well, it took a lot of energy to 
do that all-day long.”  
 
So, I thought maybe I was just overdoing it, and the more emotional I got, or allowed myself to feel the other people’s pain, 
the more energy it took from me. So, I had to find that balance where I was listening, but I was listening objectively and at 
the same time caring. 
 
Andrew Schorr:  
So, I wanna skip ahead a little bit, because you eventually went to one of our top cancer centers, Dana-Farber Cancer 
Institute in New England, in Boston, saw other doctors, but the point is, you were getting really sick.  
 
You were not doing well, and as I mentioned at the outset, you came out here to Colorado thinking this was the end. I mean, 
how bad did you feel, and how depressed maybe—what was your mental state and your physical state when you decided to 
come out here? 
 
Nelson Patz:  
My physical state up until about two months before I came out here, was actually—it was pretty good. I was on 
hydroxyurea, and my platelet numbers were coming down to 450,000, but the white blood cell count was really going up, 
over the roof. It was over 100,000 when I saw Dr. McMahon.  
 
And so, my doctor in Norfolk, Virginia said, “I’m gonna take you off the hydroxyurea.” He said, “I’m gonna get you on this 
Jakafi.” And my doctor on Cape Cod said, that eventually he’d like for me to go on the Jakafi also, because the hydroxyurea 
could lead to some complications.  
 
So, I was all for it, and with the side effects that I had with the bleeding, I was concerned the hydroxyurea was adding to the 
bleeding. There was actually a time when I was in Virginia taking the hydroxyurea that I had such pain in my kidneys, I 
called my doctor up, my oncologist, and he said, “Go to the emergency room.”  
 
Well, what I learned was, I didn’t think they were going to do anything for me at the emergency room, so what I discovered 
on my own, was that when I walked it helped move things along, and if I could pass that blood clot—as soon as the blood 
clot passed, all the pain was gone. 
 
Andrew Schorr:  
Okay, but you – They were prescribing ruxolitinib, or Jakafi—so the generic name, ruxolitinib, for Jakafi, is the trade name. 
Or in Europe, Jakafi or Jakavi. I think they call it. It can be confusing – but there was a problem. You saw, based on your 
situation, you couldn’t afford it with the insurance you had, right? 



 
 
 
 
Nelson Patz:  
Oh, definitely. My doctor on Cape Cod said, “You have to do the hydroxyurea. If you have complications, then I can 
recommend Jakafi for you.” And I said, “Okay, great.” So, I saw him for about six months, or eight months, and then he was 
going to put me on Jakafi.  
 
He said somebody at the pharmacy could get me that at a reduced rate, because I think the co-pay was $3,600.00 a month. 
That was the co-pay. Instead of putting me on Jakafi, he said, “Well, you’re moving to Virginia, we’ll let the oncologist down 
there oversee your healthcare.” 
 
Andrew Schorr:  
But, I just want to move along, but it didn’t happen, right? You didn’t make that connection. 
 
Nelson Patz:  
No. 
 
Andrew Schorr:  
You were getting sicker. You came out here with your family, but you connected with this man, to your right, Dr. McMahon, 
and MPN specialist. You did get on the drug, and Dr. McMahon, you did help with some financial assistance programs that 
made it doable for Nelson, right? 
 
Dr. McMahon:  
There was a lot of work involved, and social work was a big help with that, and pharmacy was a big help with that. I’d called 
on my colleagues that have much more expertise on the financial side of things, but they were able to finally get the drug. 
 
Nelson Patz:  
It went from $3,600 a month, to $10 a month co-pay. 
 
Andrew Schorr:  
Wow. So, we’re gonna talk in a few minutes as we bring in our oncology social worker. We’re gonna talk about also, finding 
financial assistance programs. We talked about the years of development that go into bringing a drug to market. Literally, 
hundreds of millions of dollars sometimes. There’s been tremendous investment, then the drugs are very expensive, and 
you can image with myelofibrosis, polycythemia vera, essential thrombocythemia, these are rare conditions, right?  
 
So, when you divide up all the patients, and you say, “Well, we need to make our investment back. How do we do that?” 
Right? So, that’s the problem in drug costs today, but there are assistance programs available to many people. We’ll talk 
about that.  
 
So, getting to the right provider here, and getting on the right drug, Nelson, how did that transform your situation? How 
low were you when you got here, and how high are you now? 
 
Nelson Patz:  
Yeah, I was—I really thought I was dying. It was like when my doctor in Norfolk took me off Hydroxyurea, after a couple 
weeks, because I was without any medication whatsoever, for six weeks. And he wouldn’t return my calls. I mean, I called 
him four times and he gave me his quote “personal number”. Never returned my call.  
 
He thought I was going to go on Jakafi, or Jakafi. And the pharmacy representative called me up and wanted to know if I 
needed any assistance with my $3,600 a month. I said, “Yes.” She said, “Well, you make too much money. After we talked 
about it, you don’t qualify.” And I said, “Well, then I can’t take it.” And she goes, “Well, if there’s anything else we can do for 
you, let us know.” For real, you know?  
 



So, anyway, when I was off the medication, after about two or three weeks, lots of bad symptoms came up. I mean, lots. It 
was very difficult for me to walk. I felt like I was on a cushion, like a three-inch cushion on the pads of my feet, just to walk. 
 
Andrew Schorr:  
So, okay. That’s how low. And I know you had trouble getting out of bed.  
 
Nelson Patz:  
Yes. I was able to get out of bed because I have a certain mindset. I’m a martial artist. I specialized in jiu-jitsu and wrestling, 
and so I learned that, for one thing, not to take counsel of your fears, and just don’t pay attention to negativity, but move on 
and ride out the moment because energy comes in waves. It comes up and it goes down, etcetera. And so, I learned just to 
be patient, and patience is one of the things I’m evolving, as you ask my wife. She’ll tell you, I’m still evolving. 
 
Andrew Schorr:  
So, you connected with Dr. McMahon. You went on ruxolitinib. Now again, everybody is different. How rapidly did you see 
a change? 
 
Nelson Patz:  
I think it took about a week for the pharmacy to send the ruxolitinib. 
 
Andrew Schorr:  
But after you started taking it… 
 
Nelson Patz:  
…I took it and I’m living with my daughters, and I’m lying in bed and the medicine came to my house, and I was like, I 
couldn’t wait to take it. I just felt, “Okay, good. There’s hope here.” Especially after I saw Dr. McMahon. He said, “There’s 
things we can do to help you feel better and this Jakafi, there’s a lot of research out there, and it’s gonna help this, 
especially with the spleen.”  
 
My spleen was so swollen that I went to the emergency room two or three times when I first got here because I couldn’t 
breathe. I couldn’t get enough air coming from Virginia, but my spleen was so… 
 
Andrew Schorr:  
How quickly did this change? 
 
Nelson Patz:  
It changed, well 20 minutes after I took it, I said to my daughters, I said, “I don’t know if this is placebo or what it is,” I said. 
But I could feel myself become positive. I just felt something was shifting. And so, I said, “Okay, I’ll go with that.” But within 
the next couple days, I noticed I was able to breathe deeper, my spleen seemed to be shrinking, because I could feel it. It 
was protruding. 
 
Andrew Schorr:  
So, you’ve been a healthcare professional, what would you say, maybe gratitude, about medical science? I don’t know who 
developed that drug, or some of the other drugs we’re talking about, but if you could talk to one of those scientists who 
worked on it, that made a difference for you, what would you say? 
 
Nelson Patz:  
I’m just so grateful, because I don’t think I’d be alive today. And when I was resigned, when I first got here. I was resigned to, 
whatever it took, I didn’t want to go through the whatever it took, but I’m gonna do it, because I love my wife and my kids… 
and my dog.  
 
But it was depressing, because my other doctor, he would look at the monitor on his computer and he would make all these 
faces like, “Ugh, eggh, Ohh.” My other daughter came with us and she goes, “Well, what do you think?” And he goes…  
 
Andrew Schorr:  
…find another doctor. Find another doctor.  



 
Nelson Patz:  
Well, that’s why I’m here.  

 
 
Andrew Schorr:  
Let me talk to Dr. McMahon for a second. So okay, you told him there are things you can do, and with the help of the team 
you found assistance for him. So, that’s what we have to do now, is really get to the right provider, connect with the right 
knowledge, whether it’s research, or approved therapies, and have that dialogue, but for our audience worldwide now, you 
said it earlier, and you said it to him, “There are things you can do.” Right? 
 
Dr. McMahon:  
Yeah. There are definitely things. I mean, even for symptom control there’s always something you can do to help people 
feel better, or at least try to help people feel better. That doesn’t work? You go to the next. 
 
Andrew Schorr:  
And he’s an example, where hydroxyurea might work for many people, and not have these clots or other things that came 
up, but for him, that’s what happened. And so that was a guy that needed to be reevaluated whether hydroxyurea was right 
for him. 
 
Dr. McMahon:  
Correct. Yeah. 
 
Andrew Schorr:  
Okay, so it’s an adventure. Let’s meet Becky VanNoy, whose right here. This is her provider, Lindsey Lyle. Becky lives in 
Aurora, California… 
 
Becky VanNoy:  
…Colorado. 
 
Andrew Schorr:  
Why do I keep saying that? I live in California. Sorry. Aurora, Colorado. Aurora, Colorado. Okay. And you’ve been living 
here many years? 
 
Becky VanNoy:  
Yeah. 
 
Andrew Schorr:  
Oh, use the mic, hon. 
 
Becky VanNoy:  
Oh, yes. Forty years.  
 
Andrew Schorr:  
Okay, and you’ve been married how many years? 
 
Becky VanNoy:  
Forty-one years on Monday. 
 
Andrew Schorr:  
Okay, all right. Congratulations. 
 
Becky VanNoy:  
Thank you. 



 
Andrew Schorr:  
And when were you diagnosed with ET? 

 
 
Becky VanNoy:  
Ten years ago. 
 
Andrew Schorr:  
Okay, and how did that happen? 
 
Becky VanNoy:  
Just through a routine blood test during one of my physicals. 
 
Andrew Schorr:  
And your platelets were high? 
 
Becky VanNoy:  
Yes. They were a little high and my doctor, my primary doctor said, “Well, why don’t you come back in six months and we’ll 
just keep an eye on it,” and they came back higher the next time. And so that went on for about a year, where I would go 
back a little more often, just to keep an eye on it.  
 
Andrew Schorr:  
Now, when someone is told they have ET, or any of these conditions, it comes out of left field, and if, I don’t know if they 
said this to you, they said, “Well, it’s actually a malignant condition, and that these are abnormal cells proliferating.” What 
were you told, what was your reaction, and maybe your husband’s, too? 
 
Becky VanNoy:  
At the time they didn’t tell me it was a cancer. They just called it a blood disorder, and I was okay with disorder, you know. 
That didn’t scare me so much. And most of the information I got at the time was from the internet. I had an old 
hematologist and he did not give me very much information, and anytime I asked him a question he kind of brushed me off. 
I remember a couple of specific questions I asked him, and he said, “Oh, you don’t need to know that.” 
 
Andrew Schorr:  
Oh. I just wanna say, in fairness, and I mentioned him earlier, Dr. Silver back in New York, who’s like 92 or something? And 
he is an older physician still practicing, but he’s very transparent. He’s very—so, some are older. 
 
Becky VanNoy:  
I understand. I understand. I understand. This guy was very old school. He didn’t even have a computer in the office, and 
not that that – that doesn’t make you bad. In fact, he came very highly recommended, but he just wasn’t very forthcoming 
with information. 
 
Andrew Schorr:  
Did you begin on any treatment? 
 
Becky VanNoy:  
Yes, he started me off with Anagrelide.  
 
Andrew Schorr:  
Okay, and how long did you do that for? 
 
Becky VanNoy:  
A couple of years maybe, and then I started to become nonresponsive to that. Unresponsive. And he switched me to 
Hydrea.  



 
Andrew Schorr:  
Hydroxyurea. 
 

 
Becky VanNoy:  
Yes. And maybe a couple of capsules and he just kept building up until I was on about 10 capsules a day.  
 
Andrew Schorr:  
Right. Now, I know eventually, and it happens to a lot of us, when insurance changes. I used to have Blue Cross and now I 
have Medicare, as I’ve gotten older. I’m a very young 67-year-old. That sometimes can result in changes for you. You 
changed from an HMO, right? And ended up here, right? 
 
Becky VanNoy:  
Yes. 
 
Andrew Schorr:  
And this lady became your provider. Now, how did that work out, the change, because that can be worrisome when we 
have to change providers. 
 
Becky VanNoy:  
Well, I was a little apprehensive just not knowing who I was going to be with, or how the relationship would be, and how 
forthcoming with information my new provider would be.  
 
Andrew Schorr:  
And how’s it turned out? 
 
Becky VanNoy:  
Lindsey has worked fabulously, and we get along great, and I mean we chat a lot. She answers all my questions. She gives 
me a lot of information, and I look forward to coming to see her. She’s great. 
 
Andrew Schorr:  
Okay. That’s a wonderful relationship. She’s beaming here.  
 
Becky VanNoy:  
Yes. 
 
Andrew Schorr:  
You both are. Okay, now what about treatment. So, you went from anagrelide (Agrylin), to Hydroxyurea, and other 
changes then? 
 
Becky VanNoy:  
I was on peginterferon alfa-2a (Pegasys) for a while.  
 
Andrew Schorr:  
It’s the interferon. 
 
Becky VanNoy:  
And I suffered from side effects with that. I had a really bad headaches, and I can’t remember the other one. Oh, 
depression.  
 
Andrew Schorr:  
Oh, okay. Sure. We’re gonna talk about that and we’re gonna have our oncology social worker come in a minute. Okay. So, 
what treatment are you on now? 



 
Becky VanNoy:  
I was on Jakafi, and we’re taking a break from that.  

 
 
Andrew Schorr:  
Okay. Now, Lindsey, let me ask you. So, this is this new horizon of whether Jakafi applies to some people with ET.  
 
Lindsey Lyle:  
Correct. So, most patients with ET do not require all of these therapies. Becky is really special. And fuxolitinib, of course, is 
not FDA approved, just for the record, for ET. But sometimes, especially if patients have this disease for a really long time. 
We have to focus on what are indications to treat.  
 
So, some patients with ET as you know, do not even require treatment aside from an aspirin. Becky’s platelets have the 
propensity to be very, very high, and bleeding complications, with the very high platelets can become a problem. So, 
hydroxyurea was not working for her, anagrelide was not working for her, interferon did not work for her, and so we’re 
kind of running at the bottom of the barrel.  
 
So, we did go ahead and try ruxolitinib, which had been working, and now fortunately, actually, after some side effects from 
ruxolitinib, because no medication is perfect, we have been a little bit of a hold, but your platelets seem to be doing okay, 
and without any complications from the platelet number itself. So, the disease can change over time, and it’s just about 
modifying, right? 
 
Andrew Schorr:  
Okay. So, you’ve been married 40 years. So, we have care partners watching. Our care partners love us very much. Some of 
them are here. Some of them are watching. How was it for your husband, and what about your communication as you have 
this long-term chronic condition? 
 
Becky VanNoy:  
How was it for my husband?  
 
Andrew Schorr:  
Yeah. If we may, stand up for a second. And your first name is? 
 
Paul:  
Paul. 
 
Andrew Schorr:  
Paul. So, there’s Paul up there. So, Paul—so, there you are. How did you communicate with Paul where you’re having clinic 
visits, and changing even providers—thank you, Paul.  
 
Becky VanNoy:  
I just told him everything the doctor told me. Whichever—I’ve had three hematologists, now. I just told him everything 
from every visit. You know? And not that everything made sense, but I gave him all the information that I had. 
 
Andrew Schorr:  
And, we’re gonna talk more with our oncology social worker in a few minutes, but you mentioned the word depression. 
 
Becky VanNoy:  
Mm-hmm. 
 
Andrew Schorr:  
So, where did this come in, and what did you guys do about it? 
 



Becky VanNoy:  
My primary doctor prescribed an anti-depressant for me, and I’m still taking it. 
 
Andrew Schorr:  
And it helps. 
 
Becky VanNoy:  
It is helping. 
 
Andrew Schorr:  
Now, Lindsey, is that—we’ll find out more with our social worker but related to depression, I mean, when someone’s 
diagnosed with a cancer, or any serious chronic condition, and there’s so much uncertainty, anxiety or depression for 
ourselves or maybe our care giver, is not unusual, right? It can be a trigger. 
 
Lindsey Lyle:  
Right. It’s definitely not uncommon; especially anxiety around unknown situations is almost expected in a way. And so, 
there are varying degrees of mood disorders. A lot of times when it’s kind of in this time period of a new diagnosis, or a new 
treatment, we may call this more of an adjustment disorders, which is feeling sad or anxious about unknown circumstance.  
 
But you know, as a hematology/oncology PA, I don’t generally like to start patients on anti-depressants if they do qualify 
for that based on symptoms that they’re experiencing, but I like to work with primary care colleagues, or my psychology 
team, in order to do this in the best way because I don’t always know the exact best treatment for that. So, it’s a lot of 
collaboration with other providers as well. 
 
Andrew Schorr:  
All right. Let’s talk about the healthcare team. We’re gonna have two ladies come up. Sommer and also, Bryn, come on up. 
And have them join. So, we’re being joined by an oncology dietician, and yes, there is such a thing, and an oncology social 
worker. And we’re gonna continue our discussion around this.  
 
So, first of all, pass the mic to Nelson for just a second. Nelson, you heard Becky mention about depression. Is that 
something you faced? You went from all this uncertainty of other symptoms, and cost, and moving across the country. Did 
you get down? Because you talked about managing energy, you talked about that. Did you get low psychologically? 
 
Nelson Patz:  
Actually, I did not. Excuse me. About 24 years ago, I had a panic attack and I didn’t know what that was. And I worked my 
way out of the panic attack by understanding the mental components to anxiety and mild depression. And basically, I 
wrote, my PhD is on Mind/Body Medicine, and I wrote about the fight/flight response. And from my own personal 
experience, the attitude was so important.  
 
And whenever the fear would come up, I would just see it as a flight response. And so, I decided to go into the fight 
response. And so, that’s why I’m active today, and I’m positive today, because when you’re in the flight response, you’re just 
running, you just wanna get away, you wanna get out of your situation desperately. And the fight response is like, “I’m 
ready, bring it.” 
 
Andrew Schorr:  
You’re Mr. Martial Arts. So, Sommer, could you introduce yourself? Who you are, your title, what you do? 
 
Bryn Dunham:  
I’m Bryn, actually. 
 
Andrew Schorr:  
Oh, Bryn. So, I got everybody mixed up. 
 
 
 



Bryn Dunham:  
My name is Bryn Dunham. I am a licensed clinical social worker, as well as a certified oncology social worker, here at CU 
Anschutz. I work in the Blood Disorder Center along with Lindsey and Dr. McMahon. My role, I often say to patients, is to 
support you. And how to best support you is a very individualized process. By getting to know patients first and then 
figuring out how best I can be a part of their journey. 

 
 
Andrew Schorr:  
Okay. Sommer. 
 
Sommer Gaughan:  
Yes. 
 
Andrew Schorr:  
Introduce your whole name and tell us what you do. 
 
Sommer Gaughan:  
So, hi. I’m Sommer Gaughan. I’m a registered dietitian and also board certified in oncology nutrition, as well. I too, work 
with the lovely team here at Anschutz as part of the supportive oncology team; to also add another layer of support to our 
patients to help manage side effects that could potentially hinder good nutritional intake; and to help keep them strong 
going through treatment.  
 
I think we’re really fortunate to have a very supportive oncology team. That we are very integrated with the providers and 
really can add a level of support to the patients beyond just the medical treatment. 
 
Andrew Schorr: 
Okay. And we’ll talk more about it, but where you go with these rare conditions. Ask about the teams. So, maybe dietitian, 
oncology social worker, symptoms, financial navigators, there are others that come into play. Palliative care, which doesn’t 
mean end of life. It means helping you with some of the side effects. So, let’s talk about side effects.  
 
First of all, Dr. Daver, related to the—first of all, the symptoms, and then maybe side effect management, as well. So, we’ve 
talked about fatigue. I understand with some of the conditions you can have itching. You have ticked off some of these 
before. Maybe if you’re platelets, or others, you can get headaches, and I’ve met people with that.  
 
Now what about this one on the screen, Cognitive Issues? So, can your blood being out of whack have you having issues—
you can’t remember things? 
 
Dr. Daver:  
Well, it’s more of a kind of generalized cognitive decline that a lot of patients will complain about. We don’t really 
understand clearly, what exactly is triggering that. So, we do know that the cytokine levels—cytokines are a kind of enzyme 
that are produced in your body and these are overproduced in patients with both PV and myelofibrosis.  
 
Some of these cytokines are causing itching, night sweats, some of those symptoms, and we think they might also be 
playing some role in making people feel more lethargic, tired, fatigued. Also, some patients have very high red cell counts 
and that can cause overall sluggishness of blood flow, which could then cause decreased flow to your eyes or brain, and 
some people have blurring of vision, headaches, dizziness, that kind of feelings.  
 
So, it’s not really clearly understood, but many patients will tell you later, after they start the medication and their counts 
improve, that they realized that they actually were having cognitive decline, because now they feel so much better; more 
alert, you know, more active, can concentrate better, things like that.  
 
So, I think those are the common symptoms, I mean, we get all kinds of vague symptoms, some people have a lot of 
abdominal distension, abdominal pain, it could be from splenomegaly, but even without splenomegaly we see. Another 



common one is early satiety, meaning they are not able to eat as much. They eat a little bit and then they feel full, so they 
try to eat multiple small meals, and this may be from the spleen, but also some of the cytokines.  
 
We see bone pains. We see headaches, dizziness, you know, it can be a myriad of symptoms which is why, like we were 
discussing, it’s hard to know, because a lot of these can be symptoms associated with fatigue, overwork, common things, 
extra caffeine, so that’s why it’s sometimes hard to make this diagnosis for primary care doctors, and it takes time. 
 
 
Andrew Schorr:  
So, Dr. McMahon, somebody comes to you and you say, “How’re you doing?” And they tick off maybe they’re having sleep 
problems or who knows what. How do you decipher if it’s from their condition, from their medicine, or from some other 
condition? How do you do that? 
 
Dr. McMahon:  
It can be very difficult. It can be very difficult. You don’t know if it’s from the underlying disease itself or from the 
treatment, like you said, and sometimes especially because a lot of these symptoms that you have with MPNs, we say 
constitutional, or kinda like head-to-toe kinda symptoms.  
 
Sometimes it could be more of a problem coping. You’re worried about paying the bills, or you’re worried about 
overburdening your family, so it can be a little bit difficult to figure out what exactly is driving the symptom. And that’s why 
it’s nice to have people like Bryn and Sommer. If someone has—they’re losing weight, and it’s because they have early 
satiety, you can call on them to help out.  
 
Or if they’re having trouble with depression and a lot of it may not necessarily be something they need pharmacological 
therapy for, they just may need help with strategies to cope with it, and deal with their family, having Bryn come in and talk 
to them. So, it’s always important, whatever symptoms you’re having, to let us know so we can try to help tease out exactly 
the best way to approach it. 
 
Andrew Schorr:  
So, here’s a male problem. The doctor says, “How’re you doing?” And our wives or our partners know we have lots of stuff 
that’s been bugging us. The doctor says, “How’re you doing?” Lindsey says, “How are you doing?”  
 
“Fine.” Right? We do that. So, it is really a good idea, first of all, for us men to speak up and really talk about what’s going on, 
and if we’re hesitant, for our partners, I think they all invite you to come, children, to come and say, “You know, Mom has 
been complaining about this.” “Dad has been complaining about this. Maybe they don’t think it’s a big deal, but we wanna 
put it out here.” Right? 
 
Lindsey Lyle:   
Right. Correct. 
 
Andrew Schorr:   
Don’t be shy. 
 
Lindsey Lyle:  
No, no. Sometimes the patients will just say, “Yes, everything’s great.” Right? Because you get to the doctor and you get a 
little bit nervous or maybe you even forget. So, it’s good to bring your partner in crime with you, who can kind of rat you 
out in a good way, so that we know what exactly is happening. Yeah, absolutely. 
 
Andrew Schorr:  
Okay, and I see on their My MPN Registry, and I think Jamie’s our producer. That’s with the MPN Research Foundation. So, 
the MPN Research Foundation is seeking your story, if you will, and quantifying it so what we’re living with, the side effects 
we have, the symptoms we have, can all be quantified, and that can fuel understanding and further research. So, we’ll put 
the website up and everything, so you see it, but please consider participating in My MPN Registry. Okay.  
 
Can we talk about diet? 



 
Sommer Gaughan:  
Sure.  
 
Andrew Schorr:  
Okay. So, and hold the microphone real quick. So, we all want to know, “What can we do ourselves?” And I’ll mention on the 
Patient Power site, we now have patient-powered diets. And we’re seeking them from you. So, send them to 
MPN@patientpower.info if there’s something you think is working, but can diet make a difference? Either physically or 
emotionally. 
 
Sommer Gaughan:  
I think actually, diet can do both. I think having a diet that’s balanced in nutrients that are feeding everything your body 
needs, so it can tolerate the treatments best, and recover from the treatments best, are really, really important. I often 
encourage people to avoid extreme diets that eliminate food groups, or even create fear with eating.  
 
Eating is pleasurable, and eating is nourishing your body, and is enjoyable, and so I think adding additional stress of a 
specific restrictive diet, or dos and don’ts, kind of takes away that pleasure. So, I think it’s an important piece. 
 
Andrew Schorr:  
But, you know, so we’re thinking, “Well, should we be paying more and just getting organic food?” 
 
Sommer Gaughan:  
Yeah. 
 
Andrew Schorr:   
What’s the evidence? 
 
Sommer Gaughan:  
So, the evidence is gray on that. There is a “dirty dozen” list that you can look up on the environmental working group, that 
they do every year to give you a list of foods that if you choose to do organic, those are the ones that are the better ones to 
go for. I always say, if eating only organic keeps you from eating fruits and vegetables, then we need to back up.  
 
Really, we want intake of fruits and vegetables of all kinds, every day. If you go off that dirty dozen to choose, if you choose 
to do organic, then that would be the place to start. I encourage people, especially this time of year, to go to farmers 
markets, finding your produce locally, but really, we want the intake of those fruits and vegetables. And eating an organic is 
not better than eating a non-organic piece of fruit. 
 
Andrew Schorr:  
When I began leukemia treatment years ago, I was not eating red meat. And I started craving it. And I had this idea in my 
head that if I ate red meat, because I had a blood cancer, it could help repair my blood. There’s no evidence for that is there? 
 
Sommer Gaughan:  
There’s not. No. There’s not any specific food. I’ve had patients come to me eating large amounts of hummus, because 
there’s actually something on the Internet about that with platelets, eating a lot of hummus. I love hummus, but not that 
much. There’s not one food.  
 
If you look at general healthy recommendations, especially the AICR.org, it’s a great organization that gives a lot of 
nutrition information. The do recommend limiting intake of red meat to no more than 18 ounces a week, for a healthy 
balanced diet. Doesn’t say you can’t have it, but it’s really trying to choose it in moderation. And really, that’s for any of the 
animal proteins. 
 
Andrew Schorr:  
But Dr. Daver, we talked about iron earlier. And we can get low on iron, but if we eat red meat, or something, we think, 
“Well, we’re gonna get…” Or should we be eating spinach? Or what about that in the whole iron deal? 
 



Dr. Daver:  
I think it’s also a bit of an urban myth. So, there is increased iron in steak, but you know, when we’re talking about, let’s say 
iron tablet, you know one iron tablet has more than like 10 or 15 steaks, so it’s not – Unless, you eat 10 steaks. Then okay, 
that’s not good. But yes, if you’re having an occasional, once a week steak, it’s not gonna push your iron levels very high. So, 
it’s okay. And the same with spinach. I think in moderation; all these things are okay. One does not have to restrict it, but 
not overdo it as well. 
 
Andrew Schorr:  
Okay. I want to get into another area between all of you. Supplements—you can go through the shopping mall, and there is 
the supplement store, and they have a big sign, “Boost Your Immune System,” and we understand that our immune system 
let us down, when we develop any kind of cancer, right?  
 
Because a healthy immune system will often be looking for the bad cells and trying to zap them, right? So, we got let down 
there. So, we think, “Should we take some immune boosting supplement? Or maybe there’s a supplement for some other 
condition.” Do you want to comment on that first? Supplements? 
 
Sommer Gaughan:  
Sure. Supplements are a very big topic, and we know that your body absorbs nutrients best in a form of whole food. Often 
supplements will give you a dosage as much higher than you would ever take from just eating the whole food. But 
additionally, herbal supplements, all of these can act as medications in the body as well, can interact with other 
medications.  
 
The other big thing with herbals, is many of them affect blood coagulation. And so, they can really interact with and go 
against what your medical provider is doing to manage your blood. And so, I think it’s very important to speak to your 
medical team about supplements before ever taking any of them.  
 
Please, be open about that. I think that sometimes people are afraid to bring those up because they think they’re gonna 
kind of get pushed down right away. But, it’s really, really important for all the providers, your pharmacist, your doctors, 
the dieticians, to know what you’re taking and then work as a team to explain why these may or may not be appropriate. 
 
Andrew Schorr:  
Okay, and Dr. McMahon, that’s right. That some of these medicines can work against what you’re prescribing, right? 
 
Dr. McMahon:  
Right. There can be interactions for sure. That’s why it’s important to you make sure you give a list to anything new that 
you’re adding to your regimen, so that we know that’s not going to interfere, or negatively impact, your ability to either 
take it in, or the medications we’re prescribing, or for that matter, so they don’t metabolize it correctly, and it can build up.  
 
So, you don’t want to get toxicity there, so definitely let us know if you’re taking anything. 
 
Andrew Schorr:  
Okay, and with Jakafi, I understand, maybe with some other medicines, you’re not supposed to have grapefruit. How come? 
 
Dr. McMahon:  
Yeah. Well, it can interfere with the metabolism. And I mean, grapefruit’s bad for a number of medications, like Coumadin, 
and some others, too. There are a lot of other things, too, that can interfere with different foods. It can interfere with 
medications you’re taking.  
 
Andrew Schorr:  
Bryn, so this kind of open communication is so critical. How am I doing? What’s the right medicine or treatment for me? Are 
there clinical trials? What are the warnings I need to know about the medicine I’m taking? And I have to be open with 
anything else I’m doing that could affect medicines. It sounds like there has to be a very active communication dialogue.  
 
Bryn Dunham:  



Absolutely. I think we’ve talked about the need for patients—well, Patient Power, just the title of it. All of you as patients 
and caregivers have the power to advocate for yourselves. And that’s also something that social work can assist with as 
well. One of my major roles on the treatment team is advocating, making sure that your voice is heard.  
 
And I always approach every patient and family that I work with from an empowerment approach. Cancer has this way of 
taking control of your life. Every part of it. And my goal is always to try to find ways that you can take control back from 
cancer, from your disease. 
 
Andrew Schorr:  
Because you feel like a victim. I mean, we don’t know the cause of any of this, right? And just quickly, Dr. Daver, is there any 
hereditary connection? In other words, grandma or grandpa or mom or dad had some blood condition and that’s why I 
developed myelofibrosis. Any connection at all? 
 
Dr. Daver:  
I mean, the overarch answer is no. We have one of the—there’s leukemia genetic clinics in the country. One of them is here 
at MD Anderson, then there’s Ben, and others. And we have not seen, even though we have screened thousands of 
patients, we see some associations with other leukemias, CLL, MDA, EML; and MPN I would say, there may be three or four 
patients out of a thousand that may have something. But it’s a less than 0.1 percent. So, very, very, very, very uncommon. 
 
Andrew Schorr:  
Okay. So, let’s take the worry about your family away. And we have some children here where mom has it, don’t worry, 
okay? But back to you,  
 
but there is anxiety, depression, Becky talked about it openly. Nelson has his lifelong strategy that’s helped him a lot, but 
that’s something that needs to be addressed, right? 
 
Bryn Dunham:  
Absolutely. I think to begin with, to assess whether there is a history of anxiety or depression before the oncology 
diagnosis is the first step to do an assessment to see what has been in your past, if anything, from the mental health 
perspective. And then moving forward with how acute the depression and anxiety is.  
 
I think Lindsey spoke very well to the fact that you have a new diagnosis, your mother has a new diagnosis, your spouse has 
a new diagnosis, whatever that might be there’s some depression and anxiety that will come with that, but it’s very 
important to be followed closely to make sure that that anxiety and depression doesn’t overcome you, and you don’t see 
that you need something beyond that, something more from the pharmaceutical perspective. 
 
Andrew Schorr:  
I wanna make a pitch for exercise, and I’m sure Nelson you would, and I’m sure Sommer, you would, too. Exercise can be 
therapeutic, right? Nelson it has been for you. Or just maybe—so, your routine has helped a lot hasn’t it? 
 
Nelson Patz:  
Right. I do something every day. Now, there are some days where I do double exercise. Where I’ll go to the gym, I’ll pump 
some iron, and I only do like a limited routine. I’ve found out that if I give myself plenty of rest in between workouts, my 
body recovers. So, rest is important, and obviously nutrition, and hydration is so important. It picks me up. I feel like I’m in 
control.  
 
And I noticed that my endurance picked up quite a bit. Where after pumping iron, having a real strong session, we went out 
and walked a little over three miles, with my wife, and my daughter, and my dog. And I felt great. And I could have gone 
even more, but I was glad I was finished.  
 
Andrew Schorr:  
If you could pass it back to Sommer. Sommer, I know there have been studies now that show even during active cancer 
treatment, exercise is energizing even if you walk into it being tired. I can tell you, there were many times I said, “Oh, my 
God. I can’t go to the gym today, and I’m tired. I’ll skip it.” And I go, and I feel better afterwards. 
 



Sommer Gaughan:  
I agree. I don’t know there are many people that regret it once they do it. It’s just getting out the door sometimes that is 
really hard. But to speak to your question about during active treatment, we know that exercise of any kind really can 
protect muscle, and can protect energy, can help with digestion, can help with mood. The benefits of exercise are 
extensive.  
 
I really lean more with that protection of the lean body mass, that many people focus on protein for that instead of 
engaging those muscles. But one point real quick about exercise is it doesn’t have to be vigorous, outside, you know, I tell 
people when they’re sitting watching TV to do little leg lifts, or little arm lifts, or lift a tomato sauce can. It doesn’t have to 
be going to the gym if that’s not where your comfort level is, or even where you feel safe. Sometimes being at home feels 
safer.  
 
I’ll even tell people to walk every room of their house during a commercial break. That all is cumulative, and it adds up over 
a day. It doesn’t have to be all at once if that’s not where your energy is. 
 
Andrew Schorr:  
In our programs on Patient Power increasingly do programs on specific issues, diet, and exercise as well, and the other day 
we did a live program and the replay will be available, with a woman named Cathy Skinner who was an NCAA Women’s 
Volleyball coach. And she did a program where she showed exercises. She’s a cancer exercise specialist now.  
 
And there are people you can find who will tell you just what Sommer was saying, it’s not where you have to do everything. 
Don’t do what you can’t do, it’s what you can do, okay? And maybe just sitting in a chair in your living room, a very simple 
stretch, or very simple lift, and things that just get you moving. And then maybe you can be like Nelson and do much more 
and get to that point. So, exercise is important. And all of this is good for our head.  
 
Now, I wanna talk, Bryn, about financial issues. We talked about it earlier with Nelson. That weighed heavily on him and he 
thought he was, quite frankly, headed for the grave, because he didn’t feel that the treatment he needed was accessible to 
him. And that’s very real today with the cost of modern therapies. But there are programs. Talk about, first of all, the worry 
about financial issues for access to the medicine you need, and the assistance you can look for to try to get it. 
 
Bryn Dunham:  
Sure. Financial toxicity is a term that we’re now starting to use on a much more regular basis with an oncology treatment. 
Part of the reason is we have great medicines, great physicians, great providers, and people are living far beyond where 
they ever were, even ten years ago, people are surviving cancer and other diagnosis. So, it’s a huge issue.  
 
There’s a lot of research going on about how to minimize financial toxicity for families. We talk about medications and 
obtaining medications, here at CU we have a real multidisciplinary, and real dynamic program, where we utilize our 
pharmacists, and our social workers, and our providers, to find those drug companies that can assist with providing 
medications at a discounted cost or for no cost at all.  
 
We also utilize The Leukemia & Lymphoma Society frequently. They have some co-pay assistance programs dependent 
upon diagnosis. And that’s another really important partnership that we use routinely here at CU, and elsewhere also. 
 
Andrew Schorr:  
Right. So, you need to speak up. Be honest about your financial situation. There are many people, when you’re diagnosed 
with these conditions, and you’ve never taken charity in your life, and the whole idea of you getting any kind of assistance 
seems foreign to you and maybe uncomfortable. But yet, don’t you deserve the care that is right for you?  
 
So, I think that’s a frank discussion with an oncology social worker, or a financial navigator. And if you’re not getting all the 
answers, ask someone else as well. Keep asking. And you mentioned about the Leukemia & Lymphoma Society, and there 
are some other programs as a Patient Advocate Foundation, there’s another group called Good Days.  
 



I heard about one called NeedyMeds. So, there are a lot of these programs and I’ll mention one more thing about if you 
choose to be in a clinical trial. We have a friend from Seattle who’s in a clinical trial here at CU. And so, she has open to her, 
I’m not sure if she’s needed it, but somebody else might, for assistance in the airfare in coming, or lodging.  
 
So, there is assistance for people being in clinical trials, as well. You need to ask, “You know I’m interested in that clinical 
trial, but I don’t have the wherewithal to travel, or is there assistance for me to help me with the logistics?” Right? People 
go to MD Anderson—I went to MD Anderson in 2000 from Seattle, that’s like 2,000 miles. So, it was a long way. 
 
Dr. Daver:  
And also, the medication itself is free. So, a lot of times, if you take six years of a particular medication, and your co-pay is 
$200 to $300 over time, if you’re on a trial, you can actually save a lot of money even though you maybe traveling every 
three to six months to the centers. So, there are a lot of advantages there. 
 
Andrew Schorr:  
Yeah. Let me point that out just financially, about a clinical trial. So, tell me if this is right. Normally, even after drugs are 
approved, the people who are in the trial often sort of stay in the trial because you’re getting longer term data. And am I 
right that the cost of the trial medicine remains provided to them at no charge usually? 
 
Dr. Daver:  
It depends on each trial, but yes, many trials will continue… 
 
Male Speaker:  
If we could have the doctor use one of the hand mics? 
 
Dr. Daver:  
…oh. Sure, sorry. So, many trials will continue indefinitely, we have for example, with ibrutinib (Imbruvica) and CLL or 
Jakafi and MF patients nine, ten years, who are on free drug supply. So yeah, it could be a huge cost savings there. 
 
Andrew Schorr:  
Okay. And for our international audience watching, there are trials sometimes—we have a friend from Ireland who actually 
went to England, got permission with the Irish government, and participated in a trial in England. And then got trial 
medicine and the coverage for free.  
 
So, wherever you, we have friends watching from Australia, and other countries—inquire about that, how being in a trial 
may lessen your financial load as well. So, we’re talking about finances, certainly we have a lot of discussion on how we 
manage healthcare costs. It’s a big issue. But ask for assistance, and often there can be.  
 
Are there other points you want to make from the oncology social worker point of view? 
 
Bryn Dunham:  
Well, one thing that I always try to tell patients and families about coping, is to tap into how you’ve coped with adversity in 
the past. If you’ve coped by being involved at church or a religious community, then let’s tap into that during this very 
stressful time. If you have always exercised or done some of the jujitsu, or martial arts, let’s figure out a way that you can 
continue to do that, even if it’s in a much more reduced intensity.  
 
I think those, how we cope with things on a daily basis, is a really great indicator of how we will cope with a tragedy, or an 
illness, or a loss of ability to do your job, or whatever it might be. So, that’s one tip I always try to share with patients and 
families. 
 
Andrew Schorr:  
Okay, I have a question about communications beyond the family. You mentioned church. So, we belong to a synagogue, 
and if you go to a synagogue, usually during the service somewhere they’ll have a prayer for people who are sick, and 
maybe they do that in some churches as well. And so, I was thinking early on, should I ask for that prayer for me?  
 



You know, do I go that public, right? And so, how do people work through that, whether they reach out to a broader 
community, or at work. Don’t you hate it if somebody knows you have cancer and they say, “How are you?” Like, “Are you 
dead yet?” So, I mean really, what do you tell people about that. I know it’s very individual. 
 
Bryn Dunham:  
Well, I was going to point that out. It is very individual. I think that people want to help. Your friends, your family, your faith 
community, your fellow employees, they really want to help. I just met with a gentleman who is two years out of treatment, 
and his neighbor is still mowing his yard every week. And how touched he is that his friend is still doing that.  
 
That he can instead spend time with his kids, as opposed to having to mow the lawn. So, I try to frame it in the reality that, 
people really want to help, and they don’t know what to say very often. And it’s not your responsibility as a patient or as a 
caregiver to figure that out. But if there’s an opportunity for somebody—for you to share a little bit about what you may 
need, usually that’s what friends and family members are waiting to hear.  
 
And if you can even frame it as, “Okay, if I didn’t have to do that one thing, I would have so much more time for something 
else that’s very important to me.” Employment is a sticky situation, because we work with short term disability and, “Are 
you fit to do your job?” That’s much more, in my experience, of an individualized situation.  
 
How well you know your employer, how well you know your benefits, is a very important part of making that decision as 
well, when we’re talking about sharing with your employer. So, I would encourage, and would probably sit down with a 
patient and family and talk about some questions that you may need to have answered before you make some of those 
decisions. 
 
Andrew Schorr:  
Dr. McMahon, so I wanna talk to you a little bit about statistics. So, you and your colleague there involved in research, and 
hopefully changing the numbers, if you will, okay? And we talked about how individualized it can be among these three 
illnesses we’re talking about. So, somebody says to you—and a family member, I can imagine somebody and Nelson you 
might have said to him on day one, “Doc, how long do I have?” You know, so how do we interpret statistics, or do we just 
forget about ‘em?” 
 
Dr. McMahon:  
I think it’s a very difficult thing. You want to be up front with people. We wanna be very upfront with people so they know 
exactly what they’re dealing with, but at the same time you have to understand that these are averages and with very 
specific populations of people, and it may not necessarily be applicable to you, even though it would be seemingly very 
objective, and may not necessarily apply to your particular—your specific case, and that’s why I think it’s important to—it’s 
fine to go on the Internet, it’s fine to go get information, but definitely ask the questions when  you read those kinds of 
things.  
 
Like, “I hear that the median survival is two years.” And you say, “Well, that’s true. However, you have to understand that 
there’s stipulations with that number.” So, it’s hard as a patient or a family member of a patient, not to get hung up on the 
number, or numbers. But at the same time, there’s a whole other context for each individual person. And it’s definitely a 
dialogue with the providers, because it may not necessarily be applicable to you. 
 
Andrew Schorr:  
Dr. Daver, you alluded to something when you were talking about studies with Jakafi, or ruxolitinib, where you said, “Well, 
there was an indication that you’re learning more about whether it increases survival,” which were not the original end 
points of this study. So, the statistics from before may be changing now. 
 
Dr. Daver:  
So, I think—there are two points here, so one, when we talk about PV and ET, there’s actually very nice data from European 
Italian groups as well as from the Mayo Clinic here, showing that these patients actually have very close to normal survival 
for age matched patients.  
 



So, the goal is treatment in ET and PV is, one, preventing thrombosis complications, improving symptoms, and improving 
quality of life. Everything we’ve discussed. So, those patients there is a small risk of progression, but really the focus should 
be, “How I can maximize my quality of life?” Time with family, do the things you like. Now, myelofibrosis is a moving field, so 
you’re right, ten years ago the median survival, if I had to take all myelofibrosis patients without doing any stratification 
scoring, was about three to four years.  
 
Today, we have an average of eight to ten years. But that also is based on data that is already outdated. So, you know when 
you go to big cancer centers, Colorado, MD Anderson, these statistics have already moved on, because this was published 
by SEER in 2012. And today, there are four new drugs with new ones coming, and so the whole field has changed. So, I think 
with myelofibrosis, especially, you just have to make contact with a big center, know what’s out there, and get the best 
treatment. And there’s really no number that you can plan for. 
 
Andrew Schorr:  
So, Nelson, I just want you to comment and I’m comment, too. You’ll need the mic from Dr. Daver. So, moving target. You’re 
doing well with myelofibrosis, which we would describe as probably the more serious of the conditions. Me, too. It’s really 
how we’re doing today, right? I mean, how do you see the future, how do you see every day, and how do you see the future? 
 
Nelson Patz:  
I look forward to the future. One of the amazing things that Dr. McMahon said to me was that, “You know, we’ve got all 
these medications coming up down the road if you have an issue with this Jakafi. Something else will come up.” And I said, 
“A couple years?” I was surprised. If I can make three months, I was really happy. Just to make sure my wife was gonna be 
okay.  
 
And so, just to hear that made me feel a lot better, and obviously I trust him and the team. But I’m looking forward to it. I’m 
looking forward to getting old, because I’m not old yet. I mean, I really feel that way. 
 
Andrew Schorr:  
And since I’m a patient too, I’ll just comment. So, Esther and I are trying to plan a trip to New Zealand. And if anybody’s 
watching from New Zealand, let’s trade houses, okay? But we’re going, you know? And one thing I’ve said on a number of 
programs, maybe you’ve heard it, my answer is always, “Yes.”  
 
Esther says, “Let’s go to New Zealand.” “Yes, dear.” “Let’s go out to dinner with the Smiths” “Yes, let’s go.” You know, 
whatever it is, let’s go for it, because otherwise we’re just held back feeling victims, right? And Becky – just if you could pass 
the mic to Becky—Becky, you’ve heard about these other conditions that can relate to ET, you’re moving on, right? 
 
Becky VanNoy:  
Yes. 
 
Andrew Schorr:  
You and Paul, right, you’re just moving on, right? 
 
Becky VanNoy:  
Yeah. We do whatever we want. I read that ET patients die of old age, so I’m not afraid of anything with this disease. I do 
whatever I want. I may pay for it the next day, being very tired, but I have the luxury of resting when I need to. I don’t let it 
stop me from doing anything I want to do. 
 
Andrew Schorr:  
All right. So, the answer’s, “Yes.” Okay. The answer is, “Yes.” All right. So, we’re going to go into our Q&A session, and I have 
some coming in from the internet. And remember, send it to mpn@patientpower.info, not too personal. Esther is gonna run 
around with the microphone, we’ll have others, and here’s a question that we already got in. And let’s see what it says, can 
you have the JAK2 mutation but not have an MPN? Do you wanna tackle that one. 
 
Lindsey Lyle:  
Sure. It depends on – there are a lot of different parts of this JAK2 gene that can be mutated. And so, while the JAK2 
mutation really does – is fairly pathognomonic foreign MPN… 



 
Andrew Schorr:  
…and what does that mean? 
 
Lindsey Lyle:  
Meaning—I’m sorry—meaning that diagnostic 4, typically. You can have JAK2 variants that do not actually predispose you 
to having an MPN. So, it really, as we’ve kind of been talking about, it’s not only one specific characteristic that can 
diagnosis you with an MPN, it’s all of these things together. Lab work, bone marrow, as opposed to just a gene test. So, it’d 
be interesting why someone would have the JAK2 mutation, just to be positive, I wonder in what context was it collected? 
 
Andrew Schorr:  
But is JAK2 part of a healthy person too, Dr. Daver? 
 
Dr. Daver:  
Well, the JAK2 gene—sorry—the JAK2 gene itself is an active gene which actually plays a role in development of 
hematopoietic stem cells as a baby. So, it makes your blood cells grow in a normal way, and if we did not have the JAK2 
functioning, we would not have red cell production, platelet production.  
 
So, it is active, but the mutation is the one that we’re worried about, and Lindsey’s right, there are multiple different areas 
in the gene, hundreds of areas that we know of that the mutation can occur. The one in myelofibrosis is a specific one which 
is called 617, that’s the location of the codon in the gene.  
 
But there are patients, actually it has been reported in case reports, who have that mutation and don’t have an MPN while 
they were checked. And we’re seeing this in other diseases and AML, etcetera, with other mutations that we thought were 
diagnostic but actually can be seen in, especially older or aging populations, so these can just be mutations.  
 
So, the simple answer is, you don’t make a diagnosis, the WHO criteria also include it as one of the three criteria. It’s not a 
diagnostic criterion on its own. 
 
Andrew Schorr:  
So, you mentioned another leukemia, acute myeloid leukemia, AML. So first of all, there’s a percentage of us with 
myelofibrosis that may progress to that, how do you spot it, and do you have medicines now that can help us? 
 
Dr. Daver:  
So, AML, which is acute myeloid leukemia, it comes in two big flavors. So, one is what we call spontaneous or de novo AML. 
So, you have a new patient. He never had a blood condition or other cancer. He comes in with AML. That’s the majority, 80 
percent. Then you have the 20 percent who get AML from a previous disease. It could be myelofibrosis, it could 
myelodysplastic, it could be other kinds of anemia. And those are unfortunately, also the ones that have what we call high-
risk, or adverse, mutations or chromosome changes.  
 
So, they inherently do poorly in general. This happens in about 15 to 20 percent of myelofibrosis patients over a 10-year 
period. So, it’s not common, but it does happen over a long period of time. So, there are many new drugs in AML, actually 
approved, so this has been one of the cancers in the last two years where there has been the most dramatic progress, 
maybe along with lung cancer.  
 
And there’s one specific drug called daunorubicin and cytarabine (Vyxeos), or CPX, is the name of the drug, that was 
developed, and the first three trials specifically looked at people with secondary AML, meaning AML from myelofibrosis or 
MDS, or other preexisting conditions versus standard treatment that we had, which was 3+7 induction-based regimens. 
That’s the standard AML treatment.  
 
And this drug doubled the overall survival, at the follow-up time point, and it also improved their response rate. But still, 
the overall survival at five years is about 40 percent, as opposed to 20 percent, which it was. So, it’s double, it’s not great. 
So, we’re still trying to improve this with the number of other drugs in the AML arena. So, the bottom line is, there is 



progress even in that, what we used to consider the worst of the worst leukemia groups, AML, secondary AML group. But, 
it’s moving ahead as well. 
 
Andrew Schorr:  
Let’s take a question. If you could stand up and tell us your name and your connection to all of this. And where you are 
from, too. 
 
Jessica:  
My name is Jessica. My mom has myelofibrosis. She was diagnosed in 2001. And my husband and I are here today. She’s 
partying in Lincoln, Nebraska with my cousin for graduation. My question is, I feel like my mom—she’s not on any 
medication, we were lucky to meet Dr. McMahon last year, and she suffers from every single one of those side effects, but 
again, she’s not on any medications.  
 
We encourage diet and exercise, which is a struggle, too. But I just wonder if you have any other recommendations for 
handling all the signs and symptoms. And then she really wanted me to ask if you recommend shingles shots for patients 
with myelofibrosis. 
 
Andrew Schorr:  
Dr. McMahon, do you want to comment at all? I know you do want to get too personal, but… 
 
Dr. McMahon:  
…yeah, the question is if there are interventions that are specific for the disease that may help with the symptoms. Things 
like ruxolitinib, or interferon, Hydrea, and then there are also interventions that may help with some of the symptoms of 
the disease, but not necessarily be specific to the disease.  
 
So, anti-nausea medications, pain medications, those kinds of things. And so, even if someone may not need, or may not 
tolerate a medication specific to the disease, like ruxolitinib, or hydroxyurea, there may be interventions to help with some 
of the symptoms that go along with that. And there are definitely things, depending on the person and depending on what 
they’re feeling, that we would potentially be able to use something to help them out with those kinds of symptoms. 
 
Andrew Schorr:  
Those are things to try. And for instance, there may be other strategies. Nelson mentioned even walking helped him a long 
the way. So, there’s a lot of trial and error sometimes when it’s complicated. And do you want to make a comment about 
the shingles vaccine? I know now there’s a new killed virus one, too. 
 
Dr. McMahon:  
Right. And that would be preferred. And actually, people on ruxolitinib, if you’re on ruxolitinib, there is a small but 
increased risk for developing shingles. So, it actually would be encouraged to do so, but not the live vaccine. 
 
Andrew Schorr:  
Okay. My doctor, and it goes with the leukemia I have too, has me take sort of a prophylactic dose of acyclovir. Would that 
be indicated sometimes? 
 
Dr. McMahon:  
It depends—again, it depends on the person. It’s not necessarily routine. We don’t necessarily routinely put people on 
acyclovir or valacyclovir for prevention if they’re on Ruxolitinib, but it depends on the person. 
 
Andrew Schorr:  
Okay. Let’s see. We’ve had another question as well, and that is, we talked about the shingles vaccine, we talked about 
JAK2, here’s one that came in from Chris. A subset of patients with myelofibrosis has low hemoglobin levels and are 
transfusion-dependent, so they can’t take Jakafi—is what Chris said – Are there other drugs currently available or in the 
pipeline for these patients? Do you want to talk about that, Lindsey? 

 
 



Lindsey Lyle:  
Sure. So, a few of the medications that we mentioned earlier such as erythropoietin, which can sometimes stimulate the 
production of red blood cells. That’s an injection. That may be effective if your erythropoietin level is low, and this can be 
tested in the blood. It can possible help with increased red blood cell production.  
 
Another therapy that we talked about briefly is called danazol, which is a very old medication, but it’s a testosterone-like 
medication that—it doesn’t work all of a sudden, but maybe over three months, can start to increase red blood cell 
production. Which may reduce the number of transfusions that they need. A therapy in clinical trial at MD Anderson right 
now is looking at anemia related to myelofibrosis, and every three weeks infusion…?  
 
So, that’s underway right now. That’s called AC-11 in the clinical trial world. So, that is currently being studied itself. But 
needing transfusions is not necessarily a contraindication to taking ruxolitinib, they can be done at the same time. And 
perhaps after some time on ruxolitinib, the hemoglobin levels, actually, we saw in clinical trial data, hemoglobin levels can 
rise, and sometimes reduce or eliminate the need for transfusions, even though at the onset of starting ruxolitinib it may 
increase the transfusion requirements for a while.  
 
Andrew Schorr:  
Okay, now, Dr. Daver. This gentleman, Chris, also asked about whether there’s anything in the pipeline where it could 
alleviate this need for transfusions. 
 
Dr. Daver:  
Yeah, so the standard one that we’ve been using for about the last ten years has been erythropoietin stimulating agents 
and the common names are epoetin alfa (Procrit) and darbepoetin alfa (Aranesp). They work in about 40 percent of 
patients with myelofibrosis or MDS associated anemia. So, we usually try those first.  
 
While we’re doing transfusions. The new drug that Lindsey mentioned, there is an agent called sotatercept, which is in 
clinical trials. And actually, in MDS may actually be close to approval, because they moved ahead a little bit earlier, but now 
myelofibrosis large Phase III are starting. So, if they Aranesp, Procrit don’t work, I would try to get on one of those trials 
with one of the sodyserp like drugs. And the third is, the Jakafi, I think, should be evaluated independently.  
 
So, if you have a large spleen, large symptoms, and large liver, etcetera, then you would benefit Jakafi. We often do add the 
Jakafi, a low dose, with growth factors. So, the determination for Jakafi is not based on anemia per se, it’s really based on 
whether the person would benefit from Jakafi. But those are probably the three. Then there are others like danazol, and 
lenalidomide (Revlimid), etcetera. But those are the three most commonly used ones.  
 
Andrew Schorr:  
We have plenty of time for questions. If there’s something also, we’ve discussed that you didn’t quite understand, don’t be 
embarrassed, bring it up. So, if there are audience questions, please just raise your hand and Esther and Theresa have a 
microphone.  
 
We’ve been getting questions from the internet all over the world, and Cherie wrote in—and remember just send it to 
mpn@patientpower.info.  
 
Cherie said, “I have ET. Diagnosed in 2011. Hydroxyurea since 2015. Have begun experiencing symptoms of neuropathy in 
my hands and feet. The doctor reduced the dosing as a result. Is this common and how bad can it get?” You wanna talk 
about that? Neuropathy? So, that’s like the tingling or loss of feeling? 
 
Lindsey Lyle:  
Exactly. So, neuropathy can manifest itself in a lot of different ways. Some can get tingling or some numbness maybe in the 
fingers or a burning sensation in the fingers and toes. That’s what we call peripheral neuropathy, because it’s happening at 
these small little nerve endings here.  
 
And with essential thrombocythemia, it can be more common that with the others—sometimes, too with polycythemia 
vera. And the usual cause is the little tiny blood clots in these very small vessels. So, we call them micro-clots or something 



like this. So, controlling the disease is important actually, if maybe her—platelets are not controlled well enough, patients 
may have symptoms of the neuropathy.  
 
And then recently too, there’s been some pretty good data published about aspirin. So, in patients who have essential 
thrombocythemia, and who have no contraindication to aspirin, taking one aspirin daily has been pretty standard. But 
more recent evidence to show that possibly patients from twice daily dosing of aspirin, 12 hours apart, because the 
platelets are different than a normal person’s platelets.  
 
And so, actually, the anti-platelet effect on a patient’s platelets with ET, may be less than the typical effect that it would 
have on a patient who had non-diseased platelets. So, perhaps taking aspirin twice a day can alleviate some of these 
microcirculatory complications of ET. 
 
Andrew Schorr:  
Dr. McMahon, any other comment about neuropathy? 
 
Dr. McMahon:  
Yeah, and there’s a lot of supportive medications that can be given if people develop that as a symptom. Like, did you 
mention Neurontin? Okay, yeah like gabapentin (Neurontin) and some other ones that can be used if you do develop a 
neuropathy.  
 
Andrew Schorr:  
So, this again—you’re starting to feel this in your fingers, legs, speak up about it. Okay? Speak up about it. Let’s see. There’s 
a question here. Why don’t you stand up, tell us who you are, what you’re dealing with, and where you’re from. 
 
Kevin:  
Hi, my name is Kevin, from Longmont. I’ve been treated at the Cancer Center in Fort Collins for… 
 
Andrew Schorr:  
…what is your diagnosis? 
 
Kevin:  
My diagnosis, initially was PV. I was treated for PV starting in 2002 and made transition to myelofibrosis last year. One 
thing that I’ve had a lot of fun with over the years is itching. So, this is maybe a specific question, but itching has been 
something of a mystery.  
 
One doctor said take some aspirin, maybe that’ll help. But specific to stimulation after a shower, for me personally. Some 
instances have been pretty debilitating, some are just a nuisance. Can you shed any light on itching and what possibly we 
can do to help manage this? 
 
Andrew Schorr:  
So, Dr. Daver, why itching? Why does it go with this? And what do you do about it? 
 
Dr. Daver:  
Itching is actually one of the more difficult conditions to control. So, the why is more common with polycythemia vera, the 
red cells are more fragile, and they have a tendency to rupture, and hot showers are one of the conditions that cause the 
peripheral red cells to rupture, and they release a product called histamine. Which is what causes the itching.  
 
So, we know it can happen after rubbing, or it can have in showers, anything that stimulates the skin’s surface. The problem 
is, there’s really no specific medication per se, for itching. Now in general, what your doctors are saying is probably the line 
of thought, Hydrea can sometimes help, aspirin may help to some extent, and then in patients who need the Jakafi, either if 
they’re PV and they’re intolerant, resistant to Hydrea, or if they’re myelofibrosis and they qualify, that’s the medicine that 
I’ve seen the most dramatic improvement with.  
 
Now, there are supportive things that you may have already tried. Things like Benadryl, and Atarax, and different doses or 
frequency of those, but really beyond that there’s no, unfortunately, itching medication that’s a breakthrough. 



 
Andrew Schorr:  
Any other ideas, Dr. McMahon? 
 
Dr. McMahon:  
The other thing sometimes we use, and it’s helpful for itching in general, but in some people, is SSRIs, or antidepressant 
medications can sometimes help, too. 
 
Andrew Schorr:  
Really? 
 
Dr. McMahon:  
Yeah.  
 
Andrew Schorr:  
Wow. Okay. Well, we talked about that, and Sheila has a question. Way up here, guys. She’s way to your right. 
 
Female Speaker:  
The neuropathy. I didn’t know this, but the last couple years, cold, when I’m out in the snow or something, my fingers get 
like cold, and I can’t warm them up, and they hurt. I mean, it’s terrible. Is that neuropathy? 
 
Andrew Schorr:  
Any thoughts? Here you are in Colorado, and I understand it gets cold here. So, Lindsey, anything about that? And she’s 
been living with ET for many years. 
 
Lindsey Lyle:  
Sure. Certainly, your fingers becoming more cold can be a complication of the ET in the sense that, there’s decreased 
circulation to the tips of the fingers. Usually, this phenomenon we call it Raynaud’s syndrome, where the fingers get very 
white, and especially in the cold, it’s hard to warm them up, and they can be very tender.  
 
And you know, I’ve worked with rheumatology colleagues in the past, because historically it’s not necessarily associated 
specifically with MPNs alone. But people without MPNs get this sort of phenomenon. And so, we’ve used a variety of 
different agents. One them is calcium channel blockers which are generally used for blood pressure but can help with this 
sort of symptom.  
 
And so, something to definitely talk about, and other things like Brandon, or Dr. McMahon had mentioned, gabapentin, or 
Neurontin can help with the painful sensation of nerve related type of pain. So, sure, there are a variety of things, and it 
may be associated just because of decreased circulation.  
 
Andrew Schorr:  
Dr. McMahon, here is a question we got in from Terry. Terry says, “I have ET but also psoriatic arthritis. Are there any 
correlations between autoimmune diseases and MPNs, and any special treatment considerations because of that?  
 
Dr. McMahon:  
I’m not aware of any data to say that you’re at higher risk for developing an MPN, because you have an underlying 
autoimmune condition or vice versa. I’m not sure if Lindsey or Naval have anything, but I’m not aware of any data to say 
that there’s a risk either way. Just bad luck. 
 
Andrew Schorr:  
And then treatment, so if let’s say, you’re taking a treatment, they have these TNF receptors and all that for autoimmune 
conditions, does that affect what treatment you get for one of the MPNs? 

 

 
 



Dr. McMahon:  
You know, depending on the treatment you’re getting—some autoimmune conditions are using immunosuppressive 
medications. And some of the immunosuppressive medications can be, we say myelosuppression, or the counts can 
become lower.  
 
So, you may actually have secondary benefit for MPN using some treatments for the autoimmune condition, but not all the 
treatments for things like psoriatic arthritis, or other autoimmune conditions like lupus, or rheumatoid arthritis, will cause 
myelosuppression, but some of them do.  
 
Dr. Daver:  
This is a very specific scenario, but there is actually other JAK inhibitors, we didn’t touch on these, that have been 
approved in the autoimmune disease setting. So, baricitinib is a drug that was developed and is approved in rheumatoid 
arthritis, lupus, and there is data that even Jakafi has benefited in that arena.  
 
So, again, if you qualify and your doctor thinks that you would be a good candidate for Jakafi, you may see some secondary 
benefit for the psoriatic arthritis. I wouldn’t do it for the psoriatic arthritis, but you may get a secondary benefit if you need 
it. 
 
Andrew Schorr:  
And sometimes, and, Lindsey, maybe you can comment on this, you have more than one condition, right? You may have 
diabetes, you may have a heart condition. So, providers can talk. I mean, you could get your rheumatologist to talk to your 
hematologist, right? 
 
Lindsey Lyle:  
Absolutely, I think communication between all of the different specialties or physicians or care providers that you are 
seeing is really critical so that we can manage optimally all these different things. You know, for example, cardiovascular 
risk factor control, especially in patients with polycythemia vera, we know if very, very important.  
 
So, frequently I’m talking with the cardiologist to make sure that we’re managing the blood pressure appropriately, so that 
we’re reducing that extra burden on the vessels because we know that they may have too many red blood cells. So, 
certainly communication between the different fields is really critical. 
 
Andrew Schorr:  
You have a question here. Young lady, if you could introduce yourself, where you’re from, and the condition you’re 
concerned about. 
 
Lenore:  
Lenore Franson, and I’m from Aurora, Colorado, and the symptom that is bothering me most right now, and it isn’t 
mentioned here, is shortness of breath. And I’ve gone through so many tests, and my O2 stats are at 98 percent. And so, 
what causes that and what can you do about it? Because you certainly don’t want to exercise? 
 
Andrew Schorr:  
What is your diagnosis? 
 
Lenore:  
ET. 
 
Andrew Schorr:  
Okay. Anybody wanna talk about that? Shortness of breath? 
 
Dr. McMahon:  
Shortness of breath is one of those other things, like fatigue, the list of things that potentially could cause it is huge. And so, 
shortness of breath is not one of the more common things that we see primarily from MPNs, but there could be another 
condition going on causing the shortness of breath. Or it could be sort of a secondary effect.  
 



For example, if you had an MPN and you had a blot clotting problem, you had a pulmonary embolism, there could be sort of 
an indirect effect on your breathing. It’s not one of the more common things from the disease itself, that cause shortness of 
breath, unless again, you have sort of a secondary complication from it. 
 
Andrew Schorr:  
Okay. Esther, you have someone—actually, you have a question. 
 
Esther Schorr:  
Yeah, actually a question has been passed on to me, and to generalize it as much as I can, because I’m not sure who can 
answer it, is there somebody or somebodies who can comment on Medicare and how to sort of sort out how Medicare 
supplements or which ones might be useful for somebody who’s eligible for Medicare but is trying to figure out the 
supplements. Or who should they talk to about it? 
 
Andrew Schorr:  
Medicare Part D, I think we’re talking about. Do you have any comment on that, Bryn? 
 
Bryn Dunham:  
Well, I know that here at CU we’re lucky enough to have financial counselors that can comment on that. They can pull up 
different plans for you, to make sure that the medication you’re on is covered by the plan. That’s obviously—and that 
sounds very simplistic, but that’s obviously the end game.  
 
It’s hard to do that online, because it’s just so confusing. So, we do employ financial counselors that can do that for us. They 
can sit down with patients and make sure that patients understand what the options are. That’s who I would defer to here 
at CU.  
 
Andrew Schorr:  
I agree. So, I take Jakafi. Switched from Blue Cross ultimately to Medicare. Got Medicare part D. On the Medicare site, for 
Medicare Part D—and I don’t know whether I did it right on Medicare, or I’m a member of AARP, and so they had it, where 
you put in what medications you take and then you can see the plans and what their benefit is.  
 
Now, going further to the financial navigator counselor is an excellent idea. So, you can start online, but you still may be 
confused. Go further, because you wanna see what you have. Obviously, and I know President Trump is making a speech 
this week, and who knows what’s gonna come out, but this whole question of drug costs, and how they’re managed, and 
how there are changes in Medicare policy, or also that would affect other insurance companies, is a real question.  
 
Like, one of the things is, are discounts the drug companies give to suppliers of drugs, passed on to the Medicare patient to 
lower your co-pay? And right now, the answer is no. Should that be changed? Should Medicare negotiate on drug prices, 
which the VA does, and some other Medicaid does, but not Medicare. So, should that change?  
 
So, this is a moving target for all of us, and that’s why you want to be in touch with a financial counselor. Also, one thing, and 
this came out of the New York Times the other day, some people have been signing up for these high-risk insurance plans, 
where you have $1,000, $2,000 may be more, out of pocket right off the bat, but the insurance premium is less, but the 
coverage is not nearly as good. So, connect with these financial counselors to try to navigate this for you. It’s really 
important. 
 
Bryn Dunham:  
It’s a very, kind of unfortunate world, that we live in right now, because there’s so much ambiguity. So, definitely ask the 
questions. If you’re not getting the answers that you need, ask more questions.  
 
Andrew Schorr:  
Here’s a question that Brad sent in on the Internet. Are there any effective strategies for reducing the constant 24/7 
headache with PV and/or Jakafi? I know headache is variable, but here’s a lady with you who had headache, so how do you 
deal with headache? 

 



 
Lindsey Lyle:  
So, headaches, too. Are quite complex actually and I think that in the case of PV we’re talking about high blood volume, and 
to ensure that the counts are actually being adequately suppressed to a level, you know we like to keep hematocrit below 
45 percent to reduce thrombotic complications, and certainly patient who are at a lower level of red blood cells, typically 
the headaches will go away if they are from the polycythemia vera, for controlling disease. Shouldn’t be having them as 
much. I would say that trying to get the disease under control is priority number one.  
 
Andrew Schorr:  
Is headache a known side effect of Jakafi? 
 
Lindsey Lyle:  
You know, it’s not very common. Certainly, it is in the package insert that patients have experienced headaches. But it’s 
difficult when you’re collecting data from a clinical trial and with the therapy patients are reporting all side effects. And we 
don’t know—they are listed whether or not they were caused by the drug or not. We have to take that a little bit with a 
grain of salt.  
 
Andrew Schorr:  
We’re just gonna take a couple more questions. Our friend from Florida, if you’d stand up. 
 
Female Speaker 2:  
I just have two. One for the doctors. My mother had passed away from multiple myeloma 11 years ago, and I just wondered 
if there was any relation to what I now have. 
 
Andrew Schorr:  
And yours is PV? 
 
Female Speaker 2:  
Polycythemia vera. 
 
Andrew Schorr:  
Okay, all right. And did you have another question.  
 
Female Speaker 2:  
And I did, it was for the nutritionist. Thank you for being here, because I think that’s key to what we have. I’ve been a long-
term vegetarian, like 30+ years. I was just wondering, I try to eat what I can to keep my levels up, my iron and everything 
else. Any suggestions? 
 
Andrew Schorr:  
Okay. Just nod your head, docs, if we got this right. I think the hereditary connection we answered. And they’re all saying, 
no. Okay, vegetarian diet, is there evidence for that related to what these folks are dealing with here? 
 
Sommer Gaughan:  
There’s no evidence to say that a vegetarian diet is necessary or required. There are a lot of benefits of a primarily plant-
based diet, and that’s where more and more of the recommendations are going. It doesn’t have to necessarily be fully 
vegetarian, but definitely higher plant based. I think just make sure that your nutrients are covered, is a big thing.  
 
I think that risk is higher in vegan diets versus vegetarian diets. Typically, vegetarian diets you’ll get the full plethora of 
nutrients needed. So, again, making sure you’re getting good quality protein sources from plant sources, and again, with the 
vegan diets, there’s just a little bit more risk of nutritional deficiencies that we would, as a dietitian, look and work with a 
patient on. But from a vegetarian standpoint, is making sure you’re getting those good quality proteins. But otherwise, no 
specifics. 
 
Andrew Schorr:  
And it sounds like a broken record, but fruits and vegetables. 



 
Sommer Gaughan:  
And unprocessed. I just have to put that plug in there.  
 
Andrew Schorr:  
Sommer I want to thank you. We’re gonna go down the line and get final comments. Was there anything else you wanted to 
add? 
 
Sommer Gaughan:  
Just my little last blurb about the unprocessed foods. I do encourage people to make more lifestyle changes. I really don’t 
like word diet. It’s too temporary in my opinion. And so really changing slowly your lifestyle, to getting rid of the foods we 
can’t pronounce and the foods that we don’t really know what they’re made of, and moving back to just whole foods, and 
nutrient dense foods, is really my plug and passion. 
 
Andrew Schorr:  
So, look for the cancer dietitian where you get care, or maybe a university center. We have a friend, Julie Lanford, who’s 
been on Patient Power, who’s down in North Carolina, and she runs a website called Cancerdietitian.com. 
 
Sommer Gaughan:  
She’s great.  
 
Andrew Schorr:  
So, look for that. Send us your recipes to recipes@patientpower.info. If you have some great comfort food that works for 
you, as you’re living with cancer, let’s share it, okay? So, if you could pass the microphone to my new best friend, Nelson. 
Nelson, any last words? You’re on a much better track now. Did you wanna say to the folks out here and internet/TV land 
that might be helpful, a final comment? 
 
Nelson Patz:  
Yeah. Never give up and keep the faith. Be grateful. 
 
Andrew Schorr:  
Okay. All right. Well, all the best to you. And Dr. McMahon, you’ve talked about progress, anything you want to mention as 
a final comment? 
 
Dr. McMahon:  
I would just mention that this—the MPNs has changed dramatically in a relatively short period of time, and the JAK2 
mutation was found in 2005, and here it is 13 years later, we’ve made so many new advances with our understanding of the 
physiology and interventions that we use. And it’s continuing to change.  
 
So, definitely keep up with seeing your providers, asking questions, inquire about either new innovations that are available 
or clinical trials, because the field continues to change. And where we are now, is going to be very different than where we 
are in five years. I feel confident about that. 
 
Andrew Schorr:  
Dr. Daver. 
 
Dr. Daver:  
Yeah, I think my main focus would be try to look out for clinical trials, a lot of the drugs we have today because people were 
in clinical trials before we have the benefit, so for the people out there listening, if you have a new diagnosis, connect with 
an expert in your area.  
 
Don’t lose an opportunity to get onto a clinical trial. And don’t worry about median survival. A lot of people get fixed on 
this. These are moving targets, they’re improving, and there are a number of new things coming down the line. 

 



 
Andrew Schorr:  
Bryn. 
 
Bryn Dunham:  
Just to speak your mind. If you are not getting the answers you need, keep asking the questions. If you need help, ask a 
social worker, as another healthcare provider at your center, get your questions answered. You guys are the most 
important part of this whole process. We’re the experts, but we also learn from you. 
 
Andrew Schorr:  
Well said, Becky. 
 
Becky VanNoy:  
I would echo what Nelson said. Never give up. Keep going. Do things. Have fun. 
 
Andrew Schorr:  
And keep celebrating those anniversaries with Paul up there. Okay. And, Lindsey, you. 
 
Lindsey Lyle:  
I would like to thank everyone for being here. The reason why Andrew does this, and Esther, and all of us, is really to 
empower you all to be big parts of your care. And so, I would just encourage you to keep learning and keep asking 
questions, and to come to your provider visits well informed, or well prepared with questions, so that we can really tackle 
this whole “living well” with this chronic illness, together.  
 
Andrew Schorr:  
And I want to tell you, it is this week as we do this program, or maybe it’s this month, is oncology nurses month. So, honor 
them. We didn’t have an oncology nurse with us today, but there’s a whole range of professionals.  
 
So, physician assistants, dieticians, oncology social workers, researchers, and clinicians, and oncology nurses, we should 
give them a big hug. Really. They’re really there for us. So, bring a cake next time you go to the clinic. Do nice things for 
them, because they work really long hours. All right. A few things I want to mention.  
 
First of all, on the screen you can see, our discussion continues. So, we at Patient Power have established some Facebook 
groups if you feel comfortable. Not with anything Mark Zuckerberg says of going on Facebook. So, we have a cancer 
community there, Patient Power Cancer Community. Esther and I often do Facebook Live broadcasts through there. And 
then we have another one called, The Cancer Connection. Taken together, they have more than – maybe approaching 
110,000 people there.  
 
Now remember, what we said, people are telling their story. That may not be your story. They may be taking medicine X or 
Y, that maybe is not right for you. So, filter that, okay? And then also, look at the content we have in the MPN section of 
PatientPower.info. And always, we want to hear from you. Send us a message at mpn@patientpower.info. Okay.  
 
Here for the people in the room, there’s this survey. Do not leave without filling it out, because that’s how we know how we 
did today. And we can get funding to do more. It’s also online. Or we’re sending out, I think, to our online participants. So, 
wherever you are in the world, please do that. I want to thank the Insight Corporation for being our funder today; we 
greatly support and are thankful for how they’re helping the MPN community.  
 
But there are all those other groups; I wanna call out for sure, Dr. McMahon and Lindsey’s group, and Sommer and Bryn, 
CU Anschutz here. A wonderful medical campus. And now I know even more, because I’ve known Lindsey for a while. Great 
people. So, thank you for all you do, and the facility we’re in today, and the whole team that’s made this possible. We have 
all these other groups you can see on the screen. The LLS, groups in Canada, the MPN Alliance in Australia, The Cancer 
Connection, PV Reporter, the MPN Research Foundation, thank you.  
 



Remember, the MPN Research Foundation has that registry. Please consider being part of it. Wow, we have a lot of people 
to thank. Jamie is our producer. Did I get it all, Jamie? Okay. And I want to thank Dr. Daver for coming from MD Anderson 
and making the trip. So, really remember the discussion continues.  
 
We’ll have the replay of today’s discussion up on Patient Power within the week, and then all these subtopics will come out. 
So, sign up, be a member of the MPN group on Patient Power, because that’s when you’ll get a biweekly e-alert from us, 
that’ll tell you about all the videos that we’re posting.  
 
How’d I do? I wanna thank everybody. Thanks to our panel. Thanks to my partner in crime, Esther Schorr. The number one 
caregiver. And thank you for Jamie Machala, our director of events and producer. And Theresa back there, Theresa 
Clementi. Who traveled to be here. Thanks very much everybody. We’ll se you again soon. See ya on Patient Power, and 
remember, knowledge can be the best medicine of all. Bye bye. 

 

Please remember the opinions expressed on Patient Power are not necessarily the views of our sponsors, contributors, 
partners or Patient Power. Our discussions are not a substitute for seeking medical advice or care from your own doctor. 
That’s how you’ll get care that’s most appropriate for you. 

 


