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Andrew Schorr: 
So, if with ET, PV, MF, we notice some change, do we go to our MPN doctor first, or do we call our primary? How do 
we…? Because we don’t know what’s connected, you know? 
 
Dr. Scherber:               
Yeah, well, that’s a good question. Well, first off, I think always using common sense on the symptom. If you all of a 
sudden start having sudden chest pain that radiates down your arm and you feel kinda nauseous with it, I would 
recommend going straight to the emergency department.  
 
Andrew Schorr:           
Call 9-1-1! 
 
Dr. Scherber:               
Yeah. But if it’s something, especially that you’ve talked about with your MPN physician, and you know that it’s been 
going on for a while but maybe it suddenly got worse, I do think it’s worth letting them know right away. If it’s something 
you’ve been dealing with for a long time, it might be worth talking to your primary care about and kind of doing a first 
pass to see if there’s kind of an obvious answer. 
 
Some MPN physicians have been a while out of their general practice training. So, it always, I think, is worthwhile to 
really have a good collaboration between your MPN doc and your primary care doc. But overall, I think it is important to 
let your MPN physician know. And I think they can help you to kind of understand what might be due to the MPN or 
what might not. 
 
Andrew Schorr:           
Any of us with an MPN, the goal is so we can go live our life. But what about communication then? So, when people are 
dealing with this, we really need to speak up, right, if we have a concern? 
 
Dr. Scherber:               
Right. I think that that’s the number one thing that you can try to do. I mean, if you just ignore the symptom, often, if it is 
due to the MPN, it doesn’t just go away. And making your physician aware so they can do something about it, especially 
your MPN physician, if it is due to your MPN, might have some strategies to try to help with the symptom. 



 
Andrew Schorr:           
Right. So, remember, folks, that Dr. Scherber and other MPN specialists, this is what they do. So, they have the wisdom 
of their experience with what people have presented with, all these different situations, and what—sometimes, through 
trial and error. Sometimes, through boom that works the first time, help with that. So, communication is critical. Andi, 
you’ve done that a lot as you sought out an MPN specialist, and that made a difference for you.  
 
Andi Malitz:                 
It was huge. For the first—I think it was 11 years, I was seeing a hematologist that had been recommended to me by my 
former primary care. And I think because I presented so well, so healthy, that I was just kinda one of those people that 
was, like, almost a pleasant interlude for him in his otherwise difficult day of being an oncologist. And his philosophy—
which I learned is not necessarily the right philosophy; although I’m sure he’s a wonderful doctor, I don’t see him 
anymore—was, it’s a race to lower your platelets.  
 
Now, in my case, I run very high. And even on—he had me up to 2,500 milligrams a day. And that’s when I started 
presenting with the mouth sores. And he didn’t know how to handle that problem. Basically, shrugged his shoulders. 
And that was my wakeup moment. That was in 2015.  
 
And quite ironically, was how I met a lot of folks including you, Andrew, with Patient Power was I had started doing my 
own advocacy, which I had not done before, and started seeking out information and attended one of your Chicago 
townhalls four years ago. And that’s where I saw Dr. Stein speaking and immediately changed. Within two weeks, went 
to go see him. 
 
We weren’t able to lower me much below 2,000. My platelets are running—I won’t even say how high. And we’re 
definitely sure that that is the inflammation that Robyn spoke of, is definitely gotta be the problem because my platelets 
are running over 700 to 900, even on 2,000 milligrams a day of hydroxyurea (Hydrea). So, I am obviously living in a 
state of inflammation. But I’m trying to do it little by little and try to see what works and what doesn’t. But I was so 
grateful for the quality of life perspective that was taught to me, and now that I have embraced as much as I can.   
 
Dr. Scherber:               
I always do encourage my patients to do is, number one, do keep track of your symptoms. And just expect they are 
gonna change some with time. But keep notes of that. And it does help to even—there are different tools where you can 
use the MPN10, even online.  
 
And if you can track it over time, knowing even quantitative differences can help inform your physicians or your care 
providers, even your loved ones, kind of how you’re doing. And expect that symptoms are gonna change also with 
therapy or with medical events that’ll happen. But the hope is that if you’re open about it and you keep these 
discussions going, we can do everything we can to try to improve those symptoms. 
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