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Andrew Schorr: 
Hello.  I'm Andrew Schorr.  I'm sitting with another CLLer like myself, Susan Novick from Sedona, Arizona, where the cool 
red rocks are.  It's a beautiful place to live.  But what year was it that you got some surprising news?  What year was that?   
 
Susan Novick: 
2006.   
 
Andrew Schorr: 
Okay.  So you go in for a mammogram.   
 
Susan Novick: 
Mm-hmm.   
 
Andrew Schorr: 
Mammogram was okay, but they said you have lymph nodes that are swollen.   
 
Susan Novick: 
Glowing.   
 
Andrew Schorr: 
Glowing.  And you say, well, yeah, and I kind of have a lymph node on my neck, and maybe there were some other 
symptoms.  Turns out to be CLL.  Had you ever heard of that?  And I know your husband is a physician but not in this area.  
Had you ever heard of something like that?   
 
Susan Novick: 
No, I hadn't.   
 
Andrew Schorr: 
So it was out of the blue.   
 
Susan Novick: 
I hadn't.  And initially the investigation was for lymphoma, and then once that was taken out of the picture then...   
 

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.  



Andrew Schorr: 
Mm-hmm.  And you were moving to another town, not a big place, Prescott, Arizona.   
 
Susan Novick: 
Right.   
 
Andrew Schorr: 
Go to a local oncologist.   
 
Susan Novick: 
Correct.   
 
Andrew Schorr: 
And he did you a favor, didn't he?  What did he say?   
 
Susan Novick: 
He did.  He said, you don't fit the profile for this disease, at least in my practice.  And he said I—I know the treatment but 
don't know really what to do with you, so I want you to go and have second opinions.   
 
Andrew Schorr: 
Mm-hmm.   
 
Susan Novick: 
And he sent me to MD Anderson Houston.  He called them himself and said, I would like her to see Dr. Michael Keating if 
possible, and I did see Dr. Michael Keating and went from there.   
 
Andrew Schorr: 
Yeah, and, of course, he's been my doctor for like 19 years.  I love the man.  And there are other good doctors too, but the 
point is… 
 
Susan Novick: 
Mm-hmm.   
 
Andrew Schorr: 
…you went to a CLL specialist.   
 
Susan Novick: 
Correct.   
 
Andrew Schorr: 
And that resulted in you having some of the same treatment I did, FCR.   
 
Susan Novick: 
Right.   
 
Andrew Schorr: 
Worked for a while, but—mine has continued to work, but for you unfortunately it didn't.  You went in a clinical trial.  We're 
big believers in clinical trials.  I was actually in the FCR trial, and then you were in lenalidomide (Revlimid®) and rituximab 
(Rituxan®), which was a trial.   
 
Susan Novick: 
Mm-hmm.   



 
Andrew Schorr: 
That worked for a while.   
 
Susan Novick: 
For a long time.  For a long time.  In fact, probably four years out of five there was no evidence whatsoever of CLL on my 
bone marrow biopsies, which I had many, many.   
 
Andrew Schorr: 
Okay.   
 
Susan Novick: 
And because of being in a trial… 
 
Andrew Schorr: 
They're following you.  I like the attention.   
 
Susan Novick: 
Yeah.   
 
Andrew Schorr: 
I don't know if I like the biopsies, but I like the attention.  And so things have started to change a little bit, and you might 
need treatment again.   
 
Susan Novick: 
Yes.  Yes.  We're in watch and wait.  My counts are slowly climbing, very slowly, which is nice.   
 
Andrew Schorr: 
Mm-hmm.   
 
Susan Novick: 
And my last biopsy did show some minimal residual disease of definitive CLL, so it's slowly making its way.   
 
Andrew Schorr: 
But you're not terrified by this.   
 
Susan Novick: 
No, I'm not.  I'm not.   
 
Andrew Schorr: 
And you're working.  You're working in a school with autistic children.   
 
Susan Novick: 
Correct.   
 
Andrew Schorr: 
You're a busy bee.   
 
Susan Novick: 
I'm busy, yes.   
 
Andrew Schorr: 



Okay.  So I got a long-term remission from FCR.  You did not.  Somebody's watching and they're saying, well, maybe my 
story is just like Susan's or it's just like Andrew, but it's really different for everybody, isn't it?  What would you say to 
them?   
 
Susan Novick: 
It's very different.  Everybody has their own story, everybody does.  I'll tell you a story I told to—my local oncologist here 
now is Dr. Munos at MD Anderson Banner, wonderful doctor, and we talked about stories.  And when I was going on the 
trial, I was very nervous.  I had never been on a clinical trial.  I didn't know. They gave me all the ins and outs and signed all 
the papers, and I thought okay, what am I—what's going to happen to me? 

And I went to the waiting room. And there was a man in the waiting room, and we just started a conversation. And he asked 
me what was going on with me.  He had CLL also. And when I told him I was going on this Revlimid trial, he immediately 
said, don't do it.  Don't do it.  I did that for—I didn't even last a month.  It's awful.   

And many, many, many years ago, I taught natural childbirth for a few years, and I had a whole classful of pregnant ladies 
and their husbands. And I said to each of them at the first class, everybody has a story.  You're going to hear them, and your 
story is not their story—no matter what you hear.  And that was the first thing I thought of.  Your story is not my story.   

And my—I was very successful with Revlimid.  So I think that it's very important to remember everybody's different.  
Everybody reacts differently, and everybody has a different story and a different outcome.   
 
Andrew Schorr: 
Right.  And now we're learning all these different mutations, different subtypes of CLL, different ways people metabolize 
even the same medicine that they react to, like in your case.  And the doctors are sort of figuring out which approach might 
work for which person and then what are your desires, what's going on in your life.   

Susan, so you're pretty hopeful now going forward.  You may need treatment again, but you're pretty hopeful for a long life, 
if CLL can't be cured keeping it at low level.   
 
Susan Novick: 
Absolutely.  Absolutely.  Initially with my initial diagnosis not knowing anything really about CLL, I've done lots and lots of 
research. I have wonderful doctors, and I'm thankful that I see CLL specialists who really, really know about this disease, 
what the treatments are, what the up-and-coming treat—what the future holds.   
 
And I remember Dr. Keating telling me once during a visit at some point, you know—you know Dr. Keating.  He's a 
wonderful man.  He's very caring.  And I remember he came right up to me and looked me straight in the face, and he said to 
me, you are going to live a long time.  I'll never forget that.  He doesn't—I don't know if people like that realize how much 
hope they give to patients and how much confidence, and I felt—I believed him, and I still believed him.  I do.   
 
Andrew Schorr: 
Well, Susan, you're doing that right now as you say this to our viewing audience.   
 
Susan Novick: 
Thank you.   
 
Andrew Schorr: 
Let's—let's hang out together sometime, and we'll go on the red rocks in Sedona.   
 
Susan Novick: 
Love to.  Come and visit.   
 
Andrew Schorr: 
I'd enjoy that.   
 



Susan Novick: 
It's beautiful country.   
 
Andrew Schorr: 
Thank you so much for being with us.   
 
Susan Novick: 
Thank you.   
 
Andrew Schorr: 
And really an important story of how everybody is different and for really so many people dealing with CLL, not everybody, 
unfortunately, but for so many it's a very positive, increasingly positive story.   

I'm Andrew Schorr.  Remember, knowledge can be the best medicine of all.   
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