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Andrew Schorr: 
We’re going to get into a new phase of this discussion now.  
 
First of all, we’ve been getting in some great questions. Hopefully, those of you here in Portland in the room—can we get a shot of 
our whole crowd here again? We have our folks back here and then we have people around the world, hundreds of people. We 
welcome your questions. Be thinking about it.  
 



The questions are not just about what tests should you have, what treatments should you have, this whole alphabet soup of 
monoclonal antibodies and CD this and MRD and some people say, “Whoa, there’s a lot of science.” So, obviously, we have some 
people that are newly diagnosed just trying to make sense of, “Do I need treatment What do we do? Do I have the right team?  
 
Other people who have been living many years who may need a second or a third treatment and we’ve been learning over the 
years what this stuff means. So, we’ll try make sense of it and we welcome your questions, including should you be checked for 
measle titers because you’re worried what is your immune system like and should you worry about a measles outbreak here in the 
US.  
 
So, we’re gonna cover all those kinds of things or what Jay Blatt asked about in the opening video about clonal evolution. We’ve 
got measles—should you have a booster? Do you still have immunity? Are you have clonal evolution? We’re all over the map. 
We’ll try to make sense of it.  
 
But one of the issues that we all face now, particularly the way our insurance is set up in the US is the insurance for oral therapies 
is often different. But as you heard, we’re talking about Imbruvica, maybe at some point approval for Calquence, idelalisib, 
venetoclax (Venclexta)—all these different things, these are oral medicines and your insurance may pay for them differently in the 
infused therapies you might have.  
 
So, there’s a question—do you have military benefits? Do you have commercial insurance? Do you have Medicare? I have 
Medicare here in the US and I have Medicare Part D. So, the deal there under the way our laws are now is in oral therapy, I have 
to pay 5 percent of the retail cost. These medicines, many of them are $150,000 a year. So, that’s a chunk of change.  
 
If you work, is there assistance for you? If you’re retired, are there assistance programs for you, either from the drug company or 
from a nonprofit association, from the Leukemia and Lymphoma Society? That’s what we’re gonna talk about for a minute.  
 
So, this fellow, Dan Sherman, who’s on the screen, Dan, I came across on a social media thing for business called LinkedIn. He was 
speaking out as an oncology financial navigator. He’s in Grand Rapids, Michigan with a group called Mercy Health, I think it is.  
 
He’s devoted his life now not just to counseling cancer patients at his own hospital, but educating people to be financial 
navigators anywhere in the US in an increasingly complicated system. Here in the US, for most of us here watching, we’re 
approaching our extended election season. One of the issues, the big issue is healthcare costs.  
 
Cancer costs are like way up there. So, there’s a term that Dr. Sharman used a little while ago called financial toxicity. So, it’s not 
just the toxicity of a cancer medicine, but it’s the toxicity of the cost of care. How does it affect you depending upon what 
coverage you have or your spouse, etc. So, that’s what we have to talk about.  
 
Increasingly today, we want the breakthrough therapies and we want assistants to help us get the care we need and deserve. 
That’s what financial navigators do, trying to use all the resources that exist. I’ll mention just two things along the way.  
 
One is let’s just take Imbruvica or ibrutinib as an example. They, as a drug manufacturer, Pharmacyclics, have an assistance 
program. AbbVie that makes venetoclax, Venclexta, they have an assistance program. Can the drug company help you? Or are 
there foundations that can help you?  
 
Believe it or not, some of these funds are not exhausted. You think, “Oh, it’s all gone.” Maybe you’re somebody who never asks 
for assistance and asking for assistance just rubs you the wrong way. Somebody else needs it more than me. Dan’s gonna talk 
about that.  
 
So, let’s hear from Dan. We’ll discuss that. We’re gonna meet our patients. We’re gonna talk about the whole enchilada about 
living with CLL for you with the family members who support you. Okay? So, Dan Sherman.  
 
Dan Sherman:  
When it comes to financial navigation services, I think there are going to be several different answers to this. In some medical 
settings and some oncology, social work is going to be involved with this. So, you might want to ask for the social worker that 



works in the cancer center to see if they are addressing the issue of financial toxicity or assistance with getting access to these 
drugs.  
 
Sometimes there are financial counselors within these settings as well that you can ask for and preferably—and this is my 
motivation here—is to get more and more facilities starting to deal with the concept of financial navigation services because 
financial navigators who are well-trained can dig a lot deeper into this problem and try to find solutions that are more effective for 
a lot of our patients.  
 
Andrew Schorr:  
All right. Let’s get a little more concrete. I should tell our audience—you have a social work background.  
 
Dan Sherman:  
I do. 
 
Andrew Schorr:  
There’s such an emotional overlay of, “Oh my God, I want to beat the cancer, but I don’t want to lose my house in the process.” 
So, let’s talk about what we can do. So, is the starting point understanding what are the insurance benefits you have and having 
somebody help you look at that? Is that the starting point? Can it be tweaked as you go through cancer care? 
 
Dan Sherman:  
So, yes, that would be the starting point. Having somebody there, I have some expertise in understanding the different cover 
systems that we have, as you’ve already mentioned, there’s Medicare, commercial coverages, the marketplace, veterans’ benefits. 
The list goes on and on. Each one of those systems are going to have different out-of-pocket responsibilities for their care.  
 
In the world of Medicare, unfortunately, with Medicare Part D, which most oral medications are going to be covered under, when 
they end up in catastrophic coverage, they end up paying 5 percent of the cost of that drug. When these medications are costing 
$10,000 a month, 5 percent is still a lot of money on a monthly basis.  
 
So, really understanding that coverage is certainly the starting point. At that point, you’d want to start looking at is there 
something that we can do to add to this coverage. If that’s not a possibility, then we start looking at can we utilize co-pay 
assistance programs or even patient assistance programs from pharmaceutical companies.  
 
Andrew Schorr:  
Now, let’s talk about that. Many people who are diagnosed with cancer have maybe never needed charity before. They’ve made 
their own way in their life. Yet, you’re talking about assistance programs. We’re talking about people who have maybe never 
asked for assistance and are kind of embarrassed about it. What would you say to people about asking for assistance and really 
exploring this?  
 
Dan Sherman:  
Well, the first thing that I would say is I have a full-time job addressing this issue, which means that the person I’m speaking to is 
not the only person dealing with this problem. They are not alone. In fact, at our facility, where we see approximately 1,300 new 
oncology cases per year, we have over two full-time financial navigators that are addressing this issue on an ongoing basis. Our 
case load is full.  
 
So, the percentages of individuals dealing with this issue is very, very high. When you start talking about individuals who are 300 
percent, 400 percent, 500 percent of the federal poverty level, which is going to be at least 80 percent of the population, that 
entire population is going to be struggling with significant out of pocket responsibilities. This is not just for people with low income 
that is having an issue.  
 
So, for me, when I start having these conversations with people, it’s really having them understand they are probably part of the 
80 percent of the population that needs help with this.  
 
 



Andrew Schorr:  
Right. It’s understandable. Now, let’s talk about treatment choices. Insurance is complicated. We mentioned Medicare. Medicare 
Part B might help infuse therapies and we might have supplemental insurance that help kick in there and Medicare Part D, if 
you’re on Medicare, would be covering oral therapies and we mentioned about what the high co-pays and also sort of that 
catastrophic level you may have to meet for these expensive medications at the beginning of the year.  
 
So, is part of the discussion with your doctor whether infused therapies, where you’d have to come to the clinic, might be paid for 
in a better way for you than the oral therapies and you have to judge what works in your situation? 
 
Dan Sherman:  
Yeah. That’s where the financial navigator would really come into play here that understands those systems and then be able to 
have an articulate conversation with the oncologist to make sure that we don’t want to harm the patient in the process to try and 
reduce the cost if the patient isn’t getting as good enough care as what they need.  
 
As long as there’s no harm in changing the treatment modality, yes, then we would go after that. Before we would do something 
like—for example, in Medicare Part D, there is a program out there called low-income subsidies. It’s administered through the 
Social Security Administration. So, approximately 30 percent of all Medicare beneficiaries qualify for this program.  
 
It is estimated that approximately half of that population are actually enrolled, which means there is a significant amount of 
people that qualify for this program who are not enrolled. If these individuals qualify for low-income subsidy, then when they first 
fill a $10,000 medication, the co-pay is a little over $2,000, and then it’s in the castoff recoveries, now they’re paying $500 every 
single month for the rest of the year.  
 
Well, if they qualify for low-income subsidy the first time they fill it, it’s in the $8 range that they have to pay for the medication 
and then the rest of the year, the product is free.  
 
So, this is where the advocate, the financial navigator or social worker really needs to have expertise in these systems to enroll 
patients into this because then there’s no need for changing treatment and trying to go down that path. We can fix this problem—
or utilizing foundations out there if there’s one open to help lessen the burden of the financial consequences. 
 
Andrew Schorr:  
Okay. So, for our leukemia audience, I just want to advise what I’ve been learning from Dan and maybe we could emphasize some 
points, Dan—first of all, ask at your clinic or hospital is there a social worker, or has someone actually called the financial navigator 
who can look at your situation, your treatment plan that’s being recommended by your doctor and assistance programs? As Dan 
has alluded to, that may come into play. So, Dan, that’s the first thing is speak up, right?  
 
Dan Sherman:   
Right. Then if the answer is, “No, we don’t have someone that can do this,” then I think complaining that is very appropriate. 
Obviously, you want to be polite in your complaints. But financial toxicity or financial distress statistically is in the top three 
stressors of all oncology patients.  
 
There’s one research study out there that showed that people are more concerned about the financial obligation than they were 
dying from the disease. So, there’s a high stressor. Oncology providers really need to start investing into having trained staff in this 
role that can help mitigate this problem. 
 
Andrew Schorr:  
With me is the man who deals with—okay. All right. We’re gonna continue now. I want to mention thanks to Dan Sherman for 
helping us. So, there are other organizations that can help you. First of all, we’re increasingly discussing this on patientpower.info. 
 
Leukemia & Lymphoma Society in the US has various funds that can help and counselors who can help with that as well. They have 
a first connection program, of course, peer-to-peer support. Patient Empowerment Network is another resource.  
 



There’s a group out of Massachusetts called NeedyMeds. They help people get the drugs, particularly the oral medicines you need 
and deserve. I think NeedyMeds is another group. Aimed Alliance is a group that we at Patient Power are partnered with talking 
about some of these policies as well.  
 
What’s the appeal process if your insurance company says, “Uh-uh. We’re not gonna pay for that.” How do you work with them 
and maybe you’ll need some help with your doctor or nurse to file some paper or whatever. But how do you do that?  
 
I think Dr. Sharman alluded to that even with—he was talking about acalabrutinib (Calquence) earlier. Even though it’s not 
approved yet related to the FDA, it’s part of the NCCN guidelines, and typically then an insurance company would pay for it. That 
would be another one.  
 
The Lazarex Cancer Foundation—and there’s an interview with Dana Dornsife on our website, a wealthy woman from the Bay 
Area, had a family member affected by cancer. She and her family started a foundation to help people be in clinical trials. Jeanne 
mentioned about not everything is covered in a clinical trial. Do you have certain support you need?  
 
Then there’s a group called the Patient Advocate Foundation and, Jay, who you’re going to meet in a second, knows that group 
and another—there’s another patient—yeah. There’s another group. There are a number of them with similar names that can 
help you.  
 
Sometimes if you call the drug company for the drug you’re taking, they will also have nurses and other counselors who can direct 
you to foundations or assistance programs they have. They are prohibited from helping you directly if you’re on Medicare, but 
they may refer you to one of these nonprofit foundations that many companies support.  
 
Okay? So, if you have questions about that, we’ll talk about that more, but let’s go on and meet some people also who are living 
with it and then we’re going to get into our whole Q&A. Again, as Esther said, cll@patientpower.info. Esther told me we got a 
zillion questions already. Think about your questions in the room. We’re gonna run around with microphones. Okay.  
 
I’m gonna start over there with Jay, who’s sitting next to his doctor. So, Jay is next to Jeff Sharman and Alice. These are partners in 
this journey. So, Jay, how were you diagnosed? How did it happen?  
 
Jay Sperling:  
I had an old guy knee injury playing pickup basketball. When they went in to clean it up, they asked me about—actually, they said, 
“Have you had an infection recently? Your white blood count is up.” The surgeon who was a friend of mine said, “This is what I 
think you have. I’m gonna set you up with an oncologist.”  
 
Andrew Schorr:  
All right. You kind of are matter of fact about it, but when somebody tells you you have cancer… 
 
Jay Sperling:  
…well, first of all, they told me I had CLL, which I distinguish from cancer. I’ve never used the word cancer about myself. But I just 
thought—again, like we’ve talked about today, I didn’t know that much about it. So, I think the first thing in my mind was let’s go 
find out a little bit more about what this is. The oncologist said to me, “You may not need treatment for quite a while.” I took him 
at his word.  
 
Andrew Schorr:  
Okay. Now, you have grown children, a couple of daughters? 
 
Jay Sperling:  
Two daughters, yeah, mid-30s. 
 
Andrew Schorr:  
Now, you’ve had—it wasn’t a straight line in your CLL treatment. You’ve been pretty sick, hospitalized some of the time, right? 
 



Jay Sperling:  
Well, I’ve been hospitalized for ancillary things. I had a collapsed lung and appendicitis. Who knows whether those were CLL-
related or not?  
 
Andrew Schorr:  
Okay. But your daughter, one of your daughters became especially concerned and flew home from where? 
 
Jay Sperling:  
She lived in New Zealand, and there was a period of time—we don’t need to go through my whole history, but I was quite ill. She 
flew home from New Zealand. They thought they were gonna try to get me into a stem cell transplant, which in my opinion, 
fortunately, didn’t happen. But she came home. She was here for three months and allowed my wife to go back to work and kind 
of took me to appointments. She was invaluable, yeah.  
 
Andrew Schorr:  
All right. And you changed doctors along the way.  
 
Jay Sperling:  
I did change doctors along the way. I had a blip in the middle. I had a very good community oncologist. At the time, FCR, like with 
you, was the only option. That failed for me. I didn’t get to 17 years. I got under two.  
 
Then I think I made an error in terms of where I went next. I was prescribed bendamustine (Treanda) and rituximab (Rituxan), 
which I’m sure is a great drug for many people. It almost killed me. It was a really bad combination. Then I fortunately found 
Jeanne and Dr. Sharman, and they were able to get me back in the right direction.  
 
Andrew Schorr:  
You were in a trial.  
 
Jay Sperling:  
I was in a couple of trials. In 2007, I did a clinical trial in Portland here for a vaccine. I guess it’s kind of a lesson about the business 
that’s been talked about. We were kind of rolling along and the company went out of business. They shut down the trial and 
turned out the lights in 24 hours. The FDA said, “You’re gonna have to start this over again and prove to us it works.” I think every 
investor in that company went the other way.  
 
As an aside, I’ve said this to Dr. Sharman and Jeanne. A regret of mine was that nobody ever tracked us. There were 20 people in 
this trial. What happened? Did it have some long-term effect? No one knows. I did a trial with Dr. Sharman right after we joined 
him. I will testify he doesn’t lie. Two months in, he said, “I have to take you off of this.” We were heartbroken. We thought this 
was gonna be the solution.  
 
Andrew Schorr:  
But there’s good news. That is now you’re on an approved therapy?  
 
Jay Sperling:  
There was a third trial—I’m going too long here—of GS-9973. I think from my perspective, one of the reasons they’re going to trial 
is I had four-and-a-half great years on that drug. Now, I’m on a ibrutinib (Imbruvica) and that’s, from a disease standpoint, it’s 
been a great drug. I have had some of these illness side effects. 
 
Andrew Schorr:  
Let me ask Jeff Sharman a question since we have your doctor with us. So, I was getting sinus infections and even had pneumonia 
a couple of times. We understand our immune system with various testaments may not be totally intact. He was telling me he 
started the same thing I’m doing, IVIG or immunoglobulin monthly. So, you told me last night, Jay, you were telling me you’re 
doing really well now.  
 
 



Jay Sperling:  
Doing better, yes.  
 
Andrew Schorr:  
So, sometimes that comes into play, some kind of supportive care, right?  
 
Dr. Sharman:  
So, CLL is cancer of the cells that makes antibodies. Then we give you various treatments to kill those cells. So, whether it’s the 
disease-causing abnormalities in the immune function or the therapies over time, there are some that are easier on the immune 
system, some that are harder. As you mentioned, fludarabine (Fludara) is very difficult.  
 
So, immunologic consequences are a big part of the disease. We can measure individuals’ antibody levels. It’s one piece of the 
immune system. It is not at all the whole story of the immune system. But for those patients who are getting recurrent infections 
and have low antibody levels, it can be a very useful adjunct to such patients. We try not to do it if we can avoid it because it’s… 
 
Andrew Schorr:  
…it’s expensive.  
 
Dr. Sharman:  
It’s expensive. It’s an infusion every four to six to eight weeks or so, depending on things. But for some patients who are deficient 
in their antibody levels and are getting recurrent infections, it can be profoundly helpful. Patients who just come into a clinic and 
say, “It’s been six months since I’ve been free from a cold,” then you give them their first dose and within a few days, they’re like, 
“Oh, my gosh, I’m better.” It can be helpful.  
 
Andrew Schorr:  
All right. Can the microphone go over to your better half here, Alice? Alice, you’ve made—we’ve talked about earlier—you’ve 
really become a student of this. So, what’s been your role as a care partner in supporting Jay? 
 
Alice Sperling:  
You probably should ask Dr. Sharman that question too. Jay gets a little resentful when we go see Dr. Sharman and the 
conversation is between the two of us, and we just leave Jay out entirely.  
 
So, I think I started slowly with some websites. You just Google CLL, and there are lots of places on the Internet, probably a lot 
more now than when we first started in 2002. But I call myself an academic, because I taught in a community college for 18 years. 
So, the research part of it came naturally to me. I feel empowered by—your whole slogan is information is power. I firmly believe 
that.  
 
So, I’m always—I read every single day, I read about CLL, every day. And I can do that without getting overwhelmed by—I can sort 
of keep the emotional part down and just the information source. If there’s something that I think Jay should read, I forward it to 
him so he doesn’t have to go through all that stuff.  
 
Andrew Schorr:  
But Alice, some people that might be overwhelming or confusing.  
 
Alice Sperling:  
Absolutely. Yeah. I don't know. What can I say? 
 
Andrew Schorr:  
Okay. You’re at one end of the scale.  
 
Alice Sperling:  
I am.  
 



Andrew Schorr:  
So, since you’re studying all this—and what we were hopefully underscoring earlier—are you hopeful for your husband? 
 
Alice Sperling:  
Oh, absolutely. That’s partly because of what I researched myself, but it’s also partly because of Dr. Sharman because every time 
we go see him, literally every time he’ll say, “You’re doing great, but we’ve got this, this, and this down the line. If this doesn’t 
work, then we’ve got these three other possible therapies for you.” So, I don’t think we worry much about if ibrutinib fails, what’s 
next. Dr. Sharma will tell us. I loved his information—what was it? 
 
Dr. Sharman:  
Judgement is anxiety.  
 
Alice Sperling:  
That’s so true.  
 
Andrew Schorr:  
So, how do you—since you have these grown daughters, one came back from New Zealand—how do you handle it within the 
family? They may be asking you, “How’s dad doing? How’s dad really doing?”  
 
Alice Sperling:  
All the time.  
 
Andrew Schorr:  
How do you—my daughter is involved in this program. She’s very involved, but we have two other kids. I know there’s back 
channel communication. So, how do you do that to calm people? If you’re getting calmer, they maybe don’t know as much as you. 
 
Alice Sperling:  
Well, one of our daughters teaches anatomy in a medical school. So, she’s well-informed and understands all the terminology. And 
the other daughter is the one who came from New Zealand. She’s the one—they keep track of when his appointments are with 
Dr. Sharman, when he’s getting his IVIG. They know all of this stuff. So, within an hour after a scheduled appointment, I’m getting 
texts from them saying, “What happened at Dr. Sharman’s office? How’s dad? What’s going on?”  
 
So, in our family, it’s just very open. When we started, when we first got the diagnosis, Jay didn’t want to tell the girls and certainly 
didn’t want to tell anybody else. I said, “A, you have to tell the girls, because they’ll kill you if they find out later and find out that 
you’ve known for five years and didn’t tell them. They’ll kill you.” I said, “Maybe you don’t have to tell anybody, but I have to have 
people to talk to.”  
 
So, I had to have a network of friends that I could share stuff with even though Jay didn’t want to. He allowed me to do that.  
 
Andrew Schorr:  
Dr. Menashe, I’ve got a question for you. So, your patient comes in for a follow-up visit and maybe with family members. There’s a 
blood test. You’re looking over that and they see a little change and it freaks us out. I’ve heard doctors say let’s look at the trend. 
So, is that part of your discussion with patients and family members to look at the big picture? 
 
Dr. Menashe:  
Well, absolutely. Look at the big picture. I think getting a computer screen in the examining room has had a lot of negative 
consequences for doctors and patients, and the screen is up in our office. The labs are for minimal change in an irrelevant lab, it is 
reddened. So, there is a lot of wasted time and anxiety for patients to go through that. It all comes down to education and all the 
information, some of it we don’t need to get, but we get anyway that we have to deal with.  
 
Andrew Schorr:  
Right. So, Alice, how do you find reliable information versus—I mean, people sell snake oil on the Internet.  
 



Alice Sperling:  
Well, I have trusted sources that I use. There’s a couple of listservs. Believe it or not, the CLL Facebook page is actually full of good 
information. You do have to sort through that one, because there’s other kinds of information that shows up there that is not 
relevant.  
 
Andrew Schorr:  
One of the things, remember, is we talked about subtypes of CLL, and we went through young and fit and older and mutated and 
non-mutated and 17p and not. So, what somebody posts in some of these places that was great for them may not be great for 
you. So, again, it’s not a one size fits all.  
 
Let’s meet Christina Fisher from Boring, Oregon. I’m sorry. I don’t mean to make jokes about it. Okay. So, your story is a more 
circuitous one. You had a burst appendix? 
 
Christina Fisher:  
Yes.  
 
Andrew Schorr:  
You had gallbladder problems?  
 
Christina Fisher:  
Almost ruptured.  
 
Andrew Schorr:  
Okay. Your eyes were… 
 
Christina Fisher:  
…swollen shut.  
 
Andrew Schorr:  
Okay. And you had a big bulge here.  
 
Christina Fisher:  
Supraclavicular above my collar bone, a very large lymph node. 
 
Andrew Schorr:  
This is a very active woman. She’s a real estate agent. So, you can imagine she’s got to be on all the time. You have how many 
kids? 
 
Christina Fisher:  
Three. 
 
Andrew Schorr:  
Three? 
 
Christina Fisher:  
Grown.  
 
Andrew Schorr:  
Three grown kids. How did you get a diagnosis? I think that’s a fascinating story.  
 
Christina Fisher:  
I had to push and shove and holler. Unfortunately, I was in private healthcare system—am I allowed to name it? 
 



Andrew Schorr:  
No, we’ll… 
 
Christina Fisher:  
Just guess. I had to approach my primary care physician constantly, to the point where it was once a month for a year. I’m very in 
touch with when I come down with something or have a malady, I’m very in touch medically. I kept telling him something is very 
wrong with me. You’re not catching it.  
 
To the point where the last two appointments, I cried because I knew something was wrong with me but he ignored it. He would 
make statements such as, “You’re the healthiest person I know. You’re in such a good shape.” He actually made the comment, “I 
would lay wages down that you’re not sick.”  
 
Andrew Schorr:  
You were in your 40s and often, like in CLL, as we know, you’re often older.  
 
Christina Fisher:  
Right. I was young at the time. So, I continued to have issued—ruptured appendix, inflammation, all kinds of things happening that 
did not happen to me when I was younger.  
 
So, through a bizarre network, the gallbladder surgeon that removed my gallbladder, after that, my eyes had swelled shut and 
they sent me to an ophthalmologist to find out why. It turned out that the ophthalmologist and the gallbladder surgeon were 
roommates with the ENT surgeon that they were three women that were just go-getters.  
 
So, they called each other. There was a red flag there. She instantly sent me over to the ENT surgeon, who looked at me and said, 
“There’s something wrong with you. You know it and I know it. Let’s figure this out.” And she said, “I was going to eat lunch, but 
I’m going to take you into my surgical room instead and remove a lymph node from your neck and do the pathology.”  
 
Andrew Schorr:  
And then she got the call that it was—well, she said, “Do you know what have?”  
 
Christina Fisher:  
Well, she asked me. She said, “You know you’re sick. You know you have something. What do you think it is?” I said, “I think it’s 
leukemia.” She said, “You’re right.” She was very matter of fact. I’m very forward too.  
 
Andrew Schorr:  
So, that went on— 
 
Christina Fisher:  
She said, “Sit down. Let’s talk about it.”  
 
Andrew Schorr:  
So, obviously to see an oncologist and ultimately, she got to a specialist who couldn’t be with us today, Dr. Danilov, who’s at 
Oregon Health and Science University. So, he’s a scientist too as well. So, you’ve been on various trials, right? Okay. Now, I think 
we mentioned you’re on one of the approved medicines—venetoclax, and also really Rituxan, delivered—what is this Hycela 
thing? What is that?  
 
Christina Fisher:  
Well, after two infusions, I was approved to do subcu, it’s called, subcutaneous, I believe, abdominal injection. So, it saves time. 
The infusions can take up to six hours by the time you’re seated in the chair and all of the protocol is finished. So, the injection 
saves quite a bit of time. It’s just under seven minutes. I’ve had to actually teach a couple of nurses how to give it to me. I was the 
first female patient at OHSU to receive it.  
 



The odd thing was after so many IVs and infusions, over 50 in years, the night before I received the abdominal injection, I was 
terrified. And I’m not scared of needles. I couldn’t explain the anxiety. But I watched the healthcare administrator’s video on how 
you receive it and walked in there with information and my nurses verified it. It was just the easiest, painless thing ever.  
 
Andrew Schorr:  
Okay. So, delivery systems are changing too like we saw infused therapy to oral therapy and quicker deliver of some of these other 
drugs, monoclonal antibodies, in this case. So, at one point, I think when you first went to OHSU, one time you had to go in in a 
wheelchair, right? 
 
Christina Fisher:  
Yes, I did.  
 
Andrew Schorr:  
What are you doing now? How active are you now? 
 
Christina Fisher:  
I’m extremely active. I’m getting better. I had some months over the holidays where I only received after a clinical trial about six 
weeks between my second treatment. I had some progression free survival, obviously no MRD. I was told by my oncologist that I 
would have to go into treatment again very soon.  
 
Andrew Schorr:  
And it’s worked out.  
 
Christina Fisher:  
It’s working. I love venetoclax. It was easy.  
 
Andrew Schorr:  
So, it’s what works for you. Okay. One other story—you have these children, grown children. She’s a, I found out at dinner last 
night, a moto mama?  
 
Christina Fisher:  
Moto mama.  
 
Andrew Schorr:  
Because they all do Motocross. So, at any rate, how did you tell your family? 
 
Christina Fisher:  
Well, we are extremely open in our household. There are no secrets about anything. We have kind of a rowdy household. We had 
taken the day off to go Christmas shopping when I received that phone call.  
 
So, my husband and I went into my office, discussed it, all the kids were there. We decided we need to say something. My oldest 
works for the legacy system.  
 
Andrew Schorr:  
That’s a healthcare system.  
 
Christina Fisher:  
Legacy Hospital here in Oregon, in Washington. And we just decided to hit it head on, relayed what the ENT told me and told them 
we would be going to the oncologist for further information. They were welcome to come with. We were probably going to have 
some ups and downs, but we’re just going to get through it.  
 
Andrew Schorr:  
Now, you’re a real estate agent. You’re meeting new people. It’s a very competitive business too. 



 
Christina Fisher:  
Yes. 
 
Andrew Schorr:  
How do you manage knowledge or not related to your conditioning? Does it come up? Is it private? Do people in your office 
know? How do you do it in the work environment?  
 
Christina Fisher:  
Well, first of all, my job has evolved into a situation where it makes it a little bit easier for me to function. I work from home. I’m 
independent. I have over 30 years of clientele. I do tell them of my condition or they already know about it, the past. They know 
sometimes I might show up in a mask or I might have a cane or I may not feel well at that day and I’ll have to send an assistant to 
help them.  
 
What I find is after building my clientele for many years, they’re very easygoing on me. I do a lot of commercial work. So, if I say, 
“Hey, I’m kind of having a down week. I need a couple of days to recover. How about we go do this on Thursday.” Surprisingly 
enough, they’ve waited for me.  
 
Andrew Schorr:  
One last thing for you now—for the folks here in Portland, you’ve decided, with your friend, to start a support group here in 
Portland. What are you hoping you can do for folks in this area about the idea of getting together?  
 
Christina Fisher:  
Well, first of all, the reason that we’re starting is I found the profound need for venting sometimes. I don’t always want to burden 
my friends and family. I’m highly curious about the plight of other patients and what they go through. I find that hearing little 
things about certain speed bumps in health, they help me too. So, when I noticed that there were support groups all over the 
world, but there wasn’t one in Portland, I was slightly frustrated.  
 
So, we attended a CLL Society symposium recently at OHSU. I think that need might have displayed on my forehead, because they 
converged on us and said, “Will you do this?” So, we just completed our facilitator training this week and we need to secure a 
nonprofit facility to have our meeting room in. We have signup sheets here on the south wall where the Cancer Care magazines 
are. I hope people sign up.  
 
Andrew Schorr:  
So, Alice said she was very hopeful for Jay. Are you hopeful for yourself living with this condition?  
 
Christina Fisher:  
Most definitely. My doctor puts a lot of emphasis on the word chronic. He is completely convinced that someday this is gonna be 
treated as a chronic condition. The best thing that I can do for me and my family and my physician is make it to the point where I 
might be taking a chronic condition medication.  
 
Andrew Schorr:  
I want to just mention one thing about family relations. We have some husbands and wives here, and maybe you’re watching with 
a family member wherever you are. So, recently, one of the companies that’s helping support this event, Janssen Biotech has a 
program where they bring patients, not just cancer patients, but patients who have many conditions, together. It’s called healthy 
voices.  
 
So, I went to Dallas a few weeks ago, I spoke to Esther about it. It wasn’t really for spouses as well, but she wouldn’t have wanted 
to be there because sometimes—Esther, you might share this—sometimes for the spouse, cancer in your face—Alice, I think, is 
different—but others, maybe it’s just too much.  
 
I took great comfort in being around other patients, because we had this sort of purple heart of living with it. It’s gonna vary by 
person. But sometimes it’s gonna be a patient-only kind of connection and other times it’s gonna be care partner only connection 



because like Alice, maybe sometimes you sensor what you say or you said you don’t say everything to Jay that you learn, right?  
So, there are a lot of dynamics going on with the children too.  
 
Okay. We’ve covered a lot but we want your questions. Esther was telling me she’s got a zillion that have come in. So, we’re gonna 
spend the rest of our time taking your questions and we’re gonna get in all the stuff. I’m gonna have some too.  
 
Let me mention here in the room if you have a question, raise your hand or if you don’t want to be the person to ask it, you can 
scribble it down, and Rebecca or even Esther will do it, but Esther, you have some questions on the internet. It’s just like a game 
show now. Okay. Go right ahead.  
 
Esther Schorr:  
Well, actually, I’ve gotten as many questions on the internet as I have from the room here. There’s one that I want to start with 
that I got from both audiences. That is we talk a lot about watch and wait, watch and worry that often with CLL patients, 
treatment doesn’t happen at diagnosis. Sometimes it does, but often it doesn’t.  
 
So, the general question is that while you’re in watch and wait, should patients be concerned about the impact of what’s 
happening with CLL as a disease to other parts of the body, for example, when your spleen is getting enlarged or having other 
parts of your body being impacted by not treating with CLL?  
 
Andrew Schorr:  
Dr. Menashe, do you want to start with that, that whole watch-and-worry period?  
 
Dr. Menashe:  
Right. Well, it can be a worry, and hopefully it’s more watch and live. I think just because you’re not treating chemotherapy 
doesn’t mean you’re not doing anything.  
 
For example, with prostate cancer, it was changed from watching wait to active surveillance and that may be more appropriate to 
how we look at it in the sense that people, even if they’re not getting treatment, still, there can be some risk for immune system, 
people have a higher risk for other cancer, skill cancer, the vaccination questions come up and have to be dealt with. So, it’s not 
just you’re not treated, don’t come back until you need us at all.  
 
Andrew Schorr:  
Okay. Let’s tackle that vaccination question Jeff Folloder asked when we began. So, measles or shingles or what are you telling 
people, Dr. Menashe?  
 
Dr. Menashe:  
Well, there are no really good evidence-based answers for CLL patients. Obviously, there’s a wide spectrum of CLL. Certainly, now 
that there is a new shingles vaccine that is not a live virus for people who aren’t being treated, my bias is to have people actually 
get vaccinated, although we’re not—the data are not in on that.  
 
Measles is a little bit different story because the vaccine for people who are affected by CLL being treated typically would be 
contraindicated. So, you have to take certain strategies.  
 
Andrew Schorr:  
And the pneumonia vaccine?  
 
Dr. Menashe:  
Typically, we would give that to pretty much everybody.  
 
Andrew Schorr:  
And flu shots?  
 
 



Dr. Menashe:   
And flu shots. Although, again, compared to the general population, how effective it is is less well known.  
 
Dr. Sharman:  
I might just tag on to that. I’ve got very strong feelings about vaccines. At the risk of alienating some in the audience, this is ways 
that we need our community to participate in our care.  
 
There’s this terminology called herd health and the fewer people who are prone to measles, the less likely a measles outbreak is 
to occur. I find it pretty disappointing that some of the objections people use to not use vaccinations, they may not recognize that 
their choices are impacting their neighbors.  
 
I had three patients this year die of flu. That’s a big year for me. I haven’t had that happen as much. In some cases, these were 
patients who had been vaccinated but because they have a weakened immune system, and they got it from somebody else, it was 
still problematic. So, had that individual’s neighbor who passed it to her—had that person been vaccination and understandably, 
vaccines aren’t perfect, but I think you can appeal to your neighbors and say, “Hey, look, my immune system is not up to snuff. 
Would you mind getting your vaccines this year?” To me, that’s something we should be doing as a community for those of our 
peers who have the illness.  
 
Andrew Schorr:  
Okay. In that period, I think, Esther, just to sum up, there are things, like Dr. Menashe said, that you can be doing. Rebecca, do you 
have any questions in the room folks? Here’s one over here, Rebecca. You can stand up. She’ll help with the microphone. There 
you go.  
 
Audience Participant:   
I actually have two questions. One is what’s the research on the familial connection with CLL? That’s one question. I understand 
from some of the reading and research I’ve done that there may be a connection with the T cell and I’m wondering what that is if 
there is a connection between CLL and the T cell.  
 
Andrew Schorr:  
Dr. Choi, let’s take the familial part here. Will we have to worry about our children or grandchildren?  
 
Dr. Choi:  
Yeah. I guess there are two parts to answer. There is a statistically significant increase in family members that would also have CLL. 
It’s not a huge number. So, no family member is destined to get CLL, but if we compare across families, you have one family 
member with CLL, then the risk is a bit higher.  
 
At the same time, I don’t view that as something that we need to take action for. I wouldn’t screen people for CLL earlier, only 
because our routine CBC tests should detect changes even well before symptomatic or problematic stages. I guess that’s 
something that maybe our family members want to be aware of, but they don’t have to be tested for specifically.  
 
I guess the other part of that is the gene that might drive that predisposition or that risk for CLL. I don’t think it’s very well-
established. I think in some studies, it was a different gene for each different family that was affected. I think there’s more to learn 
there.  
 
Dr. Sharman:  
Jennifer Brown in Boston has been leading this research effort. I’ve actually sent blood samples to her. She’s at Dana Farber 
Cancer Institute. They have an active research program in this, Dr. Jennifer Brown. We see these families sometimes where uncle 
had lymphoma, brother had CLL, and now you’ve got CLL.  
 
Clearly, that’s not—to Michael’s point, that’s the exception, but we do see it happen. There are different genes for different 
families, but in partnership with the Broad Institute, they’re doing very large-scale sequencing and they’ve found a number of 
explanations for those patients.  
 



Andrew Schorr:  
But do I worry about my kids developing CLL? No.  
 
Dr. Sharman:  
Correct. 
 
Andrew Schorr:  
It’s very unlikely. Is there a slight increased risk? Yes. Will they be monitored along with getting physicals through their life and all 
that? Yes. Will we have a range of treatments should it come up? Yes. And even more as time goes on. We talked about T cells 
related to CAR T cells. Is there a type of CLL, gentlemen, that’s a T cell—we talked about B cell CLL. Is there a T cell CLL?  
 
Dr. Sharman:  
Kind of. For the most part, we call that T cell prolymphocytic leukemia. It tends to be more aggressive. There isn’t—then there’s 
this other entity chronic NK T cell lymphocytosis that also doesn’t follow the same rules.  
 
Andrew Schorr:  
These are rare.  
 
Dr. Sharman:  
Exquisitely rare.  
 
Andrew Schorr:  
Okay. Esther?  
 
Esther Schorr:  
Sure. Am I on? Now you can hear me. I know we talked about IVIG as something that some patients who their immune system 
may be compromised, they could be on that. But we have a question that there are many CLL patients that are on some kind of 
long-term antibiotic prophylactic therapy and that can cause some side effects.  
 
The question that came up was how should, I guess, the patient and their care partner distinguish between something that is 
disconcerting as a side effect from the prophylaxis versus, “Oh my gosh, it’s something having to do with the CLL itself.”  
 
Andrew Schorr:  
Dr. Sharman, you want to? 
 
Esther Schorr:  
And are there any antibiotics that are safer for CLL patients? 
 
Dr. Sharman:  
So, Jeanne will testify that virtually every day, I curse shingles at least once. Shingles is incredibly common amongst patients with 
CLL. It has to do with the immune surveillance. There are enormous practice variations around this point about prophylactic 
acyclovir. For the substantial fraction of my patients who are going on therapy, acyclovir might make sense.  
 
For patients who are in long-term surveillance and haven’t had an issue, they may not need that, but certainly somebody’s who 
had a shingles outbreak, I’ll frequently keep them on acyclovir (Zovirax), because shingles can be really debilitating. A lot of 
patients get through it just fine, but many can be left with this condition called postherpetic neuralgia, which is a pain syndrome 
that can last a long time.  
 
So, avoiding shingles and, to Dr. Menashe’s point, we don’t know how well the shingles vaccine works. There are two shingles 
vaccines. One is a live virus. One is a dead virus. For patients with CLL, we would recommend the dead virus, the new one. 
Whether or not it protects completely is less clear.  
 



Then some of the other antibiotic prophylaxis questions generally pertain more to patients on active treatment. We’ve seen with 
some of the BTK inhibitors and some of the PI3 inhibitors some unusual infections called PJP pneumonias, which stands for 
pneumocystis—some other god awful word that I can’t pronounce.  
 
So, for patients who are on specific drugs, sometimes antibiotic prophylaxis is recommended, but for the general patient with CLL, 
it wouldn’t be a common situation where I would have that patient on a long-term preventative antibiotic outside of those 
circumstances.  
 
Andrew Schorr:  
I’ll just mention for me—so, in treatment—remember, I’ve been treated twice—now, I continue to take acyclovir, which Dr. Kipps 
is, your colleague, Dr. Choi has but a lower dose of acyclovir. So, that’s an anti-shingles pill sort of as a prophylaxis, as they were 
saying.  
 
Then I have an antibiotic I took during treatment, I think, which is pretty common, big white pill, and then when I travel, Dr. Kipps 
had me take amoxicillin clavulanate (Augmentin). I have a bottle of Augmentin that I take with me should I develop a fever. So, Dr. 
Menashe, let’s just talk for a second about travel. So, if we’re at risk as CLL patients for infection, what do you think about that 
toolkit, or when do we need it?  
 
Doctors, the general thing is, “Oh, we’re overusing antibiotics, but we’re folks who are more likely to get an infection.”  
 
Dr. Menashe:  
Right. I think that mantra is less applicable to this particular community. So, we do have to worry about infection, although—I 
have, I think a lot is patient determined.  
 
There are patients who are in the untreated phase who I would not necessarily treat as far as travel infection, really, any 
differently than anyone else. But obviously, someone who’s been on treatment or who has other history or evidence of immune 
suppression doing as your doctor is doing and certainly appropriate.  
 
So, you have to be—airplanes, there probably is risk there. So, not to say people should never take an airplane, but you just have 
to do things to lessen the risk as much as you can in that situation. 
 
Andrew Schorr:  
You mentioned wearing a mask at some point, but we interviewed an expert from Fred Hutchinson up in Seattle about masks. Let 
me see if I get it right. They said usually wearing a mask is to protect the surgeon who’s wearing a mask from spreading germs or 
the risk of infection to somebody who could be compromised. But yet, you see these flights come in from Asia, and half the people 
who get off are wearing a mask supposedly to protect themselves.  
 
Dr. Choi, what do you tell people about wearing masks? Should we be wearing masks sometimes?  
 
Dr. Choi:  
That’s a good question. My opinion is I guess there’s probably a point where one can be too safe if it makes them uncomfortable, 
or it’s probably not pleasant to have a mask on for a long flight. But for some, there’s also some security at any level of protection 
too. I don't know the data behind how much it really helps. I wonder if some of it is also more just the changes in behavior of 
people around them, maybe they stay away a little bit more.  
 
Andrew Schorr:  
They don’t sneeze on you.  
 
Dr. Choi:  
Yeah.  
 
 
 



Andrew Schorr:  
Don’t cough on me. Any questions in the room? If we get them right over there, and then we’re gonna get back to our Internet 
questions. Remember, cll@patientpower.info. Go right ahead.  
 
Audience Participant:  
Back to the genetic stuff—my mom had lymphoma, my sister had CML. They found my CLL when they were testing to see if I could 
be a bone marrow donor. Should the kids worry?  
 
Dr. Sharman:  
No. I think that speaks to prior discussion. That might be a circumstance where there would be value in you reaching out to 
Jennifer Brown and participating in her research, which is sending a tube of blood across the country.  
 
In general, I would say that your children might have about a 3 percent to 5 percent higher risk of getting CLL than they would 
have without that history, but somebody’s likelihood of getting CLL in the first place in general is a small number.  
 
Tell that to the people in this room, but an increase of 3 percent to 5 percent would generally be a small increase in the likelihood. 
But with a family with multiple lymphomas and lymphoproliferative disorders, call up her office and say, “Hey, I’ve got a family of 
lymphomas,” and they like to get blood from all the different people and then compare it, see if they have the same mutations.  
 
Andrew Schorr:  
We’ll put you in touch. Okay. Internet question, Esther? Do you have one handy? We’ll go over here. Go ahead.  
 
Audience Participant: 
I’m just a little bit confused as to what I should be taking for shingles. I’ve just done so much research about the acyclovir versus 
zoster vaccine (Shingrix) vaccine. Now, there are pros and cons for both. I’ve done so much research that I’m almost stymied. I’m 
just curious, Andrew, why are you taking the acyclovir versus taking Shingrix?  
 
Andrew Schorr:  
Well, first of all, Dr. Choi, you’re from that practice. So, I take it every day. I’ve been taking it for a long, long time. But it started 
when I was going through obinutuzumab (Gazyva) steroid therapy about a year-and-a-half ago. Do you want to talk about that?  
 
Dr. Choi:  
Yeah. I think the vaccine, I do think it has—it works in the population. It’s an effective vaccine. It’s been tested somewhat in 
patients after autologous stem cell transplant, which is probably a similar degree of immune compromise. But I think there’s still 
some concern that it may not have as much production when given to patients with leukemia.  
 
I think when somebody has—especially when somebody’s starting other therapies that might weaken the immune system further 
or might ablate the cells that makes those antibodies, starting the acyclovir even if you’ve had the vaccine makes sense.  
 
One of our patients used this analogy that he’s a belt-and-suspenders kind of guy. I think that’s one way to view it. Time is when 
the immune system is gonna be extra weakened when adding that level of production from the acyclovir helps.  
 
Andrew Schorr:  
Yeah. That’s the personal discussion with your doctor. For me, remember, I’m getting immunoglobulin monthly. I’m living with 
two blood cancers. So, I have two blood cancers and they’re watching all these different things. I don’t freak out about it. I look at 
the little things.  
 
Esther Schorr:  
He lets me freak out.  
 
Andrew Schorr:  
That’s her. So, I want to be belt and suspenders too. So, I probably will get that vaccine as well. Raise your hand, by the way, if 
you’ve ever had shingles. Have you ever had shingles? No fun, right? Terrible, terrible, terrible. So, we don’t want that to happen.  



 
Okay. Esther, you got an Internet question? 
 
Esther Schorr:  
Yeah. Actually, there were a couple of questions. We haven’t talked much about supplements, which supplements are good and 
not good, how you decide whether you should do something in adjunct to regular therapy. This was an interesting one.  
 
I had two or three people ask about having to do with vitamin C. Apparently, there is some discussion on the Internet about IV 
vitamin C treatment and then there was a paper in the UK that somebody cited about using a couple of antibiotics at low doses 
with doses of vitamin C. There’s something about vitamin C floating out there that people are asking—is that a good thing for CLL 
patients? 
 
Andrew Schorr:  
Anybody want to comment? Dr. Choi, go ahead.  
 
Dr. Choi:  
I would say I was tipped off a little bit about the questions last night. I also was wondering where this was coming from. It might 
not be the same papers that people are referencing, but I guess there was a study last year in a very reputable journey called Cell 
about vitamin C in mouse models of AML.  
 
So, I guess there are a couple of caveats. One is that those were models. That wasn’t a human trial. It was a different disease they 
were studying. Though, maybe some similarities methylation and other genes.  
 
But I would stop short of saying we should recommend it for our patients. I think a lot of things are probably at a similar stage 
where there’s a hypothesis. Maybe there’s some scientific basis. I think before we recommend it, it would need to be tested in a 
very monitored and vigorous clinical trial. I think that’s where my there’s definitely data lacking to say that would work for 
patients with CLL.  
 
Esther Schorr:  
I think the adjunct question to that is like vitamin C or any other kind of supplement, there is a whole thing about taking mega 
doses of anything. An IV of vitamin C sounds maybe extreme. So, I think the root of that question is, “Is more better with those 
kinds of things or not?” It sounds like if it’s not fully tested, that might be something to be concerned.  
 
Dr. Choi:  
Yeah. I think not always. Sometimes, the worst part of too much of mega doses is that it just comes out, comes out in the urine 
and comes out of the wallet a little bit too. I think it needs to be studied more before it’s something we can say anything about.  
 
Dr. Sharman:  
Your issue, though, with supplements—I think when you’re diagnosed with CLL, it feels very out of control. Somehow, getting into 
supplements feels like you’re maybe taking control of something. Let’s be honest, there aren’t a whole lot of ways that you are 
empowered in this process to feel like you’re in control of your own fate.  
 
So, I think that supplements fill this void to feel like we’re doing something that we need to do, and we talked about information 
judgement, anxiety, and so forth. It’s very easy to see a hypothesis and say, “There’s data. I want to do that.” But it’s important to 
recognize hypothesis and data are not the same thing. One is an education—one is a guess and another is proof.  
 
There was a study done on behalf of ProPublica and NPR, where they compared what’s on the label to what’s actually in the 
bottle. It was about a 50/50 coin flip. So, if you just presume for the moment that going to reputable supplement stores, you’re 
gonna get what’s in the label, even there, it’s a guess. In most cases with supplements, I think patients make the presumption that 
it’s natural, therefore it can’t harm me. I feel strongly in the opposite.  
 
The FDA does not regulate supplements. If anyone in this room wanted to start a supplement business today, they could do that 
under no regulation, and you could get whatever you want, put it in a bottle. There have been deaths from supplements. I 



personally have taken care of several ICU patients from supplement misadventures. I would say just be very guarded about the 
hypotheses of supplements in general.  
 
Andrew Schorr:  
Jeanne, I have a question for you—so, when people come in, do you ask them, “What are you taking?” including something they 
got at the health food store?  
 
Jeanne Schaffer:  
Yeah. We have to go over their med list and we always ask, including non-prescribed and vitamins. A lot of research trials don’t 
allow patients to be on certain supplements, because, again, we don’t know the interaction between drugs. So, they may need to 
stop their supplements and some people don’t want to stop their supplements.  
 
Andrew Schorr:  
This bridges into diet. So, people are gonna say to you, Jeanne, I’m sure they’ve said over your career, “Well, should I go on a 
macrobiotic diet? Should I be vegan?” That’s gonna help me getting to what Dr. Sharman was saying, help me more in control, 
what I can do to fight the cancer.  
 
Jeanne Schaffer:  
Yeah, a lot of people ask about being vegan or going organic or what should we do. We have a dietitian at our clinic. So, I a lot of 
times will have patients talk to her because she’s the expert in that. I think it is a control thing, right, “Well, I’m just gonna organic 
and everything is gonna be better because organic, diet, you don’t get cancer if you have organic diet.”  
 
So, they want to try something. We talk about well-balanced diet, good hydration, good protein intake, and eating—eat so that 
you maintain your weight. There’s usually not a dietary restriction to go on clinical trials except grapefruit juice and Seville 
oranges. 
 
Andrew Schorr:  
Right. Just to be clear—some of these medicines we talked about, grapefruit—grapefruit juice is contraindicated because it works 
against the effect of the medicine, right?  
 
Jeanne Schaffer:  
Yeah, right. It uses one of the same pathways as some of the drugs do and so there could be different levels. I guess that’s my 
understanding.  
 
Andrew Schorr:  
I used to love eating grapefruit, and now with the medicine I take, I can’t take anymore. Yes, ma’am?  
 
Esther Schorr:  
And on that same vein, somebody did ask, “Are there any foods that patients should avoid that grapefruit?” They’re concerned 
with bacteria. A lot of people are eating raw, having a raw diet, that kind of thing—is there anything… 
 
Andrew Schorr:  
…well, maybe Jeanne—Jeanne, can we eat sushi? 
 
Jeanne Schaffer:  
I think so. When people are neutropenic, we sometimes worry and we still worry about that. If washing fruits and vegetables, 
you’re at a grocery store, a lot of people touched maybe that same apple you did, there’s that. There’s usually not a diet 
restriction.  
 
Andrew Schorr:  
I’ve told this story before, when I was diagnosed—dear Esther over there, she worried that I got the CLL, because we lived near 
powerlines and that she read on the Internet somewhere, Alice, that we should drink distilled water, that we have distilled water 
in a water cooler in our house.  



 
And we live in Seattle, folks, you know where Starbucks started. Somebody said I shouldn’t drink coffee. That was a couple years. 
Finally, the distilled water went away and we still lived under the powerlines. There were three or four Starbucks in our town, and 
I hit every one.  
 
Esther Schorr:  
It was a control issue. Come on.  
 
Andrew Schorr:  
Next question.  
 
Esther Schorr:  
Are there any in the room?  
 
Andrew Schorr:  
We’ll get you a microphone in a second. Rebecca will be over there. Go ahead, Esther.  
 
Esther Schorr:  
All right. This was a question from Alan, who’s in our online audience. I’ll just read it verbatim—the FDA has approved—I assume 
this is venetoclax and— 
 
Andrew Schorr:  
Obinutuzumab. 
 
Esther Schorr:  
Obinutuzumab as frontline therapy even for untreated people.  
 
Andrew Schorr:  
That’s the one a few days ago.  
 
Esther Schorr:  
That’s Wednesday. As a patient, as a mutated IGHV, relatively young and fit and untreated, can I take that instead of FCR and most 
likely have a long remission like with FCR? The general question is should he go for the new stuff or standard? 
 
Andrew Schorr:  
Dr. Sharman? 
 
Dr. Sharman:  
So, a couple disclaimers to this—the data has not been publicly presented yet. It will be presented at ASCO, end of this month, 
start of next month.  
 
Andrew Schorr:  
That’s the American Society of Clinical Oncology, like 40,000 cancer experts and researchers from around the world.  
 
Dr. Sharman:  
The particular trial that led to the approval was comparing it to obinutuzumab in combination with chlorambucil (Leukeran) in an 
elderly population. So, it has not been compared in a younger, more robust population. So, there are a lot of things we don’t 
know. The heart of the debate—actually, this is a whole can of worms we’re not gonna get into, but there’s this concept of fixed 
duration therapy versus prolonged therapy.  
 
Currently, ibrutinib is designed as an indefinite therapy, whereas with venetoclax and obinutuzumab, it’s fixed duration, meaning 
you’re on therapy in the frontline setting for about a year, relapsed for two years. There’s something to be said about getting a 
remission and not having to take a medication all that time.  



 
We know a lot more. Some of the critics would say we know a lot more about how venetoclax works post-ibrutinib than we know 
about how ibrutinib works post-venetoclax. So, sequencing these is a question mark that many in the field debate. It is an 
appealing regimen, combining two novel agents that are both very effective.  
 
I think if somebody’s considering that for their own frontline therapy, I think an expert opinion would be very useful because I 
think there’s gonna be a slow absorption of this in the general medical community as to whether or not this is something we 
would want to be doing.  
 
Andrew Schorr:  
I want to pick up on something you just said—expert opinion. Like, you’re effectively a subspecialist, as is Dr. Choi and Dr. 
Menashe sees a more general oncology audience. Dr. Menashe, how do you feel if one of your patients said, “I’d like to get a 
second opinion from a CLL specialist. Can you guys or gals, whoever it is, work together like because I’m concerned now—I just 
want that review. How do you react to that? 
 
Dr. Menashe:  
Positively. Our work is in service of patients. So, certainly in that arena and I guess I would say there are certain patients who go 
beyond second opinions where it becomes counterproductive.  
 
Andrew Schorr:  
Third, fourth, fifth, yeah.  
 
Dr. Menashe:  
And then we might revisit the topic, but certainly, another opinion is always to me welcome.  
 
Andrew Schorr:  
Okay. And if that happens, then let’s say there’s a CLL subspecialist, then maybe it becomes a more complicated case. Can you all 
work together? Do community oncologists work with, let’s say, university specialists or subspecialists, where there’s like an 
expanded team? 
 
Dr. Menashe:  
I would like to say yes, that’s always true, but unfortunately, just with the way communications work and just here in Portland 
with even OHSU, we’re just a few miles apart. But a lot of times, it is sometimes difficult. So, there are—it’s not that it can’t be 
done, but the doctors and the patient have to work to make sure it’s done if we’re—and there are sometimes good reasons to do 
it, but it does add a level of complexity.  
 
Andrew Schorr:  
Let me say, though, that us patients, we can be the bridge, okay? I did that in Seattle. I had first one and then later, we changed 
insurance at a different community oncologist bridged with, in my case, MD Anderson down in Houston. Then I was participating 
in a trial, which was partly administered by the community oncologist. This was in the days of fax machines. Remember those? So, 
going back and forth.  
 
So, you can be off in the bridge. The goal is for you, you want to have all your options open in all the scientific understanding of 
what you or your loved one are dealing with. Okay. Question back there, please? Maybe you can stand up. Thanks.  
 
Audience Participant:  
My name is Abraham. I happen to be one of Dr. Sharman’s patients. I feel extremely fortunate that through Patient Power, I saw a 
lot of Dr. Sharman international broadcasts and sought him out. I also was interested in just sharing the fact that my son had CML 
before me and was one of my own tutors in the fact of you need to be your own advocate and really do as much research as you 
can find from reputable places.  
 
I also want to express my appreciation for all of you being here, coming here, seeking out this information, sharing with one 
another. We should take very much advantage of our opportunity to have our own support group. No matter how supported you 



may be in your own personal life, whether you have daughters who wait on every next exam or sons like mine who think, “Oh, 
dad’s okay. He told us he’s okay, so, he’s okay.”  
 
You may live in a lot of ambiguity and that goes along with the territory of any cancer. Unfortunately, we mostly have one that is 
very manageably chronic, but we all know people who have not had it that way. Yet, we live every day with questions, “Should I 
do this work out so hard today or not or do I even feel like getting up?”  
 
The one area where I feel like I’ve gained power over things is in every meal I take, recognizing that it’s another opportunity to 
nurture myself. Every workout I get is another opportunity to drive the medicines through every vein and bone of my body.  
 
I just think we’re at a very fortunate moment, and I want to appreciate to you people who take your valuable time—you’re 
probably thinking about a number of things that are on your agendas, to take some of the worry off us. Since I got into a clinical 
trial, I have felt like I could relax and that I had a support system with one of the best people in the world. I know you’re all part of 
that.  
 
Andrew Schorr:  
Thank you for your comment. Thank you. I just want to make a comment. When I was in the FCR trial, before that, I was a runner. 
The question came up about exercise. Jeff Folder at the very beginning was asking about exercise. Even in treatment, I ran. I 
couldn’t run as far, couldn’t run as fast. It was more difficult. I can’t run marathons anymore.  
 
But I do something with Esther almost every day. The way I see it is not just the exercise, but it’s the affirmation of being alive yet 
living with leukemia that this is something I can do. This is life-affirming.  
 
Whatever you do, whether you walk around the mall, whether you play with grandchildren, whatever it may be, it’s affirming that 
we’re not gonna be beaten by what we used to call—remember on the listserv they talked about CLL as the beast? These folks 
have helped tame the beast a lot and that’s our job to show that we’re in control. So, I think we’ve come a long way. Esther, go 
ahead.  
 
Esther Schorr:  
Sure. There was question from here, “Is there a link between sinus and/or pulmonary issues and CLL?”  
 
Dr. Choi:  
Let me come back to the IVIG discussion to some degree. CLL itself, it’s a cancer of the immune system. You are functionally 
operating with some immune dysfunction. So, that’s one of the places most exposed to the external world and potential for 
colonization under unusual circumstances, but I’ve seen it where people actually have CLL in their nasal passages on biopsies.  
 
I’ve had a couple patients go through the ringer for sleep apnea when it was just CLL in their nasal passage. Because of the 
immune dysfunction and its—for some individuals, that sort of infectious place is not that that caused the CLL, but I would say the 
other way around, the CLL created a vulnerability in that space.  
 
Andrew Schorr:  
I have a tip for you. So, Dr. Choi’s mentor, Dr. Kipps, he was talking to me about your sinuses being there to have, as he described 
it, a pool party for bacteria. So, I definitely have a weakened immune system. So, he said use a neti pot. Well, I don't know if 
you’ve done that. Sometimes people have allergies and stuff like that. Typically, you should use distilled water and warm it up and 
put saline in it and it was kind of a pain. 
 
So, I found at the drug store there are these little flasks where there’s a filter. You can use tap water and you put the saline in and 
then in 30 seconds, you’re done, and the Jay, you do something too, right?  
 
Jay Sperling:  
Something similar, just a squeeze bottle with a saline solution that you mix in. We make tea every morning. So, I’m boiling water 
anyway. It makes a different device, not a neti pot, just a little squeeze thing.  
 



Andrew Schorr:  
But the point is this is something else we can do if we’re at risk. I used to get sinus infections. Every cold I would get after FCR and 
later, even after the obinutuzumab, I would get a sinus infection and we would worry was it gonna become pneumonia, which 
would be bad news for us, right? What could I do myself? Dr. Kipps says take care of the pool party. That’s what I do every 
morning.  
 
Okay. Other questions in here? We have just a few more minutes. There’s one if we can get a microphone over to her right there. 
Place stand up.  
 
Audience Participant:  
Hi. When I was diagnosed, I was 61 years old. My local oncologist said, “Oh, you’re too young for CLL.” And at that time, I 
understand the average age was 70. It seems to me we’re seeing a lot younger people, and I wondered are there any studies that 
are quantifying what the average age is now of diagnosis? Are they younger? Do they just look younger to me?  
 
Andrew Schorr:  
Anybody know?  
 
Dr. Sharman:  
I can’t say that I’ve seen any recent evaluation that talks about younger people being more prone, although it’s a reasonable 
question that they’re talking about this epidemic of young colon cancer right now. I’ve seen 20-year-olds coming in with 
metastatic colon cancer. I have to think that something about our diet is too much plastic or something like that. It’s probably a 
problem. So, it’s a reasonable question.  
 
But there’s also a broad bell curve in this disease, where yes, 71 is the median age in the United States, but 61 is not unusual. I 
think it’s unusual when I’ve seen a pregnant 20-year-old come in with CLL. That definitely seems odd, but I think everybody’s 
starting to look a little bit younger these days.  
 
Andrew Schorr:  
Right. Part of the issue is like you were, what, 46? How old were you? 
 
Dr. Sharman:  
About there.  
 
Andrew Schorr:  
46? I was 45. It wasn’t the first thing the doctor was thinking. For you, it took a while. Would it be in that age group, CLL? Most 
likely not, but we certain know people who are. If you’re 61, it could be. If you’re 71, maybe more likely. So, sure, that’s been the 
thinking.  
 
But now, as more people have insurance exams and company physicals and stuff like that, they do a blood test and they say, “Wait 
a minute, your lymphoma count is out of whack,” or sometimes we’ve had it where people have had physicals over years and then 
when they were finally diagnosed with CLL and you alluded to it, we saw that earlier when tracked it back.  
 
So, it is being seen. But again, is it actionable too? Maybe somebody goes for quite a while before they need—you needed it. you 
needed the action. I didn’t need it for almost five years. Another question, Esther? 
 
Esther Schorr:  
I actually just have one more. Well, there are two that I’m going to combine because they’re talking about the same thing. So, the 
first question was what are the indicators in lab work that say that one of these new drugs—and in this case, they were asking 
about ibrutinib—that it’s actually failing, that somebody’s had a good run with it and what would that look like? Part two was 
what comes after something like ibrutinib at the current state of the art?  
 
Andrew Schorr:  
So, Dr. Choi—that’s what you call resistance, right?  



 
Dr. Choi:  
Yeah. I would say fortunately, that’s still rare now. My guess would somewhere 5 percent to 10 percent of people that might 
happen. I think two patterns—one, the nodes may start to grow. Again, nodes that had shrunk down or spleen.  
 
The other thing I’ve noticed is the white count. In the beginning when we start ibrutinib, the white count stops meaning anything. 
We see it spike or sometimes we don’t. We just know as long as the nodes are shrinking, the drug is working. But if the white 
count has come down and then starts to rise again, then that’s when I get worried.  
 
Right now, I think fortunately, the drug venetoclax looks like it works. There have been trials that have shown most people get 
back into remission. I think we’re still learning more about how to treat that more optimally. I think that’s the time where we 
definitely would do some genetic testing to see if there was a specific mutation driving it.  
 
My practice is to try to overlap the ibrutinib and venetoclax a little bit. This is a little bit of a self-plug where we’re doing a trial 
where we won’t even stop the ibrutinib and just add the venetoclax on top, just hoping that we don’t have any flaring or 
worsening of disease while the venetoclax starts.  
 
That might also be a time where CAR-T cells have a role too. We get on to venetoclax and it’s working. It might be—if that stops 
working, we might not have much to do, but maybe then CAR T cell would be the first that would make sense.  
 
Andrew Schorr:  
I have to repose the question our friend Jay Blatt asked on video a couple of hours ago. Clonal evolution—let’s say I am not 
seeing—I don't know if this would be the right way to see it, but let’s say my version of CLL was 13q or whatever it was and then 
we talked about this more aggressive 17p, another chromosomal type. Can it change over time? So, can I have one version of CLL 
at one point and a different genomic situation later? Dr. Choi? 
 
Dr. Choi:  
Sure. Every time a cell copies itself, it could make a mistake in copying its DNA and that could lead to a mutation or maybe one of 
the new cells didn’t get that copy of the 17th chromosome or another. Those changes can always accumulate over the course of 
treatment or after treatment. It’s a reminder that just because a certain mutation wasn’t there at that point in time, it may 
emerge later.  
 
Before this year and before 2014, it made a big different because certain mutations like the 17p made many of our standard 
treatments ineffective. As of right now, fortunately, most of our standard drugs will work regardless of which mutations we find. I 
still say that information may help you and your oncologist decide between options too.  
 
Andrew Schorr:  
So, Jeff Sharman, does that mean that if we come out of sort of a remission that there’s certain retesting that should be done to 
see is the CLL different?  
 
Dr. Sharman:  
Yeah. So, IGHV mutation status does not change during the course of disease. So, once you are unmutated or once you are a 
mutated patient, that generally stays consistent throughout. CLL, though, as Michael alludes, when it’s within an individual, it’s 
not just one disease. Literally, there are hundreds, maybe thousands of sub-clones and treatment is opportunity to wipe out 99 
percent of those clones and one survives.  
 
Oftentimes, it’s survival of the fittest. So, in the era when we were using chemotherapy, we saw those cells that were resistant to 
chemotherapy as the ones that then grew back and repopulated. In fact, that’s how I explained the rationale for watchful waiting 
to patients is that if your CLL doesn’t need treatment; let’s not apply an external selective pressure to select out the more 
resistant clone.  
 
FISH does change. So, particularly in the chemotherapy era, when patients would get—they were a 13q, they got FCR, their 
disease came back two years later, now they’re in 11q or 17p, one of these resistance markers. With the newer agents, ibrutinib 



and venetoclax were learning that it’s not these big chromosome changes, but people can actually get mutations in the BTK 
enzyme or in the BCL2 enzyme.  
 
Those are emerging technology tests that are not always easy to get access to right now, but like progress, now we’re looking at 
drugs that work when patients have 1641and can come at BTK from a different direction. So, for some of those patients who have 
BTK resistance, we might still be able to go after BTK through a different route.  
 
So, I think that retesting FISH is important. If you’re on novel agents, there are some emerging technologies that may be worth 
repeating.  
 
Andrew Schorr:  
Okay. We’ve covered a lot of ground. I just want to get a final comment here. Continue to send in your questions, by the way. Pose 
them to cll@patientpower.info because we’re doing programs throughout the year. We’re gonna be doing other town meetings. 
We hope to do one in Cincinnati in the summer, but it will broadcast, and one from Dallas in the fall, and it will be broadcast. So, 
wherever you are in other programs during the year.  
 
So, I want to just get a final comment. So, Jeanne, you’ve been at this 30 years—let’s pass the microphone down. You’ve been at 
this a long time. So, here are people, some of them are your patients. Some may be watching. But whether they’re your patients 
or not or the patients of other nurses in your field, what do you want to leave them with, not just about trials but about hope?  
 
Jeanne Schaffer:  
Well, you’re right. Over 30 years, I’ve seen a lot happen, a lot of drugs that really hurt people. In the beginning, we’ve done so 
much in having supportive care treatments that help. So, not only your cancer therapy, but maybe your antiemetics and keeping 
you out of the hospital because we can keep your white count up.  
 
So, we have a lot of smart people, a lot of the doctors who are interested in clinical trials there trying to learn new things. 2014 
wasn’t that long ago and look where we’ve been since 2014. Always adding a new thing—talk to your doctors about clinical trials 
because I think they’re important. It’s important to have an extra regimen to maybe try and keep you away from other 
treatments. As you’re going through your treatment, we’re still trying to find new treatment. I think there’s a lot of hope.  
 
Andrew Schorr:  
Thank you for what you do. Dr. Choi, final comment from you? Thanks for coming up from San Diego. You are working on leading 
edge science as well as with patients all the time. What do you want to say to these folks?  
 
Dr. Choi:  
Yeah. Definitely there are people who have devoted their careers and their lives to understand this disease and improving 
outcomes for this disease. I think that gives me—meeting you also motivates me to keep at that.  
 
Andrew Schorr:  
Thank you. Dr. Menashe, you’ve seen a lot of change over the years.  
 
Dr. Menashe:  
I have. I would second what Michael said. I just think everyone, patients and family caregivers of patients for doing what you do 
and obviously I think people have said it, I’m extremely hopeful that we may even go beyond having this as a chronic disease but a 
disease in the 2020s that will be cured with fixed duration therapy. CML was ahead, which was a different disease, but it was a 
chronically treated disease, which is now curable in some cases and I think that’s entirely possible, if not probable.  
 
Andrew Schorr:  
Well, that would be great. As my mother used to say, from your lips to God’s ear, right?  
 
Dr. Menashe:  
My mother too.  
 



Andrew Schorr:  
Jeff Sharman, final comment for folks?  
 
Dr. Sharman:  
One shameless plug—I also see patients in Corvallis. That’s closer to Portland. I’m happy to see any Portland patients there. To 
your point about hope—hope is a medicine. It’s a medicine that we don’t always get to the heart and soul of, how we manage 
hope, but I think you can feel hopeless to be diagnosed and to live with this and disorienting and we don’t know how to—what do 
we get hopeful and what internet rumor is real and so forth.  
 
In my opinion, dealing with disease, CLL, I get goosebumps thinking about the hope that’s out there right now. We’re making 
incredible progress in this disease and I’ve got trial drugs lined up like airplanes on a runway right now. We’re just launching these 
things out there and it’s amazing to see just in a short number of years, the amount of progress that’s been the case and it’s 
accelerating.  
 
So, for patients who are dealing with these disease and loved ones who are supporting their patients, I think it is reasonable to 
take a great deal of hope from all that.  
 
Andrew Schorr:  
Jay, you’re living with it.  
 
Jay Sperling:  
I guess I’d say two things. First of all, I think it’s evident today. You get this disease and the one thing it does is bring you into 
contact with some of the best people in the world. I’ve had just incredible support from infusion nurses, Jeanne Schaffer, Dr. 
Sharman, my community oncologists. That’s just a privilege. I feel the same way about the men and women doing in research in 
labs that you don’t ever meet. They’re very real to me.  
 
The second thing is I would just—this is my, repeat what Dr. Manashe said was I think people get in a lot of trouble when we use 
the term watch and worry. We’re lucky with this disease. We have the opportunity to watch and live. Instead of filling our time 
with supplements and weird stuff from the internet, we should be filling our time with the things that are really important to us 
and the family that’s really important to us.  
 
I cringe when I hear that phrase, “Watch and worry.” I think it’s dangerous across the board. We should start talking about watch 
and live.  
 
Andrew Schorr:  
Alice? 
 
Alice Sperling:  
What he said.  
 
Andrew Schorr:  
Okay. Thank you for all you do. Christina, what about you? Also, I want to thank you for your dedication to other people here in 
your home city, but final comment from you.  
 
Christina Fisher:  
Such wonderful comments. Actually, what’s been on my mind is clinical trials—please, if you have an opportunity to offer input or 
participate in a clinical trial, please do so. I can’t reiterate enough how excellent the care, the attention—I felt like a VIP during my 
trials.  
 
The staff was uplifting. It didn’t always go well physically, but it taught me a lot. By all means, be your best advocate, learn 
everything you can, advocate for yourselves, don’t give you, push, ask, contribute, and give back. Please join us in Portland when 
we get things up and running.  
 



Andrew Schorr:  
Thank you, Moto mama with the whole family on the Motocross. Okay. We’ve gone a long time. I’m sure you’re tired. Your head is 
spinning. If you take anything else away from this, it’s a very positive feeling. Have we had people pass away? Absolutely. Have 
there been dead ends? Have some people had a rough time, rougher than others? Yes.  
 
Overall, we’ve been making progress and we’re very grateful. So, first of all, there will be a replay of this on patientpower.info. 
You’ve registered for this event. You’ll get emails from us. There will be video clips out of this little—let me remember what they 
said—transcripts, etc. You can share with your doctor as well.  
 
Coming up later this year, we’ll continue to have ask the expert sessions. We’ve done them with Jeff Sharman. We’ll do them with 
other leading experts. You can send in questions. We mentioned the events. We’ll do these other townhall meetings.  
 
Jeff Sharman mentioned ASH, American Society of Hematology. It’s the World Series for blood-related conditions. It’s in Orlando 
in December. We’ll do live coverage from that. Then, of course, we’ll do this thing called CLL patient café, where patients in sort of 
a virtual discussion talk about things. So, there are lots coming up.  
 
I want to thank our partners who have been involved in today’s event. Ruthie, maybe you could put that slide up. There we go. I 
want to thank certainly The Leukemia & Lymphoma Society. Consider being in their Light the Night events. Consider donating.  
 
I want to thank NeedyMeds for raising awareness. They provide assistance to people. Thanks, of course, to Pharmacyclics and 
Janssen Biotech for supporting this event and my friends in Houston, the CLL Global Research Foundation, which also makes 
grants to investigators to help fund early research, as does the LOS. Thank you so much for being part of this.  
 
Oh, yeah. There is a survey, an online survey and a survey in your packet. Please do that because it helps us know how we did and 
what we can do better.  
 
Okay. I think I covered it all. I want to thank you all for being—I’m gonna stand up here. I need to stretch. Thank you for being with 
us and I want to thank our panel. I like to say from Andrew Schorr and from Esther Schorr and from Ruthie Schorr, who’s our 
producer—knowledge can be the best medicine of all. Thank you, everybody.  
 

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. 

 


