
 

 

 

 

Transcript | AML Connections: Evening with the Docs 

Ilana Massi: 
Seattle, welcome to our “Evening with the Docs” for AML patients and their families. I'm so 
excited to be here. I'm Ilana. I am an AML patient, seven-year survivor, and I'll be hosting 
tonight's program. My experience with my AML disease, every patient has a different 
experience. I was diagnosed back in October of 2014, received a bone marrow transplant from 
an unrelated mismatched donor in February 2015. And I've been in remission although I have 
had many complications from my mismatched transplant. And we'll have the chance to perhaps 
talk a little bit about that right now. So, I'm joined tonight by two AML experts, Dr. Elihu Estey, 
and board-certified physician assistant, Heather Smith. Dr. Estey and Heather, could you 
introduce yourself? 

Heather Smith: 
Sure. My name's Heather Smith. I am a PA. I've been a PA for close to 20 years. And I've had 
the pleasure of working with Dr. Estey for probably the last eight years focusing on leukemia at 
the Seattle Cancer Care Alliance. 

Dr. Estey: 
Yeah. And I've had the pleasure of working with Heather for the last eight years with the Seattle 
Care Alliance. I first started to treat AML patients at MD Anderson in Houston in 1978. And it 
was then, and still is the largest center for treating leukemia, and that's all I did. So, I got a lot of 
experience doing it. Then I moved to Seattle in 2008 because my wife retired from her job and 
she never really like living in Houston. And so, she said, "Let's move somewhere," and that's 
how I went from Seattle. And I've enjoyed it here. 

Ilana Massi: 
Great. Thank you. And a big thank you to the Seattle Cancer Care Alliance for being our partner 
in producing this event. We want this to be an interactive program. So, throughout the program, 
you're going to see a few polls asking you to answer some quick questions so that we can learn 
more about who is with us on this program tonight. So, let's jump right in here, and we're going 
to start with our first poll. The poll question is how long have you been living with AML? 
 
Okay. Well, interesting. A really good distribution. So, we have a good proportion of patients 
who are relatively new to their AML experience. So that makes our first topic very relevant. And 
I am going to let Heather and Dr. Estey just answer as they might want to. The first topic is what 
is acute myeloid leukemia? And please include information such as: What are the symptoms? 
How is it diagnosed? How often does it progress from a different condition? And can a previous 
cancer or environmental questions lead to an AML diagnosis? 

Dr. Estey: 
Oh, okay. So really what it is, so in the normal bone marrow, there are normal cells, immature 
cells – progenitor cells is one word. And normally they form mature cells. The mature cells of 
particular interest are red blood cells and white blood cells, neutrophils, and then platelets. Now 
what AML is, is that a certain proportion of these normal immature cells transform to AML cells. 
And when that happens, these cells prevent a bone marrow from functioning normally. And so, 
people wind up with lower numbers of neutrophils, lower numbers of red cells, and lower 
numbers of platelets. And that leads to the symptoms. So probably the most common symptom, 
by far, is fatigue, shortness of breath, which is a consequence of anemia. 
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And the anemia is a consequence of the bone marrow's failure to produce normal numbers of 
blood cells because you have these abnormal AML cells that are present. That's, by far, the 
most common symptom. Sometimes people have bruising because they have low numbers of 
platelets, which are responsible for preventing bleeding. And sometimes they present with 
infections because they have lower numbers of neutrophils. But by far, the most common 
symptom is fatigue, shortness of breath, that. So typically, the patient goes to the doctor, and 
the doctor says, "Wow, you've got low blood counts." And depending on where you are, 
sometimes they say, "Well, let's try some vitamins," or something like that. But because you 
have AML, the vitamins won't work. So, they say, "Okay, let's figure this out a little more." 
 
And blood cells are made in the bone marrow. And so, the way to see what's going on in the 
blood is to look at the bone marrow. They usually look at the bone marrow and the diagnosis of 
AML is based on an increased number of immature cells in the bone marrow. So normally, 
people would not have more than 5% immature cells in the bone marrow. But in AML, they can 
have 10%, 30%, whatever. But strange as it is, and this is a very common misconception, 
people are under the impression that, oh, if I have 80% AML cells, it's worse than if I have 20%, 
but that's not the case at all. What really matters is how the cells that you have respond to the 
chemotherapy. 
 
And I always compare that to like a student who takes five courses, and he gets five As 
because he studies hard, he's a good student. And then there's another student and he only 
takes two courses, but he gets two Cs. Why? Because he's not a good student. So, in our 
analogy, the five courses is the same as 80% blasts, and the two is the same as a 20% blast. 
And what matters is not the number of blasts, the number of courses the student takes, but how 
good the student is. In other words, how effective the chemotherapy is. And that really 
determines the course of the illness. How sensitive are the AML cells to the chemotherapy? 
Should I just continue? I can keep going. Do you want me to keep going? 

Ilana Massi: 
Yes. So, the next question was, how often does it progress from another condition? 

Dr. Estey: 
It's probably about 20% and those other conditions are things like myelodysplastic syndrome or 
myeloproliferative neoplasms, but probably the great majority of younger people, in particular, 
don't have any other illnesses. Older people maybe 30% have a preexisting condition, but 
maybe 10% of younger people. And first of all, it's a very rare condition. So, the incidence is 
something like one in 20,000. And so, it's pretty rare but it gets more common as you get older 
until you get about 90. If you make it to 90, then the chances are you're not going to get it. But 
generally speaking, it gets more common as you get older. 

Ilana Massi: 
Okay, great. And can a previous cancer or environmental factors lead to an AML diagnosis? 

Dr. Estey: 
The best evidence of that is what's called therapy-related AML. So, these are people that might 
have breast cancer or lung cancer, and they get chemotherapy for the breast cancer. And the 
breast cancer is cured but then a few years later they say, "Oh boy, I'm feeling weak and 
fatigued," and they're found to be anemic. And they go through the whole workup and now they 
have AML. So that's called therapy-related AML. And it usually does worse than AML, which 
just comes out sort of out of the blue, de novo AML, but not always. And we probably should get 
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into this because really, I think the most important question anyone with AML can ask is how 
should I approach treatment? And there really are fundamentally two approaches. One is 
standard treatment, assuming the patient wants to be treated, which the great majority of people 
we see do. So, one is standard treatment which... Should I just continue? I mean, are we okay? 

Ilana Massi: 
I think we're going to actually hit those points a little bit later. That was wonderful though. Thank 
you, Dr. Estey. Actually, it's time to go to our next poll and this has to do with COVID boosters. 
So, a hot topic right now. Poll number two is have you received your COVID booster? Which 
would mean a third shot after two first shots. So pretty much split 64% are saying no, and 36% 
say yes, and nobody answered, "I have an appointment." So, most people, the majority of the 
people on this call have not gotten their booster yet. 
 
So relevant to that, let's talk for a few minutes about the COVID vaccine and booster. And I 
guess the two key questions are, should AML patients be pursuing a booster regardless of if 
they're in remission or an active treatment? And what about antibody tests? Which is another 
thing everybody's asking about. And then what kind of precautions should you take whether 
you've had the booster or not? Does the booster or the antibody test change those precautions? 

Heather Smith: 
In terms of the COVID booster shot, the FDA has approved the booster shot for people over the 
age of 65. It's also been approved for people that are considered immunocompromised. And the 
definition of who would be considered immunocompromised is actually a little bit difficult to 
ascertain in terms of what the intention was with the FDA. The recommendations from the FDA 
are now going to the CDC. They will be meeting actually later this week on Thursday and 
Friday, and really trying to give, I think, further [inaudible 11:06] in terms of a definition for who is 
immunocompromised. 
 
However, we do know that clearly people that have had a bone marrow transplant and that are 
on immunosuppression or a solid tumor patient who is on immunosuppression or people that 
have other reasons to be on immunosuppressive medications, such as arthritis or other 
immunomodulatory medications, that those are really appropriate to receive the booster shot. 
And the booster shot can be given anytime 28 days after the second dose. So, anybody who's 
had two doses of the vaccination, the booster shot can be given 28 days afterwards. The FDA 
approval was really for the Pfizer vaccine. It wasn't for the Moderna vaccine, and the Johnson & 
Johnson vaccine there's more data that's coming out about whether or not a booster shot is 
needed. So, this booster shot, we're really talking about the Pfizer vaccination. 
 
And there's been some information, if I got the Pfizer vaccination, should my booster shot be 
with Moderna? I think there's no data to suggest that that is what we should be recommending. 
That's really a data-free zone, but at the end of the day, the booster shot really should be 
whatever you can get, whatever's available except for the Johnson & Johnson vaccination. In 
terms of the COVID measuring antibodies, there is a lot of information out there about obtaining 
antibodies. And I can only tell you that the infectious disease doctor at the Fred Hutchinson 
Cancer Research Center and Seattle Cancer Care Alliance was actually offered the opportunity 
to have his COVID antibodies drawn so that he could see what the levels were. 
 
And he said, "This is not recommended. I don't need to know what those numbers are." It's very 
difficult to interpret what the levels should be for an infection. So, the concept of having COVID 
antibodies checked and having a sense of, "Oh, I know I'm safe," that's not exactly clear. And I 
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wouldn't be relying on those. And in fact, we are not routinely checking COVID antibodies in our 
patients. 

Ilana Massi: 
So Heather, just to follow up then, what precautions do you think... It sounds like the 
precautions wouldn't change regardless of antibody test, but what about the booster? 

Heather Smith: 
Yes. Thank you, I neglected that part of the question. So, the precautions right now, I live in 
Washington state and there are mandates for wearing masks inside public areas, wearing a 
mask if you're at a large event with over 500 people, requirements now to have proof of 
vaccination status for indoor events and large events within Washington state. I think it's fair to 
say that if you are vaccinated, you are still at risk of getting the infection. There have been 
patients that have had COVID vaccination and medical staff that have had COVID vaccinations 
and have gotten COVID infections. They have not needed to be hospitalized. 
 
The rate of infection and requiring hospital stay in the state of Washington, you are 47 times 
greater to require hospitalization if you have not been vaccinated and you are infected with the 
COVID virus. All of this to say that all of the mask wearing, social distancing, avoiding crowded 
places, wearing your mask in public places is still absolutely necessary at this time point. As I 
think most of us are aware there's a large surge going on with the Delta variant at this time 
point. And our hospitals are filled with a few vaccinated, but largely unvaccinated patients that 
are quite ill. 

Ilana Massi: 
And a question just came up from the audience. And just to reiterate, I think you touched on it. 
The question is why not the Johnson & Johnson vaccine? 

Heather Smith: 
There is no FDA approval for the Johnson & Johnson booster. And I believe that they are 
looking at getting information about a booster shot, but right now the FDA has not approved the 
Johnson & Johnson booster shot. 

Ilana Massi: 
Okay, great. Thank you very much. Dr. Estey, did you want to add anything, or we can- 

Dr. Estey: 
No, people should get their boosters and that's by far, numbers one, two, three, four, and five 
importance. And I think it's really hard to know that probably many factors that determine 
whether you get it. It's obviously by far, the most important is vaccination, but the antibodies 
well, maybe it's better to have low level antibodies, but not go out in crowds and wear masks. 
And so, there are many, many factors. I think, perfect world there would be an app where you 
can estimate your risk of getting it, being hospitalized. And they'd ask your age, do you have 
other conditions, what is your social behavior, where do you live, et cetera. But in the absence 
of some quantitative tool like that, I think numbers one, two, three, four, five, six, however many 
getting the vaccination, it's really essential. 

Ilana Massi: 
Okay, great. So, let's move on to topic number three, which is testing and targeted therapy. And 
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maybe Dr. Estey, you can tackle this first question. Who should be tested for mutations at the 
time of diagnosis and which mutation? 

Dr. Estey: 
Yeah, well, I think the general idea is that everybody should be because what they do is they 
put people into prognostic groups. There's something called the European LeukemiaNet 
classification system that came out in 2017, we revise next year. And that puts people into three 
groups. There's a better group, an intermediate group, and a worse group. And the mutations 
are a very important part of determining which of those groups you're in. Why does that matter? 
There are really two reasons. One, as I alluded to, the fundamental decision any patient has to 
make is should they get standard therapy, which we can go into what that is, or should they get 
a so-called clinical trial? 
 
By definition, the trial, the results of the trial, are not known. There have not been enough 
people to know the patients to the jury. And they're going to decide whether the new therapy is 
good or bad, but at the time, you don't know. And in principle, it's plausible it could be worse. 
So, it follows that the reason to go on a trial is dissatisfaction with the results of the standard 
therapy. And that's one purpose of the mutation testing, because it tells you what prognostic 
group, you're in. So, you can make an informed decision as to whether you want to go on a 
clinical trial or just get standard therapy. And that decision would vary. So given the same set of 
facts, one patient might say, "I'll do the standard." And another patient might say, "I'll do the 
trial." So that's one reason to do the mutations. 
 
The other is it's targeted. Now, I mean, the target is a little silly because chemotherapy is 
targeted therapy. Let's not kid ourselves because if chemotherapy were not targeted, there 
would never be remissions. If chemotherapy affected the normal cells as to the same extent as 
the AML cells, there would be no remission. So obviously, chemotherapy is targeted therapy. 
But when people mean it, they mean therapy directed against certain mutations. So, there's 
been a lot of experience with this so far, and generally speaking, single targeted agents, their 
pills, and they can produce to remissions, which to somebody like me, I'd say, "Wow, I never 
would've thought that had happened." 
 
But generally speaking, those remissions are very brief. They're transient. They may last 
months or something like that. So, people have said, "Well, what else can we do besides giving 
the single targeted agents?" Well, maybe you can combine it with chemotherapy. So those are 
trials that are ongoing. Maybe you can combine several targeted agents together. It's a little 
hard because they're all made by different drug companies. But to say that we have targeted 
therapies that are really super effective against AML, it's just saying something that just isn't 
true, unless you mean extending somebody's life by six months is super effective. 
 
But I always point out to people that if you look at US Social Security tables, life expectancy 
tables, which have to be accurate, because they have to know how much money to continue to 
pay out to people, the average 75-year-old would live another 13 years. And well, if you extend 
your life by six months with targeted therapy, that is something. But it's very little compared to 
what your goal in principle should be, which is a lot longer than that. So targeted therapies are 
interesting, but in my opinion, they've received way too much, I don't know, emphasis, but 
they're being made out to be something they're not. That may very well change but to me, the 
main reason to get the mutations is to figure out what your prognosis would be. And you can 
also give it for a targeted therapy, but you should not pretend that drugs like midostaurin 
(Rydapt) or ivosidenib (Tibsovo) or enasidenib (Idhifa) are things that they're not. 
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Ilana Massi: 
Okay. And Heather, did you want to add anything, or- 

Heather Smith: 
No, I just would echo that every patient should have cytogenetics and mutation testing done at 
the time of diagnosis because that's the only time that you can really get the testing done. 

Ilana Massi: 
You just answered my next question, which was, does that need to be done? Does the testing 
for mutations or the genomic sequencing need to be done pre chemo? 

Dr. Estey: 
Yes. 

Heather Smith: 
Yes. 

Ilana Massi: 
Okay. 

Dr. Estey: 
One thing that's not widely known but it's been shown to be true is if your white count is high, 
generally it's high because you've got a lot of leukemic cells in your blood. And it's been shown 
by us, by other people that you can get the exact same information if your white count is high 
enough by drawing your blood rather than by having a bone marrow. So that's important for 
people to know particularly people that say, "Oh my God, I don't want to have a bone marrow. 
Even if I have one fewer bone marrows, I could." If your white count is high enough, and then 
you can do just as well in figuring out the mutations using the blood as the marrow. 

Ilana Massi: 
Just for information’s sake for the people on this call, what would you characterize as a high 
white count? I know what normal range is but- 

Dr. Estey: 
So really, it's not the white count as much as the total number of cells. So, it's the white count 
multiplied by the percent leukemia cells. You might have 50% leukemia cells, but is it 50% of a 
mouse or 50% of an elephant? And that's the white count. The white count tells you if it's a 
mouse or an elephant. So generally speaking, once the blast count, which is the white count 
multiplied by the percent blast, gets over 5,000, you can find out almost everything from the 
blood. So, if somebody would have 10,000 white count with 50% blast, well that's 5,000 blast 
cells in the blood. They could find out anything from using the blood. 

Ilana Massi: 
Great. Thank you. And just a couple more. One of these questions you answered basically, 
which was, “What targeted therapies are available or in development?” But the other question 
is, is it valuable or should this be done that the testing, the mutation testing, the genome testing, 
should that be done later in treatment if the patient has already perhaps gotten initial chemo at 
another site? 
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Dr. Estey: 
Go ahead, Heather, do you want to go? 

Heather Smith: 
So the testing is done on the leukemia of cells. And so, if you've received your chemotherapy 
and you're in remission and there are no leukemia cells, there's really no reason to be repeating 
the mutation testing. Now there's some mutation tests that are very, very, very sensitive that we 
can find them at a very small number even if we can't find necessarily any leukemia cells in the 
bone marrow. But those are specific tests, and we would know those upfront that we're going to 
be repeating those at the time of repeat bone marrows to make sure that you're in remission 
because we did that initial testing at the time of diagnosis. So, you don't need to repeat the full 
panel and have all of this fancy mutation testing done after you've had the chemotherapy, if you 
really, if you don't have that mutation known upfront. 

Ilana Massi: 
Okay, great. Thank you for that answer. There's actually a question from the audience. What 
considerations are made for conflict of interest with doctors treating patients and promoting their 
clinical trial research interest? 

Heather Smith: 
I'll let Dr. Estey answer that. 

Dr. Estey: 
I don't think there's formal conflict of interest that they're getting paid, but you'd have to be naïve 
not to realize that physicians, younger physicians, get ahead if they're associated with positive 
rev and negative trials. That's true as with drug companies. So, there is an incentive, although 
it's not financial. It's more professional in terms of advancing your own academic career to be 
associated with a so-called positive trial. And there are ways that pharmaceutical companies try 
to make the trials more positive. A very common means is they exclude certain patients. So, for 
example, if somebody's partially in bed, they're not eligible for the trial. If their kidney function is 
not totally normal, they're not eligible for the trial, et cetera.  
 
And I think the pharmaceutical company would say, "Well, we're afraid that if we give these 
people this new therapy, they'll get very sick." And I can't emphasize this enough, the major 
problem in the treatment of AML is not the treatment causing side effects or causing death. The 
major problem is the disease never truly goes away. And I was going to comment on this when 
Heather made her comment years ago, we would give treatment and people would go into 
complete remission. But many of them relapsed. Generally, the relapses occur in their first two 
to three years. But obviously they didn't get it a second time, we didn't think. So, it follows that 
there must have been disease that was present when they were in what we were calling 
remission. We just did not have the ability to find it. 
 
This has been a huge change. So now, for various means, one is mutations, but there are 
others, people can now say, "Oh, this patient is in remission, but there's still residual disease," 
because now we can detect it by very sophisticated means. That's really useful because it gives 
you an opportunity to say, "We're rather waiting for the patient to relapse with morphology, 5% 
blasts. Maybe we can treat the patients when we document this residual disease and maybe 
that would prevent them relapsing." That's unknown but it certainly gives people an opportunity 
to do very interesting research. 
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Ilana Massi: 
That's very interesting. Thank you. Heather, did you want to add any comments to that? 

Heather Smith: 
I was just going to add that at our institution, we have many clinical trials, and as Dr. Estey 
alluded to, they're reviewed by the IRB and there are potential professional conflicts of interest 
in terms of which trials to enroll patients on. But if we were so smart, we would have the answer 
for almost all of the patients to get everybody in remission. And the fact that there are so many 
clinical trials still available to AML patients tells us that we're not so smart and that we don't 
know the answers for everybody. And that we're still trying to find what the best treatments can 
be. And Dr. Estey taught me a long time ago when I started working with him that there is no 
drug that's too stupid for us to try treating. 
 
There are many cases of that in the history of medicine and different diseases that drugs that 
were treated or started on a clinical trial for a particular condition that were never thought to be 
successful and ended up being wildly successful. Gleevec (imatinib) being the treatment for 
CML probably the showcase for that. So, for patients that are coming to academic medical 
centers, there are fail safes involved to try to remove conflict of interest from the procedures and 
from having the clinical trials open. And at the end of the day, the IRB and the good ethics of the 
physician that's working with you are really the best chances that you have to have no conflict of 
interest. 

Dr. Estey: 
Great. I got to add one more thing as long as we're on the subject. 

Ilana Massi: 
Sure, sure. 

Dr. Estey: 
So one thing that I see people do all the time is their disease recurs, which it does in many 
people. And then they say, "Which trial should I go on?" And they go on all these websites. The 
truth is, as Heather mentions, why there are so many trials. Because no one knows which one is 
best. Drug companies invest a lot of money to bring these trials forward. Why would they spend 
this money if they thought somebody else had a better trial? It's just intuitive, if you think about 
it, that it's very difficult to know which trial is best. And so, I always discourage people from 
going online and trying to figure this out because you can't figure it out. 
 
And there’s no drug too stupid to test. It’s not totally far-fetched. And a very good example of 
that is a type of AML that's called acute promyelocytic leukemia. So maybe 30 years ago, 
China, when it was considered sort of a backward country, they came up with a treatment for 
this disease consisting of things that came out of Chinese folk medicine, all-trans retinoic acid 
and arsenic trioxide (Trisenox). And they reported, "Wow, we cure people with this without even 
giving them chemotherapy." So, people were skeptical. They said, "Well, this can't be true. 
What's the biologic basis? This doesn't make any sense." 
 
But then the results were confirmed in the west at MD Anderson. And only later was it found 
why it works. But at the start, people, they didn't believe it. And it's only later that they confirmed 
it. So, it's really, really important not to put so much weight on the rationale because it's really, 
you're kidding yourselves, I think. And it's sad because I see people doing this and they're on 
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the internet and they read about this drug, and maybe it's better than that drug. The only way to 
know is if you actually compare the drugs in some formal trial, but that very rarely happens. 

Ilana Massi: 
Great. Thank you. Thank you. That was very interesting information. I've got a question from the 
audience here. How different is the treatment for pediatric AML versus adult AML? Dr. Estey, do 
you want to start on that? 

Dr. Estey: 
It's better. I mean, the majority of children with AML should be cured and that reflects one, well 
he tolerates chemotherapy better. But probably more importantly they have disease that's more 
sensitive to chemotherapy to begin with. So, the prognosis is better for sure. 

Ilana Massi: 
So just as a follow up. So pediatric patients generally don't need stem cell transplant support? 

Dr. Estey: 
It varies. It depends on the case. And another thing that's really important that I really want to 
get in here. And it's, in a way, it's not a plug for us, but in a way it is. I mean, people should go to 
see people who know something about AML, like Heather, people like that. I mean, it's easy to 
say, "Oh, I'll be treated in my local community." And I think a lot of times when people do that, 
they do that because they don't want to admit how serious the problem is. "Oh, we can get the 
same care in our local community as we can in Seattle or Houston or wherever." And maybe, 
but people have done studies and they say, "Okay, let's look at the outcome of treatment of 
AML in community hospitals and in large centers." 
 
And the data are clear, the outcomes are better in large centers. Now, you could say the 
patients aren't randomized. It's not like the coin comes up heads, they go to the large center. If it 
comes up tails, they stay home. I think people should be aware of that information and because 
people like Heather, this is all they do is treat AML. And if you go to some other place, that's not 
the case because there aren't that many AML patients. And it’s common sense that the more 
you do something, the better you get. And so, if I were advising somebody who was diagnosed 
with AML, I would tell them just get to the largest academic medical center that you can find. 
Maybe that wouldn't be true if you were treating a colon cancer or breast cancer, but this 
disease is very, very rare, and many places don't have the experience with it. 

Ilana Massi: 
Heather, did you have any comment on that specific question? 

Heather Smith: 
No, I think the only thing I, I would add to that is that the care of AML patients is very complex. 
As Dr. Estey said, it's an extremely rare disease. And it requires a lot of coordination, both with 
your physician as well as PAs or nurse practitioners and nurses and blood banks and infusion 
rooms. And it requires resources that just a regular community-based practice might not have 
great access to. So, it requires very specialized care to be able to coordinate all of these 
different parts of your medical team. 

Dr. Estey: 
Right. Exactly. 
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Ilana Massi: 
I have another question here that's interesting. And I think, actually there's a point later in our 
outline that answers this, but since someone's asking now, well, let's tackle it. When should a 
patient request an MRD? I believe that stands for minimal residual disease test. 

Dr. Estey: 
Always. It's essential because it gives you an opportunity. It gives you an opportunity to discover 
a disease that you would not be able to discover otherwise. And it gives you the opportunity to 
see if I treat this disease when the patient has this MRD, maybe I can prevent them from 
relapsing. Patients don't die because they have MRD. They die because it progresses to 
relapse. So, it's really important to determine, to figure this out, because that gives you a 
chance to try to treat the MRD. It may not be successful, but if you don't try, you're not going to 
get rid of it. 

Ilana Massi: 
And when should this test first be done and then I guess it would be done after a round of 
treatment, but then does it need to be repeated? 

Heather Smith: 
Yeah. I'll let Dr. Estey answer that. 

Dr. Estey: 
Oh, so it depends on the MRD test you're doing. So, for example, it's been shown, we've shown 
it, that the people where you're looking at flow cytometry, if it's still present after one course that 
has certain significant prognostic implications. On the other hand, if you're looking at a mutation 
called MPM, it only matters if it's still there after two courses, it doesn't matter after it's one 
course. So that's that when it should be tested. But to me, it should be tested routinely. And the 
important thing to know, and we showed this too, is that you can do just as well measuring MRD 
by blood as by marrow. So, when people say, "Oh my God, does that mean I have to have a 
bone marrow every month?" No, you can just draw your blood. 

Ilana Massi: 
Interesting. 

Dr. Estey: 
Again, you should send it to a place where there's experience because some centers are much 
better at doing this than others. So, some can only detect one cell in a hundred, but others can 
detect one cell in 10,000. Well, probably you'd rather be at the place where they can detect one 
cell in 10,000. 

Ilana Massi: 
We're going to head right into our next poll. The question is where are you on your AML 
journey? A, frontline therapy, B, remission or pretransplant, C, remission and post-transplant, or 
D, relapsed and in treatment. So go ahead and fill out those questions now. Thank you. Okay, 
great. We have the results back. Where are you on your AML journey? 8% are frontline therapy, 
8% are also remission and pre transplant, 64% are remission and post transplants, and 20% are 
relapsed and in treatment. So, without further ado, I know there's a lot of interest in this topic for 
treatment and stem cell transplants so let's just dive right in. So, the first question is what 
treatments are currently available for older AML patients? And are there any encouraging 
emerging therapies? Dr. Estey, do you want to start with that? 
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Dr. Estey: 
So probably the most commonly used therapy for newly diagnosed older people is a 
combination of the drug called venetoclax, I think it's so-called, Venclexta, and azacitidine 
(Vidaza). And what you consider encouraging is really in the eyes of the beholder. So, the study 
that really led to this drug being approved was a randomized study where the coin was flipped 
and if it came up heads, they got the standard therapy, which was azacitidine, also called 
Vidaza. And if it came up tails, they got the new therapy, which was azacitidine, which was 
venetoclax plus Vidaza. And it was a randomized trial, so the patients were similar.  
 
And the results were statistically different, but it's very important to distinguish statistical and 
medical significance. It's a concept that people don't necessarily gather. So, if we were to say 
what's the median survival, which is a common measure, and I'm very blunt, I talk about survival 
because I think that's something that people are really, they want to know. And they want to be 
honest. So, with the old therapy, the median survival was about nine months. With the new 
therapy, it was about 16 months, the median survival. Now, some people do better than the 
median and some worse, but we can't necessarily say who they are all the time. 
 
So let's just say the median survival. And it was statistically significant because so many people 
were treated that there were enough people to say it was statistically significant. But the more 
important question is, is it medically significant? This is the current treatment, this Venetoclax, 
azacitidine. Some people might say, "Well, wow, there's a seven-month improvement and that's 
better. I don't want the Vidaza, I want the venetoclax and the Vidaza," that's obvious. But the 
real question is, is that good enough? And this is what we were talking about before. 
 
Because let's say somebody says, "Well, I want to see my granddaughter graduate medical 
school. I'm 75 and I'd really like to see that." And she's going to graduate medical school in six 
months. "Well, I'm pretty sure that if I take the venetoclax and the Vidaza, the median survival is 
16 months. I'll probably get that far." That person would say, "This is a big advance." But 
somebody else would say, "Well, wait a second. This is what we're talking about before. A 75-
year-old would live normally to be 88 or 89 years old," that we know from social security tables, 
which have to be accurate. 
 
And so really, instead of living 15 or 13 more years, I'm only living another year-and-a-half and 
I'm losing 90% or 85% of my normal life expectancy. So that person might say, "I want a 
different therapy. I want to go in a trial." So, it's really difficult to know. It depends on the person, 
and it depends on what they bring into the situation. Some people might say, "How do I know 
that your trial is not going to be worse?" Most trials are not successful. That is a simple fact 
because we don't know enough for them to be successful. 
 
And they might say, "Well, 16 months is not really what I want, but how do I know the trial will be 
better? I don't know that." And other people would say, "No, the 16 months is not good enough. 
I'm prepared to risk that the trial will be worse, but the 16 months is not good enough." And I 
always compare this decision to who somebody marries. Somebody marries Susan and 
somebody marries Barbara. Those are old names because I'm old. Nobody's ever called Susan 
or Barbara anymore. But you get the point, they can't tell you 20 reasons why marry Susan and 
not Barbara. They just felt it. It's intuitive. And that's the way to make the decision. And there's 
no one single right decision. 
 
And really what the job of the doctor is, and this is the fundamental to any doctor treating people 
with AML, they have to tell them what the likelihood and where doctors are nonprofits, but we're 
not totally in the dark. The real job of the doctor is to tell him, "If you get the standard therapy, 
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here's what you can expect." And we know because the standard has been given to many, 
many, many, many, many people. The trial has given it a seven or something like that. And 
that's fundamental, that's what I always do, or try to do. And that's really the heart of informed 
consent. 
 
So when people sign an informed consent, they'll say, "Okay, here are your alternatives, A, B, 
and C." But how can the consent be informed if you don't know what the results of A, B, and C 
are? And it's incumbent on the doctor to tell them what we can expect if you got the standard 
therapy, and then they can make an informed decision, do they want the trial or they want to 
stay in therapy? And it's exactly like whether we marry Susan or Barbara. It just is a very 
individual decision. There's no right answer. 

Ilana Massi: 
Just for clarification, Dr. Estey, when you talk about older, and I heard you mention the age 75, 
obviously, there's a lot of different definitions older. 

Dr. Estey: 
Well, I’m 75. You know, I think everybody would agree 75. Yeah, so, this is sort of a silly 
question. So, if you look at the things that predict, there are two things that can go wrong in the 
treatment of this disease broadly speaking. The one that people are often most afraid of is “I'll 
get chemotherapy and it will kill me. I'll die from the chemotherapy before I have a better chance 
to respond.” The big factor that determines that is not age, it’s performance status, which 
basically means are you ambulatory. In other words, you'd much rather be an ambulatory sort of 
healthy 75-year-old than a 62-year-old who's in bed and has got a lot of comorbidities. Yes, age 
is important. Everything else being equal, you'd rather be 62 than 75, but it's not as important as 
your performance status and other things. 
 
So that's one thing that can go wrong. The treatment kills you, which it does happen. But the 
main thing that can go wrong is the treatment doesn't work. You live long enough, the treatment 
didn't kill you, but you didn't go into remission, or the disease came back. That's called 
resistance to the treatment. And just like age is not the main factor that predicts whether the 
treatment will kill you, it's important, but not as important as performance status. 
 
Age is much less important in determining whether your disease will be resistant than things like 
chromosome sub mutations. It's true that older people more often have unfavorable 
chromosome sub mutations, but I'd rather be a 75-year-old with not unfavorable mutations and 
cytogenetics than a 65-year-old with unfavorable cytogenetics and mutations. So, you really, it 
requires a certain amount of sophistication to think about this and nobody should say, "Well, I'm 
too old," or whatever. It depends on many other things. 

Ilana Massi: 
This feeds right in but these treatments or combination therapies that you mentioned, when you 
say the patients die, does that mean that the impact of the therapy is not lasting? That they 
relapse, and that's why they ultimately don’t survive? 

Dr. Estey: 
Well, there are two kinds. By far, the least common is there are people who die within the first 
few weeks of beginning treatment. The blood counts get worse. They get diarrhea, they get 
infections, and they die. That is extremely uncommon particularly these days. The chance of 
that is maybe one or two or three or 4%. That is not a huge problem. The real problem is the 
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treatment doesn't work. And the very typical thing, unfortunately, is that people get a remission. 
And then eight months later, the counts fall, and they find their disease has come back. That's a 
very typical situation. 

Ilana Massi: 
Okay. So that leads right into the next question, which is for high-risk AML patients with certain 
molecular abnormalities or mutations. What are the, I guess, the spectrum of emerging 
therapies look like?  

Dr. Estey: 
Oh, there are many. There are so many therapies that... And to me, that's great because there 
are a lot of things to test. That's the good thing. The bad thing is if you think about it for a 
second, the reason there are so many is nobody assured which one is best. But there are lots of 
therapies, and like what I was saying before, I always advise people, well, rather than saying 
this therapy sounds good. I've been spending seven nights reading about this online, I just say, 
"Okay, try this. And if it works, great. If it doesn't, we'll move on to something else." We're 
always prepared for success. We're always trying to think that the therapy will work. 

Ilana Massi: 
Great. Heather- oh, I'm sorry. I didn't mean to cut you off. Heather, did you have any comments 
on that? 

Heather Smith: 
No. As Dr. Estey said, there're so many new drugs. There’re so many new drugs, new ways of 
delivering chemotherapy and looking at different targets. This really is the heyday of new drug 
deliveries and new targets for drugs. So, we have lots of treatments, but as Dr. Estey said, we 
have lots of treatments because we don't know which one is the best one. 

Dr. Estey: 
What I think happens, and I'm not sure I'm right, is that many patients are not really informed. 
They say, "Oh, we're going to start Vidaza and venetoclax." Or "We're going to start the seven 
plus three." But they're really not informed what the results are. And many people, they might be 
too young to remember this, but many years ago, the U.S. Army had what was called a “Don't 
ask, don't tell” policy. So, if you were gay, nobody would ask, "Are you gay?" But you weren't 
supposed to tell them either. So, it was “Don't ask, don't tell,” very different than now. And I 
wonder sometimes if that's not the same that happens with AML patients. 
 
I think many times they're so afraid to ask that they don't ask. And conversely, the doctor has 
the don't tell part. They don't want to tell them. They don't lie but they don't tell them the facts. 
And if you don't tell them the facts, then you are in danger of getting a therapy that has been 
given to many, many people. And it's known generally not to work. And I think that's really sad. I 
mean, to me, that's really, it's so sad. There's an old saying that I often quote, I think I forget 
who said it. “The definition of insanity is doing the same thing over and over and expecting a 
different result.” And I think that happens a lot in our field as in life. 

Ilana Massi: 
Well, then that, I guess, that fits once again, very nicely into our next question. If a patient is fit 
for a transplant, is that still the best option? And what sort of considerations are made to 
determine if they're well enough, I guess, to get a transplant? 
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Dr. Estey: 
Heather, do you want to go ahead? 

Heather Smith: 
Sure. So, the topic of being well enough to undergo a stem cell transplant is complex. First of 
all, if we believe that that is the best option, as opposed to receiving just standard 
chemotherapy, and again that decision comes back to the diagnosis and the cytogenetic 
abnormalities and the mutations. It's so critical in determining what the treatment should be. But 
if it's been clear from your underlying cytogenetics and mutation changes in your leukemia that 
transplant is the best option for you, to undergo a transplant, your disease must be under good 
control. You must have a donor. And at our center, we work at the SCCA part of the Fred 
Hutchinson Cancer Research Center, our preference for donor sources would be a matched 
sibling donor, a matched unrelated donor, a cord blood donor. And finally, our fourth choice 
would be a haplo-identical or a child or half-matched donor. 
 
So for the majority of patients, we are able to find a donor, but in some patients, it can be 
difficult, particularly now with COVID and travel restrictions and people being afraid to actually 
go into medical centers. It can be a little bit more difficult to find a donor. The third thing is that 
you must be well enough to actually undergo the transplant. You must have no serious 
infections that would cause you to have more difficulties with the transplant. The transplant 
works by changing your immune system and having immune reducing medications to allow that 
stem cell to engraft. 
 
And so if you have a very uncontrolled fungal infection or uncontrolled bacterial infection or 
uncontrolled viral infection, that infection will indeed get worse if it's not under good control. And 
in fact, mostly gone at the time of transplant because of the immunosuppressive nature of the 
transplant. So, a donor identified, control of the disease, and good enough shape to have the 
transplant. And finally, you must be in fair enough shape that you can walk into the transplant 
unit, that you are able to walk up to the appointment, that you don't spend more than 50 or 60% 
of your time in bed, and you're able to do small activities at home. 

Ilana Massi: 
Okay. So, I think this is the perfect place to move to the next topic. As I mentioned, 
parenthetically at the beginning of the program, I actually, the only donor that could be found for 
me despite searching the entire registry, was an unrelated mismatched donor. And my 
physician, not to get too personal, but my physician said, "I don't think it's an issue if you're 
going to get graft-versus-host, it's when." So, I think that that's then perhaps, we can talk about 
what is GVHD, and is it a side effect of stem cell? And what should a patient expect if they do 
come down for GVHD? So Heather, do you want to- 

Dr. Estey: 
I'll say something if you don’t. 

Heather Smith: 
So graft-versus-host disease, GVHD stands for graft-versus-host disease. And of course, the 
whole mechanism of action of the bone marrow transplant is allowing the patient to receive a 
new immune system from their donor. So, the transplant works by giving you 
immunosuppressive drugs, either chemotherapy or radiation, or sometimes both, that will wipe 
out the bone marrow. It's myeloablative so it empties the bone marrow and allows the new stem 
cells from your donor to engraft in the bone and therefore, giving you a new immune system. 
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Now, along with the myeloablative and immunosuppressive conditioning regimen that you 
receive, you take immunosuppressive medications to allow that new and grafted bone marrow 
to function and produce new white blood cells, red blood cells, and platelets. 
 
Well, once that engraftment occurs and you have the new immune system in your body, that 
new immune system from your donor finds itself attacking the body that it finds itself in. And that 
process is called graft, the new immune system versus the host, you, the patient. And at 
transplant centers or at our transplant center, once engraftment occurs, you are followed for the 
first 90 days after the transplant and monitored for acute graft-versus-host disease, which is the 
type of GVHD that can occur within the first 90 days. Where that new immune system can 
attack your skin, your liver, your GI tract, and cause symptoms that we could all imagine a rash, 
diarrhea, that sort of thing. 
 
If that happens, the treatment is additional immunosuppressive medications on top of what 
you're already taking. Now after 90 to 100 days, there's a second type of graft-versus-host 
disease, something called chronic graft-versus-host disease, which is a little bit sneakier and 
more like a arthritis or autoimmune diseases where that new graft can cause changes in your 
eyes, your mouth, lung, liver, tightening in your joints, GI tract. Those are some of the more 
common places that are not common but potential places. And if that happens, generally, 
patients that develop chronic graft-versus-host disease will require some form of treatment for 
maybe nine, 12 months or so until their new immune system and their body achieves tolerance. 
 
And when that happens on any individual person, it's very difficult for us to know a lot of the 
data on who is at risk for graft-versus-host disease, depends on which donor source, how well 
matched you are. For instance, you had a mismatched unrelated donor, is this donor a sibling of 
yours? Are they related to you? Is it your child? Is it an unrelated donor or is it a cord blood? 
And even down to where are the mismatches, is the donor a female? Did she have more than 
one child? So, there's a lot of information in terms of choosing the best donor to help prevent 
graft-versus-host disease. 
 
And I will just say that there are lots and lots of new treatments, some that just got approved this 
year for treatment of these various forms of graft-versus-host disease. So, it isn't very difficult to 
treat and difficult to control graft-versus-host disease that you might have read about or heard 
about from 20 years ago when the treatment options were so limited. Now there are many, 
many new immunomodulatory drugs that really are effective at treating the various forms of 
graft-versus-host disease that can occur. 

Ilana Massi: 
Dr. Estey, did you want to answer? 

Dr. Estey: 
Yeah. Yeah. So, it's about the decision to do a transplant. There's a saying that you can make 
even a parrot into a learned economist. All a parrot needs to do, learn the two words, supply 
and demand. And you can make a parrot into an informed doctor. All the parrot needs to know 
are the two words, benefit and risk. And really what medicine consists of is weighing benefit to 
risk ratios of different transplant, the different treatments. So, for argument's sake, let's say the 
transplant is riskier than no transplant. There is no question about that. I mean the death rate is 
higher without relapse, non-relapse mortality. That is a fact. 
 
But the reason to do the transplant is the reduction in relapse. If you get the transplant, it 
outweighs the risk associated with the transplant. So, let's use a very simple example. Let's say 
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the risk of the transplant is five. The benefit of transplant is 20. So, if you divide 20 by five, you 
get four. No transplant. The risk is two, it's less than five, but if the benefit is only three, well, the 
benefit-risk ratio with the transplant, 20 over five is four, is higher than the benefit to risk ratio 
without the transplant, which is 1.5. 
 
And that's really the way all medical decisions should be made. So, then the question comes 
up, and Heather touched on this, what actually quantifies the benefit and the risk? The main 
benefit of transplant is it prevents relapse. But people relapse at different rates and there's 
certainly patients in whom the risk of relapse without transplant is so low that it becomes very 
difficult to justify the side effects of the transplant. In contrast, there are other patients in whom 
the risk of relapse without the transplant is so high. Excuse me, that is easy to justify the risks of 
the transplant even though they are greater than the risks of the chemotherapy. 
 
There's early mortality. Patients that come to Seattle have to stay three months in Seattle. They 
may not live in Seattle. They have to stay, the insurance pays, but it is inconvenient. But the 
reason you do it is because the benefit outweighs the risk compared to the other treatment, 
which is no transplant. And that's really the way to think about medicine. What I always try to do 
is you're not saying is a treatment good? The question is, is it good? How does it compare to 
something else? 

Ilana Massi: 
Let me pop in here. Thank you, Dr. Estey and Heather. But let me pop in a question from the 
audience here because I think it fits really well. Why would you have a stem cell transplant 
before complete remission is obtained? 

Dr. Estey: 
Because generally speaking, the results of transplant are best when you do them in remission. 
And you could certainly say, "Well, if I'm not in remission, the likelihood of relapse is going to be 
higher because I'm not in remission." Then the question comes, do I really want to take the risk 
of the transplant if it's not going to be that beneficial? It's not going to be that beneficial because 
I'm not in remission. It's better to do it in remission, but there are clearly circumstances. And this 
is usually in people whose disease comes back; they relapse. There it becomes a different 
thing. 
 
Now the comparison becomes, okay, I've got relapsed AML. The alternatives are chemotherapy 
or transplant. And it may be that even though the results are worse with transplant in relapse 
patients and in patients in remission, it's still better than the results with chemotherapy and 
relapsed patients. So those are the kind of things that are really, I mean, they're obvious. But it's 
amazing how seldom... I can understand how patients are overwhelmed, that you can't blame 
them for not being aware of this. But to me, and I'll be very frank, it's amazing how few doctors 
think like this. 

Ilana Massi: 
And there's a final pre-prepared question. Thank you, Dr. Estey. And I'll throw it out to both of 
you. If a patient reaches deep MRD negative remission, when should a transplant still be 
considered, or should it still be considered? 

Dr. Estey: 
That's a very good question because if you get such a MRD negative remission, obviously your 
chance of relapse becomes much less. So, somebody might argue, "Well, the chance of relapse 
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is so low, can I justify the side effects of the transplant?" Which are greater than no transplant, 
nobody argues with that. It's only if the relapse, the risk of relapse without the transplant 
becomes so high, that justifies the transplant. And this is a constantly evolving topic. So, a very 
interesting study, and it goes to show you how unsettled it is. Let's say you take people, they're 
intermediate risk before they start. And they get a remission, a deep remission just as you 
noted. Should they get a transplant? No one knows.  
 
The only way to figure that out would be to randomize people between half of them get a 
transplant and half don't. And it's ethical, many randomized studies are unethical where there's 
a placebo, for example, involved. But this is an ethical study because no one knows the answer. 
And if you don't do the randomized study, you will never find out the answer. And people will 
just be, there's a saying in medicine, don't let the data interfere with your knowledge. And that's 
very sad because a lot of times people don't follow that advice. They don't know the data, there 
are no data so how can you make an informed decision? But they just say it anyway. But the 
answer to your question is, yes, it's very plausible that some of those patients don't need 
transplant. But some probably do, it just depends. And the only way you will find this out is to do 
this randomized coin flipping trial. Otherwise, you'll never find it. 

Ilana Massi: 
Okay. I actually have two questions from the audience. And the first one is I think pretty 
straightforward. If the stem cell donor is a different sex, can it affect your X or Y chromosome? 

Dr. Estey: 
Oh, we talked about this before, Heather, go ahead. 

Heather Smith: 
So if you have a bone marrow transplant and you happen to be a male and your donor is a 
female, then the cells that are made in your bone marrow, so your white blood cells, your red 
blood cells, and your platelets in your blood are going to have that female chromosome. But the 
cells of your skin and the cells in your mouth and the cells in your hair are still going to be male. 
So, you don't become a female. It's just the bone marrow cells have that female chromosome. 

Ilana Massi: 
Great. Thank you. I know that's a common question. And here's another one that's maybe not 
so straightforward. What treatments exist for patients- 

Heather Smith: 
Can I just add, sorry, Ilana, can I just add one thing on? 

Ilana Massi: 
Sure, sure. Sorry. 

Heather Smith: 
With all of the home genetic testing like 23andMe and ancestry testing, if you are a stem cell 
transplant patient or recipient, then you don't want it to be a blood test being done because that 
is going to reflect the genetics of your donor and isn't going to reflect you. So that needs to be 
like a buckle swab or a hair sample. So, sorry. Sorry. 

Ilana Massi: 
Great or saliva. 
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Heather Smith: 
Saliva. 

Ilana Massi: 
Saliva would, yeah. Okay. That's a great point. What treatments exist for patients who 
previously relapsed after induction and four rounds of consolidation chemo then received a 
transplant and relapse is the gap? 

Dr. Estey: 
So the first question is the major factor that predicts how well people with relapsed AML did, is 
how well they did the first time around because all the therapies are somewhat the same. So, if 
this relapse occurred four years after the transplant, it's very different than if it occurred six 
months after the transplant. So that's the first question I would ask. If it occurred four years after 
the transplant, it's plausible. The patient could get some kind of standard therapy, get back in 
remission, and get a transplant in second remission. But if they relapse so quickly after the 
transplant, so case one, they relapsed two years after transplant. Case two, they relapsed three 
months after the transplant. 
 
In case two, you'd wonder, well, if a transplant didn't work so well the first time, how well it will 
work the second time. Okay, we'll change the donor, we'll do this, but you'd wonder. So, these 
people then become candidates. They're prima facie candidates for trials. Remember the 
people who are candidates for trials are people for whom standard therapy is known to 
[crosstalk 01:05:45] vessel. That's where the definition of insanity is doing the same thing over, 
over again, you expect a different result. I mean, I have trouble recognizing that in my own life, 
but it's true. And I think that the doctor, I think, should be conveying that message to the patient 
if he really has the patient's best interest at heart. 

Ilana Massi: 
Thank you. That's a tough question. Very tough question. Well, there was a lot of information 
covered. I know my head is spinning but thank you very much for all of that. And let's go to our 
final poll now. And the question is, have you spoken with a mental health professional since 
being diagnosed with AML? A, yes, B, no, or C, no, but I would be interested in learning more 
about this or speaking to somebody. Okay. So here are the answers. 31% of people on this call 
say yes, they have spoken to a mental health professional and been diagnosed. 62% say they 
haven't, and 8% said they haven't but would be interested in speaking with somebody. 
 
So I think that that leads us to the next, our final topic, which is quality of life and mental health 
while you're surviving AML. And so, let's start with this question. I don't know if PTSD is the right 
term, but certainly having AML, having any life-threatening disease can be very traumatic. And 
so, patients might need more resources other than they can get from just their oncologist or 
family or friends. And what types of resources are available to address mental health issues in 
AML patient? 

Dr. Estey: 
Heather knows a lot more about this time. 

Heather Smith: 
So we live in the digital age. There are many platforms for support for patients and their families 
and caregivers to receive. I think it's very fair to say that any patient accompanied by their family 
that is getting care or coming into a cancer center for any diagnosis is going to have a 
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significant amount of anxiety about both the diagnosis and what this means for their lifespan, for 
their family, for all of the things that we take for granted. And it can be very, very difficult for any 
patient that has a diagnosis of AML, who is dealing with the what ifs about the need for 
caregivers, and the need for time away from work, and the need for possible transplant, and 
additional time away from work and earning an income. And will I be able to do the job after I 
finish all of this? 
 
So there's no question that being diagnosed with leukemia is one of those moments of severe 
stress. Most large centers, cancer centers, have both social health or social workers as well as 
psychologists and psychiatrists available and spiritual health support as well. And I think every 
patient deserves to at least have one review with a social worker who is experienced in dealing 
with anxiety and stress and depression and issues associated with a cancer diagnosis. That is 
something that we offer all of the patients that come to the Seattle Cancer Care Alliance 
Leukemia Service. And I think that's generally something that's offered at most large cancer 
centers. 
 
In the age of digital platforms, there are now life coaches, there are Zoom meetings. So, this 
doesn't require usually an extra visit in the clinic or extra time in the visit. The one thing that 
we've learned from COVID is that there's much more access for mental health. Maybe we don't 
have enough mental health providers, but when we look at all of the people that can provide 
support, it's now possible to do that over different platforms beyond just schedule time face to 
face. And there are even apps on the phone now that have guided meditations and head space 
and mind space that that offer some relief. So, there are multiple ways of getting support. 

Ilana Massi: 
Thank you. And what should AML patients communicate to their doctors about their mental 
health? And sort of a related question that I'll throw in, I think, you can probably answer it at the 
same time, what about a care partner? The patient is not saying anything, but the care partner 
is observing some changes. 

Heather Smith: 
Yeah, this is probably one of the hardest things for patients and their families to talk about 
because oftentimes the patient wants to seem very tough. And when we think about cancer 
treatments and we talk about cancer, we use a lot of war analogies and people being tough and 
being good soldiers and soldiering on. And so, I think it's really difficult to talk about feelings and 
being vulnerable especially when you're in the room with your medical team. I think that both 
caregivers and the patient really deserve to have some support, whether they voice it or not. 
And so, we are understanding that this is something that probably instead of waiting for the 
patient to bring this up, this is something that really just needs to be offered and said. 
 
Maybe not forced to do but certainly clearly offer as this is just a standard thing that all of our 
patients need. There are certain touch points in the course of treatment where we know anxiety 
and stress are higher than at other points. And I think the time point of getting the first diagnosis 
before you really know what the treatment is going to be, that's one of those very stressful 
anxiety feel times, deciding about what's next with treatment. Should I go to transplant? That's 
another one of those very anxiety-filled, stress time moments coming off of the transplant 
service back down to the regular hematology team. Very stress-filled, very anxiety-filled 
moments in time. And so, there are definite touch points during the course of treatment in this 
journey that we know that patients and their caregivers will have increased anxiety and stress. 
So, I think if it's difficult to ask, I would hope that your care team would be offering these 
services just as de facto. 
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Ilana Massi: 
Great. And what support is available actually from the AML patient community? 

Heather Smith: 
So for, I'm sorry, from the AML- 

Ilana Massi: 
Patient community. 

Heather Smith: 
Yes. And so, there is the Leukemia & Lymphoma Society. There are support groups with that 
particular group. There are online support groups as well. Different hospitals have support 
groups. I think in the time of COVID, that's been closed down a little bit, but within the Leukemia 
& Lymphoma society, there's definitely support groups as well as funding and transportation 
available for patients and their caregivers. I know that Gilda's House as well is another resource 
within Seattle [crosstalk 01:13:18]. 

Ilana Massi: 
And there's a question actually, sorry, but it's so relevant that I think you just answered, but I'll 
repeat the question for the benefit of the wider audience. Are there support groups that allow 
you to meet AML patients further in the journey? 

Heather Smith: 
Yes. So, we actually try to pair leukemia AML patients that have completed their treatment with 
patients that are newly diagnosed, and we try to match for age. We try to match for sex as much 
as possible, but we actually do provide a resource for patients that if they need to talk to a 
leukemia survivor. 

Ilana Massi: 
I'm picking up some more questions so since we're running well on time, I'm going to run 
through those. Do you recommend a certain diet for AML patients preparing for chemo or 
transplant? 

Heather Smith: 
I'll let Dr. Estey off to answer. 

Dr. Estey: 
I think it's like many things where there are all these things out there, but there's no proof. That's 
what we were talking about before. Don't let the data interfere with your knowledge. So many 
years ago in Houston, we did a study, and it was a randomized study. And at those days, 
people were told, I don't know if you know what a neutropenic diet is, but it basically said you 
couldn't eat fresh fruits and vegetables. And so, we randomized people between eat what you 
want, just wash it, and the neutropenic diet. And we could tell no difference. And it was 
published in Journal of Clinical Oncology actually. And a nurse was an Allison Gordon was the 
first author. And so no, I would not advise a special diet. 
 
And I think another thing now, this is completely different, COVID, so it's completely different. 
So, none of this should be taken seriously, but one day there will be no COVID. Well, I don't 
know, but it'll be less. And one of the things that people were, they were afraid to go out of their 
house. This was pre-COVID. They were afraid to go to the mall. They were afraid to do this. But 
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in fact, it's easy to show that most of the infections that people get were not from other people. 
This is pre-COVID. They were from organisms, bacteria that they on their own skin, in their own 
guts, but not from other people. There are exceptions. 
 
And so what I always would advise people is don't be a hermit, don't lock yourself in because 
the data don't suggest that. But yeah, go to the market or something. I wouldn't want somebody 
to spit on me, but just use some kind of common sense. And again, it's the benefit to risk thing. 
To me, well, maybe there's a little risk if they go out, but the benefit to their mental health, that 
they can see that they can go out and do things without having to be locked up all the time, that 
more than justifies a little bit of risk that they take. 

Ilana Massi: 
Here is another question. In preparing for the holidays in the time of the Delta variant, can I use 
rapid tests? Are they accurate? So, I can spend the holidays with my family. 

Heather Smith: 
The rapid tests are more sensitive for people that are having symptoms. And so, if you're largely 
asymptomatic, the rapid tests are not as good as the gold standard PCR tests that you get if you 
go to one of the established testing sites. And so, if you are planning on traveling, I think, or if 
people are coming to visit you and they're traveling, I think you would probably want them to 
have one of the standard tests. And I wouldn't be relying on the home tests because those 
really are more useful for people that are actually symptomatic than for screening. 

Ilana Massi: 
Great. Thank you so much. And thank you to Heather and Dr. Estey. This has been so 
informative I'm sure for the audience and certainly for me. So, I was hanging on every word. 
And a big thank you once again to the Seattle Cancer Care Alliance for being our partner in 
producing this event. And remember, knowledge can be the best medicine of all. Thank you, 
everyone. 
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