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Meg Maley:  
Hello everyone and welcome to The Conversation, Lung Cancer Edition.  We are thrilled to be here today and joined by a 
panel of esteemed guests.  We have with us Dr. Eric Roeland, Director of Clinical Research and System Intervention and 
the Assistant Clinical Professor of Medicine at UC San Diego Health.  Welcome, Eric.   
 
Dr. Roeland: 
Thank you.   
 
Meg Maley: 
We have with us Niki Koesel, a nurse practitioner and Director of Palliative Care for the Carolinas Healthcare System, 
Levine Cancer Institute.  Welcome, Niki.   
 
Niki Koesel: 
Thank you.   
 
Meg Maley: 
And we also have Randy Broad.  He is an author, a speaker, a board member at the Patient Empowerment Network and a 
seven-year stage IIIA lung cancer survivor who also does a lot of other work with advocacy organizations.  Welcome, 
Randy.   
 
 

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.  



Randy Broad: 
Thank you.  Glad to be here.   
 
Meg Maley: 
So today we're going to talk about supportive care in lung cancer treatment, and I think for our audience the first thing that 
we might want to try to do is define supportive care.  What do we mean by that?  How is that different from what someone 
might call treatment?  And is supportive care in your views the same thing as palliative care, which also comes with a range 
of definitions these days.   
 
So I thought, Eric, I'd open with you answering your thoughts about that, and then, Niki, to you as well.   
 
Dr. Roeland: 
So there's a lot of discussion about palliative care versus supportive care and what it is, and there [are] a lot of people who 
feel very heated about this and the definition, and I think it's actually quite confusing.  What it means to the patient and 
what's important to the patient is there's an added layer of support that's available to the patients and families to help 
maximize quality of life so that patients can live well, have their symptoms controlled and live as long as possible feeling as 
good as possible.  
 
Niki Koesel: 
I would agree with Eric.  I think it goes on debated right now across the country, and people that have their certain opinions 
about supportive versus palliative care are very committed to their views object that.  In the institute that I'm at we are—
are department of palliative care, and I really see that as a part of supportive care.   

One of the areas of culture that we're trying to change at our oncology center is to make sure that, quote, best supportive 
care, which historically used to be used at the end of a treatment option, is now—really should be offered the entire 
spectrum of a cancer diagnosis and course.  Palliative care defined and recommended by ASCO, by NCCN really makes the 
recommendation that at the time of advanced illness diagnosis or at the time of high symptom burden that palliative care 
becomes integrated in someone's—in someone's course.   

So I agree with Eric.  It is something that really is looked at as an extra layer of support.  As I tell my patients every day, 
we're here for walking the road with you regardless of the terrain that you may hit, whether it's up or down or sideways.   

And then I do, I do still continue the conversation about differentiating palliative care from hospice and end-of-life care.  
That's an ongoing topic of conversation across our medical professionals as well as our patient population.  One thing that 
we always say is hospice is always palliative care, but palliative care is not always hospice.  They do share the same 
philosophy around the whole person and in quality of life, definitely a different time frame of access, so there is a definite 
differentiation.   
 
Meg Maley: 
Niki, could you give an example of how a palliative or supportive care program might get involved with someone who is 
newly diagnosed?   
 
Niki Koesel: 
Absolutely.  The way that we have defined our program here at my site is at the time of certain diagnoses around 
high-risk—what we would consider high-risk cancer diagnoses, so a patient with unresectable pancreatic cancer or a 
patient with advanced-stage lung cancer, that is anticipated to have multiple symptom issues to deal with, we actually get 
involved very early.  And the way that that happens is the treating oncologist can offer this level of service to their patient 
as a consultation and just as part of the medical team.   

I think it has to be truly imbedded to be integrated.  I think when patients feel that they have to go to a separate team or a 
separate set of—a separate institution, per se, it may not feel like—like truly part of the medical—the medical plan of care.  
But what I've seen the most success in is patients that have access to a palliative care consulting team that is truly 
imbedded within their treatment facility.   
 



Meg Maley: 
Great.  And, Eric, do you find that your program gets involved with patients across the continuum of care?   
 
Dr. Roeland: 
Yes.  So I—the challenge here is waiting for a medical oncologist to recognize that people have needs or symptoms out of 
control, and so I really encourage patients to advocate for themselves and independent of their stage cancer diagnosis.  If 
they have symptoms that are out of control or they're not achieving their quality of life, they should have access.  They 
should have access to palliative care.   

Yes, I agree, ASCO has defined our service by Smith and colleagues as all patients with advanced cancer should have access 
to palliative care, but they also highlight that anyone with symptoms out of control or who is not achieving the quality of 
life should also have access.   

So I have patients, for example, with breast cancer who are going through curative chemotherapy that may not be 
tolerating their chemotherapy well because of nausea or neuropathy or what be it, and we are—we have the expertise to 
make that experience better.  There should not be suffering during that journey, and really the best way to make this 
change is for patients to advocate for those changes.   
 
Meg Maley: 
That's great to hear, and it's bringing up a point that we discussed in advance of this a bit, but the concept of physical pain 
versus suffering, which can be layered atop the pain, right, the emotional burden that accompanies physical pain, and also 
the concepts of healing versus curing.  And you both walk very directly down the path, the path like you said, Niki, goes 
forwards, backwards and upside down sometimes.  Patients are sometimes juggling those concepts as they travel their 
cancer journey.   

Eric, do you have any thoughts on how you would position yourself in the space of healing versus curing, or how you 
approach patient care from that perspective?   
 
Dr. Roeland: 
Well, I feel like Randy could help us out more here as a patient because the patient's perspective is actually what it's all 
about, and until we recognize and focus on the patient and put them first, we're never going to really understand what 
healing truly is.  So, Randy, do you have thoughts on that?   
 
Randy Broad: 
I have many thoughts.  Thank you for asking.  One of the challenges when we're first diagnosed—I'm going to start there 
because we talk about the journey, and a journey has to obviously start someplace—most cancer patients that I have talked 
to are a deer in the headlights when they hear those words "you have cancer."  And so with that we don't even really know 
what questions to ask, and it's really challenging, you know.  From finding the right doctor you want to be treated with to 
understanding what the treating protocols they're prescribing and the steps that are going to take place is a very 
challenging and a daunting experience because there's so much anxiety and emotional aspect that's already underlying 
that when you hear them—you know, when you hear them say what they're going to prescribe, you hear—it's like having a 
bad cell phone reception because you hear like every third word because your mind goes elsewhere.   

So it's, you know—but to your point, it's very important for patients to advocate for their care.  I push for this all the time 
whenever I'm addressing a patient audience and/or any healthcare community.  I believe that that is at the first and 
foremost area that we need to start.   
 
Dr. Roeland: 
Yeah.  So I think one thing that you're describing, Randy, as really important is oncologists, we're under incredible pressure 
to not only deliver bad news but also develop a plan and describe the risk/benefits and alternatives associated with that 
plan, usually imbedded within a 30-minute appointment.  Sometimes we get an hour for a new patient, but it's a lot to 
cover.   
 



And I've had patients describe kind of what I would say as like being hosed down with a fire hose with all this information 
and not being able to really catch a sip of water of any of it.   
 
Randy Broad: 
Mm-hmm.  That's a really good an analogy.   
 
Dr. Roeland: 
Other patients say, you know those characters from Charlie Brown, they hear that wah-wah-wah, that sound is—that's 
what the oncologist sounds like after that word "cancer."   
 
Randy Broad: 
Right.  No, it's very true.  It's—again, I don't think I was atypical at all.  I think that this is—it is a challenge.  I made a point of 
always taking somebody with me to these appointments so I had an extra pair of ears, so that I could ask them afterwards, 
did I really hear him say I'm going to die in the next year or two, and that was what one of the early doctors that I fired told 
me.   

And again there's—every doctor is different.  I can't imagine doing your job because of what you have to see and tell people 
every day.  I mean, it's a very—it's really—it's challenging on both sides.  There's no doubt about it.   
 
Dr. Roeland: 
Yeah.  So what I do with our trainees, so both the oncologists and palliative care providers, is based off patients’ 
experiences.  What we encourage and train our trainees to do is after you deliver a message such as "you have cancer," 
that's the point where you're supposed to stop speaking and listen.  And then… 
 
Randy Broad: 
Yeah.  I remember asking my doctor later on in the process how much time he was given—or how much training he was 
given in college during his medical degree to learn his bedside manner, and he held up his hand and he goes (indicating) like 
that.  So I think that is probably—I mean, he just happened to be somebody that got it and was good, but I certainly had to 
go through—I had to go kiss a few frogs at the beginning to learn who he was.   
 
Meg Maley: 
Well, and certainly, you know, "you have cancer" is a particularly poignant point in time, but those points of heightened 
vulnerability don't occur just once on this journey, right?  So the end of treatment for many can be a time of high anxiety.  A 
point where you're told maybe your cancer has returned can bring a flood of emotions as well.   
 
And, Niki, I wonder if you can speak to that a bit, you know, in the context of this idea of healing versus curing.   
 
Niki Koesel: 
Absolutely, and speaking from the old nurse's textbook that—you know, the theory of total pain I believe in a hundred 
percent, which is, of course, means pain that comes from the physical being, emotional, psychological and spiritual.  And 
one of the roles that I see for myself and my team in palliative care is really around coaching our patients and helping to 
empower them with what questions to ask when they go to their medical oncologist.   

I can share certain things with them, but as all patients would want, they want to hear certain details and options from that 
treating physician.  And so I think when it comes to that healing—I'll get back to that for a second around this total pain—it 
really is about, like Eric said, kind of shut up and listen.  We have to truly get to what's important to our patient as a human 
being, not necessarily always as the patient with lung cancer, the patient with cancer, but what means healing to you 
because it is probably going to be different than what healing means to me.   

And some people may think cure is healing, some may think that something totally different is what would heal them.  
Many times I find in that type of high—that time of high vulnerability that healing represents, you know, family 
relationships coming to fruition or to enclosure, and really the cancer journey becomes almost a symptom.   
 



So if we do have the time to stop and listen to what they're actually going through, I think that helps us understand what 
their goals are and what healing means to each individual patient.  But I agree that you really—patients don't know what to 
ask.  They—I tell the students that I teach, I always say respect the crisis.   

Every time a person walks into a building with the word "cancer" above the door, there's some type of crisis going on inside 
for them.  It could be following a scan, it could be a first time of infusion, it could be afraid that they've had a recurrence 
after being, you know, no evidence of disease, and so we have to be able to respect that and normalize it to some extent 
and be empathetic.  So it's all about what it is for the patient.  We can't define it ourselves.   
 
Randy Broad: 
I was fortunate in my first meeting with my oncologist who I chose, I had an hour with him, and I remember at the very end 
he says, “Do you have any questions?”  I said, “The only question I have is the questions I don't know how to ask.”  And he 
said, “That's a good question.”  And so that's really important because we really—I think most patients that hear those 
words have no clue what—where they're at or where they're headed.   
 
Dr. Roeland: 
Absolutely.   
 
Meg Maley: 
Kind of taking us a little deeper dive into the actual patient experience, could we talk a bit about the challenging symptoms 
and side effects that people with lung cancer experience, maybe identify those first, and then talk about treatment and 
what's happening for people in the world these days.   

Eric, I really loved what you said about some people still believe they should have to experience nausea, and it's just not 
true anymore.  I think that's so empowering for people to hear.  So maybe starting, you know—let's start with nausea and 
vomiting and work through them, and I ask you both to just comment from your different disciplines and organizations.  
But what's happening with symptom management these days?   
 
Dr. Roeland: 
So there's a lot.  It's actually quite exciting, and I think we can start with the two most common concerns that patients have 
who are going to receive chemotherapy.  And we should be clear that there [are] some patients that don't need 
chemotherapy because they're in a more—an earlier setting, and we have cancers treated by surgeons, treated by 
radiation oncologists and then, of course, medical oncologists.   

But for those patients that do require chemotherapy the two biggest concerns are hair loss and nausea, which is I think 
based off of history where we've done [poorly] at treating nausea.  But in the last 30 years, we've developed 
evidence-based guidelines where we give medication prior to patients receiving chemotherapy to avoid the experience 
altogether.   

And so what we do is we've placed chemotherapy into three risk groups, and based on what chemotherapy you get they're 
either at high, moderate or low risk of developing nausea.  And then if you are at high risk, you get three drugs before 
chemotherapy.  If you're at moderate risk, you get two drugs before chemotherapy.  And then if you're at low risk, you may 
or may not need something.   

I want patients to know that we have new, effective treatments that continue.  In fact, there's a recent one—there [are] two 
drugs that were recently approved in the setting in the last six months.  And I also want patients to recognize that there are 
individual risk factors outside of the chemotherapy itself that places specific patients at higher risk than their peers.   

So a couple things.  Just because your friend or relative got chemotherapy and got nauseous doesn't necessarily mean you 
will, because their chemotherapy may be different, and their personal risk factors are different.  In general, the patients 
that get nauseous with chemotherapy are young women who don't drink and have a history of motion sickness or history 
of sickness with pregnancy.   

If you have those risk factors, you need to let your—your oncologist know because it might be that instead of treating with 
you only two drugs before chemotherapy we might use three instead.  And, interestingly, this is the only time where a little 
bit of alcohol consumption, and I stress little, may actually protect you from getting nausea.   



 
Meg Maley: 
That's fascinating.  That's on my note pad.  Do tell more.   
 
Dr. Roeland: 
The other drug that recently has been evaluated and has wonderful evidence, which is now part of our NCCN guidelines, 
the national guidelines in terms of antiemesis prior to chemotherapy, is a drug called olanzapine.  Olanzapine is also called 
Zyprexa, and people when they hear this drug get very concerned, because it was initially studied as an antipsychotic.   

I want patients to recognize that if they have bad nausea that they should not be afraid of this drug.  It's available in smaller 
doses than we use for patients with psychosis, and because it hits multiple receptors in the brain it's actually very effective 
at treating—not only preventing nausea but treating it when it occurs.   

So if you're having very bad experience despite all the guidelines that we have and are receiving appropriate 
pre-treatments and your providers mention that they want to use olanzapine, don't be afraid of it.  It can be very helpful.   
 
Meg Maley: 
The way you're saying that gives me confidence.   
 
Dr. Roeland: 
Yes.   
 
Meg Maley: 
If I was a patient and you told it to me that way, that would be powerful.   
 
Dr. Roeland: 
Well, the problem is they go home and then they read the back of the box, and then they freak out.  But I will tell you, we 
have actually studied this in thousands of patients in Phase III studies, and there's better data on this than a lot of the 
things that we do, so I just want people to know that there are tools out there, and our arsenal for antiemetics continues to 
grow.  And just be sure to tell your provider if you're worried about it and if you have risk factors, and then have them 
explain what their plan is to prevent you from having that experience.   
 
Meg Maley: 
Wonderful.  And, Niki, maybe a kissing cousin to nausea and vomiting, cachexia.  Could you talk a bit about what it is and 
how it's treated these days and what patients could expect?   
 
Niki Koesel: 
Absolutely.  And I appreciate your bringing up the olanzapine because we fight that fight a lot, but we're definitely on 
board, so we're excited to do that.   

You know, it's interesting, and I wanted to point out about the symptoms, and I think cachexia and nausea in addition to 
other symptoms fall into this.  A very well-known palliative care leader in our country said it.  The oncologist holds the key 
to treatment, and so a lot of times patients will withhold their symptom reports to their oncologist.  I will tell you as a 
palliative care provider we don't hold the key to treatment, so we do get a lot of kind of what the good, the bad and the ugly 
is.   

So I would echo what Eric's saying, that encouraging patients to please tell their treating physicians what they're 
experiencing doesn't necessarily mean their disease is progressing, it doesn't mean their medication is not working.  It 
means that we need to let someone know so that we can help you feel better.  But I think because of that key to treatment 
a lot of people withhold some of their actual distress, and then that obviously negatively impacts their quality of life.   

In cachexia and any kind of appetite or weight disturbance or alteration, that is definitely true.  I will have patients come 
into our palliative care clinic with layers and layers of clothes on following their medical oncology visit, and they'll say that, 
you know, they were terrified about losing weight, and they were terrified of their oncologist knowing that they had lost 
weight because they were afraid that was a sign that their cancer was worse or that they would stop treating with the 



chemotherapy.  And so again this is very important, first of all, for patients to report any kind of appetite changes, taste 
changes, any kind of GI disturbances that could lead to cachexia.   

Most recently I've done some research in this area, and, you know, I truly believe that there are different phases of 
cachexia, kind of that pre- or high-risk patient, that patient admitted having weight loss, and then of course that group of 
patients that are what we call refractory cachexia, that that patient may need more of a comfort-directed or 
symptom-directed approach.   

But there are new medications that are on the market or coming on the market through studies right now that are looking 
at different types of receptors to stimulate the appetite.  There [is] some early evidence to show that this is improving with 
body mass.  You know, the thing about cachexia is I truly believe that it is the key to many issues around quality of life.  
Especially here in the United States we link food to happiness and to love. And so lot of times when people are losing 
weight, they don't feel like eating or they're nauseated related to their eating.  They feel like a failure.  Caregivers feel that 
they're not supporting their loved one well, because they're not tolerating their food or they're losing weight.   

So cachexia really holds such a heavy burden for patients as well as families and caregivers.  So I'm excited to know that 
there are more pharmacological treatments that are on the way to be able to address these things.   

I'll tell you, though, that we also in my setting we imbed our registered dieticians daily.  We feel like their role around 
coaching for different types of meal preparation, eating small meals throughout the day.  I always tell my patients never 
miss a chance to eat.  Always have something with you.  So there are ways to avoid this.   

Again, just like nausea in my perspective it's all about talking about it earlier, talking about the patients at highest risk, and 
then also trying to prevent these issues rather than react to them.  But it definitely can impact, negatively impact quality of 
life, so it's something that we want to put a lot of attention to.   
 
Meg Maley: 
And can you say some of those drugs that you do find helpful?  I know, I've heard of something, I believe I'm pronouncing it 
correctly, anamorelin, is that one… 
 
Niki Koesel: 
Yes.   
 
Meg Maley: 
…on the way or on the market?   
 
Niki Koesel: 
Yes.  It has been through some studies, and we're looking at it.  It was targeted to the ghrelin receptors, which stimulate the 
appetite.  Again, it is something they're seeing some lean body mass improvement.   

There's more work that needs to be done around anamorelin to determine how that affects the overall functional status 
and other issues around quality of life. But in my clinical experience when patients start feeling a change in their appetite 
those other indicators around their quality of life improve as well, because once they're able to eat or they want to eat it 
brings back a social interaction that they maybe used to enjoy for quality of life experience as well as just feeling like 
they're able to maintain their weight and their strength and their energy.  So any—any opportunity in that area can be very 
helpful.   
 
Randy Broad: 
One drug that I had to go on after my radiation treatment was prednisone, and for those who don't know—obviously, I 
mean, everyone in this group does, but anybody that's listening in, it's steroid, and actually gained weight by taking that.  
I'm just curious to hear, where does that fit in?  Like I say, I—at the time where I didn't have a lot of appetite I actually 
gained weight.  Is that—where does that fit in?   
 
Dr. Roeland: 
I can take that one.   



 
Randy Broad: 
Thank you.   
 
Dr. Roeland: 
So just take a step back.  Niki pointed out some really exciting things, but just so everyone makes sure they understand 
what cachexia is, because many people miss pronounces it, everyone says ca-chek-zia.  So cachexia is different than 
anorexia.  Anorexia is—not anorexia nervosa, which we know is a different situation, anorexia by itself is meant to say that 
patients don't have a desire to eat.  Okay?  So I think that's important first to know what anorexia is.   

And then cachexia is a metabolic syndrome associated with cancer, and in this syndrome we see weight loss, but we also 
see changes in body composition and decreases in functional status.  And I think it's important for people to realize that 
this weight loss syndrome is not your typical weight loss.  And I really encourage patients and families to read a little bit 
more about it because, as Niki pointed out, frequently family wants to love on you, and that is usually expressed through 
food. And, unfortunately, when patients are experiencing cachexia and having anorexia, it's a much more complicated 
situation, and oftentimes patients feel like they're being force-fed.  And we really want to avoid this from becoming a 
struggle.   

As far as the tools that are currently available, Randy mentioned steroids.  Steroids as a class have been used to help 
stimulate appetite for decades, and there [are] different types of steroids.  We typically use drugs like dexamethasone 
(Decadron) or prednisone (Deltasone), methylprednisolone (Solu-Medrol).  Unfortunately, these drugs, as patients know, 
have a lot of side effects associated with them, and if used for long periods of time place patients at higher risk of 
developing infections, also developing something called adrenal insufficiency where you can have—your body becomes 
dependent on these steroids, and you're unable to stop them.  And if used for over two weeks consecutively, we even see 
early weakness in muscles of the proximal legs and arms.   

So even though we know they work and they do—patients frequently describe having the munchies on them, 
unfortunately, we can't have everyone steroids due to all the complications.   

Another very important point about steroids now, especially for lung cancer, is our newest class of chemotherapy, the 
immunotherapeutics with drugs like pembrolizumab (Keytruda) and nivolumab (Opdivo), is these drugs, you can't be on 
steroids while you're getting those drugs.  Actually, it's contraindicated, so it's a little more complicated than we typically 
think.   
 
Meg Maley: 
And I definitely want to get to talking about some of the novel treatment and therapies that are coming or that are already 
here.  I thought maybe we could address a few more symptoms just in terms of latest treatment.  One that I know for lung 
cancer patients, and we talked about how these two might entwine, you know, shortness of breath can lead to anxiety, and 
anxiety can add to shortness of breath, and we can kind of get stuck in a vicious cycle.  And what are you both seeing 
available to people?  How do you counsel them to manage both of those symptoms?   
 
Dr. Roeland: 
So I think you highlight the key there, is that it's a cycle.  So patients who experience shortness of breath then become 
anxious, and they become anxious, it becomes shortness of breath, and it kind of spins out of control.  Very important with 
this particular cancer.   

Anxiety, we have great medications for that.  Many of them are actually in the same class as antidepressants, which help 
avoid anxiety, but then on top of that when you do experience anxiety there's a class of medications called 
benzodiazepines that are available.  I discourage the use of a drug called alprazolam or Xanax, because it's quick on and 
quite effective for patients but also quick off, and that quick off phenomenon if used repeatedly can actually cause more 
anxiety, not less.   

So my favorite benzodiazepine is something called Ativan or lorazepam, and I usually give that in addition to an 
antidepressant along with cognitive behavioral therapy.   
 



For dyspnea, which is shortness of breath, I want all our patients out there to know that the number one drug for shortness 
of breath is opioids, pain medications, and they're low-dose opioids.  Everyone is nervous.  They hear that word 
"morphine," and they think the worst. But actually we have studies that show that low doses of morphine over time can 
greatly improve that air hunger patients experience and are extremely safe and effective.   
 
Niki Koesel: 
And may I just add one of the things from a nonpharmacological kind of technique that we're doing a lot too is involving our 
rehab folks, our rehab colleagues, and doing something that sounds very common sense, but it's just called energy 
conservation techniques.  And there are things that we think that probably we would all be able to figure out, but actually 
therapists are actually able to go to patients' homes and help them learn to group the activities that they really want to do 
and maintain the stamina and the ability to get through those activities so that they can save their energy for those 
high-valued activities that they find important.   

So, you know, in addition to those medications, which I fully agree with, we use all of what Eric was describing, having 
someone help them focus on their lifestyle and how they function in their home actually makes a huge difference for 
patients as well.   
 
Meg Maley: 
Niki, Eric mentioned cognitive behavioral therapy.  Can you speak to how your palliative care service addresses the whole 
person from the perspective of how techniques you might use to help them with their mind and with their emotions?   
 
Niki Koesel: 
So we, you know, we do a lot within our own multidisciplinary team.  We have a licensed clinical social worker that does a 
lot of work, our chaplain support.  We also involve integrated therapies.  Healing touch has been something that we've 
seen a great deal of success with, to be able to calm a patient's mind and really focus on where their positive energy is.  
Again, it's not rocket science.  We go back to stopping and listening and getting to the heart of what's really going on for the 
patient.   

I'll tell you that it's not uncommon for patients with very advanced illness or multiple medical problems and we'll speak 
with them and just say, “How are you handling this emotionally?”  And they will say, “No one's ever really asked me that.”  
Everyone's worried about the tumor or the chemo or the new scan, and it's amazing the impact it has on patients and 
families when you stop, look at them in the eye and just ask them what's truly going on.   

Sometimes the anxiety is because of a fear of something that may not even occur for them.  It may go back to the nausea 
we talked about.  They may be so afraid of the physical reaction their body's going to have from chemotherapy that their 
anxiety is taking over. And then we may actually be able to calm them with education to know that they're not even at high 
risk and that we have medications to prevent these symptoms, and we can keep you comfortable while you're, you know, 
really aggressively treating your disease.   

Comfort and symptom management is not just for patients who are at the end of life.  People deserve this from the day 
they're diagnosed, and so we want to make sure that we empower them to ask for this and that they speak up if they're 
truly experiencing these issues.   
 
Meg Maley: 
I once heard fear defined as false expectations appearing real… 
 
Niki Koesel: 
Yes.   
 
Meg Maley: 
…and I have another teacher who once said if you want to find hell, get a future, and she's referencing exactly what you're 
saying.  A lot of times we're living in a future that may never come to pass, and we're sacrificing the current moment for 
that, and I see that a lot with patients as well.   
 



Randy Broad: 
I'd like to throw in one thing here.  Niki, you bring up a really—I think a really good point about healing touch.  One of the 
things that I sought early on during and especially through chemo was I made sure that I got either a massage, a facial, a 
pedicure, a manicure at least once a week.  And although I still had all the symptoms, the classic that you mentioned, the 
nausea and diarrhea, everything else, I felt that that helped a lot.  I also got acupuncture during time.  I couldn't tell you if I 
was better or worse because I took it, so—and I still felt fairly crummy, but I did think that for the most part that it did help.  
And I can't as a patient emphasize that enough.   
 
Dr. Roeland: 
So going back, I just want to make sure that we covered with cachexia there [are] two other drugs that people frequently 
say, and they're going to ask about them, so we might as well bring them up.  So we talked about steroids.  The other one is 
dronabinol (Marinol), which is… 
 
Meg Maley: 
I knew you were going to say it.   
 
Dr. Roeland: 
…it's an artificial form of THC, or marijuana, an active ingredient in marijuana, and then the third is something called 
Megace or magestrol acetate.  And the keys with those two drugs, both Marinol or dronabinol—you know, everything has 
two to three names to make sure all our patients are confused.  So Marinol, dronabinol or Megace or magestrol acetate, is 
that both of these medications are used in cancer but only approved for weight loss associated with HIV.  So frequently 
they're not covered when patients take them for cancer-associated weight loss.   

Also the type of weight gain that you get with Megace in particular is there is not an increase in lean body mass, the mass 
that matters most.  And so that and associated with risks of developing clots makes that particular medication difficult to 
use in the cancer setting.   

And then Marinol or dronabinol, being an isolated ingredient of medicinal marijuana oftentimes isn't as helpful for patients 
who frequently use medical marijuana and/or causes patients to become confused if they've never used before.  So it's 
something that I use very rarely just because it hasn't been very effective.   

Now, that said, there are a couple patients that swear by it, and I think it's worth a try if you're really interested in it.  But 
beware, it does have its own side effects, and some people don't find that entirely helpful.   
 
Randy Broad: 
And I can attest to that.  I had a close friend who was also a lung cancer patient who swore by it, told me I should try it.  I did.  
I had a horrible experience on it and would never touch it again.  So it is.  It's a patient-by-patient thing.   
 
Dr. Roeland: 
Yeah.   
 
Meg Maley: 
Patient-by-patient.  Go ahead, Niki.   
 
Niki Koesel: 
One other point that—and I actually ran into this today clinically, is patients that at the time of diagnosis that may be 
overweight or think that they're overweight, if they start losing weight, a lot of times they think, this is great.  This is kind of 
a positive thing that's going to come from this.  But as clinicians we have to pay attention to this as well, because as Eric was 
alluding to, they could be—they are losing the lean body mass, the type of their weight that we need them to retain.   

And so it's important that even if a patient thinks that their weight loss is positive, a positive experience, that's something 
that needs to be shared with the clinician because it's something that—we don't ever want to see weight loss during the 
treatment regardless of where you started.   
 



Meg Maley: 
Yeah.  Very interesting.  So I'd like to move us just for a couple of minutes just down the path of what's in the pipeline with 
regard to treatment without necessarily focusing on the details of the drugs themselves but perhaps speaking to the class 
of drugs that is now being commonly used, and are there any idiosyncratic symptoms and side effects that people could 
expect from—whether it's these new immunotherapies or other drugs that you all see coming.   

Eric, I know you were at ASCO this weekend—I guess that was the palliative care conference, but I know ASCO this year 
has revealed some great new information.  So maybe start with you, Niki, speak to that, and then Eric, if you have any 
comments.   
 
Niki Koesel: 
And Eric will be able to go into more of the medical work here, but, you know, as this more personalized medicine is being 
developed, especially around lung cancer, targeted therapies are becoming more of an option for patients, especially in 
advanced cancer.  And, you know, what I try to educate patients on that are going to be placed on these—and this is based 
on what we call the fingerprint of your tumor, which it's really looking at the molecular, you know, that really down to the 
nitty-gritty makeup of your tumor, and that helps your physician really figure out what you will respond to and what you 
may not, what you have an option for.   

And so the purpose of these therapies is really to be able to prolong survival but also focus and help maintain that quality 
of life.  From a quality-of-life perspective my observation is that the positive nature of this is overwhelming, that patients 
are able to be treated most—a lot of times with oral agents.  The toxicities are much lower.   

I will say the one thing that I have seen clinically come from immunotherapy that's a little different I would say is more of 
the joint aches and pain.  As Eric said earlier, you know, every palliative provider loves his steroids.  I'm sorry, Randy, but 
we usually love a steroid when it comes to pain.  We can't use steroids in this setting, so using other types of 
antiinflammatories, physical therapy, rehab services, very low-dose pain medications, opioids, we usually see some effect.  
But that's really been a unique—what I have seen as a somewhat unique symptom from this class of drugs.   
 
Dr. Roeland: 
So this class of drugs, immunotherapeutics, is completely unique and probably the most exciting thing that we have seen in 
lung cancer in a decade.  So everyone so should a discussion with their oncologist of whether or not they are appropriate 
for this.  And in contrast to the fingerprint, the DNA fingerprint of the tumor, where we're trying to target specific 
mutations, this is actually using your own immune system to fight the cancer.   

And the two drugs that have been approved in this setting is—the first one is pembrolizumab, which is a mouthful.  If you 
call it pembro your doctors know what that means.  And the other drug is called nivolumab, and I guess the name brand, 
which I didn't know until I just looked it up on my phone, is Opdivo.  And both of these drugs are in the same class but given 
at different time intervals.  One is every two weeks, the other every three weeks.   

The side effects associated with this new type of medication have to do with the fact that you are revving up your own 
immune system to fight the cancer, which can cause a bunch of inflammation disorders, which we as oncologists and 
medical professionals refer to as any itis that you can think of, but the common ones include colitis, different 
endocrinopathies, so we have issues with some of the hormones of your body.  And then, as has been pointed out, arthritis, 
dermatitis, these things have also occurred and are frequently seen.   

So when in doubt ask your doctor, but overall I would tell you that this medication class is a pretty well tolerated, and 
people are able to achieve a good quality of life while receiving them.   
 
Meg Maley: 
What might... 
 
Randy Broad: 
I have a question for you on that.  So, as you say, you're basically stepping on the gas pedal to rev up your immune system.  
How can you put the brakes on?   
 



Dr. Roeland: 
Yeah.  So actually what you're doing is you're blocking the blocker.  It's just like football where you block the blocker, so as 
the drug falls out of your—decreases in your system, that blockade occurs naturally again.   
 
Randy Broad: 
Okay.   
 
Dr. Roeland: 
So it's not like you're really stepping on the gas but rather decreasing the amount of pressure on the brake.   
 
Meg Maley: 
I want to kind of circle back to where we began and talk about the importance of communication between patients and 
their physicians and their nurses and their team and the importance of asking the right questions and knowing what 
questions to ask.  And I wanted to highlight a Washington Post article that Amy Berman wrote.  I don't know if you all are 
familiar with Amy.  She's a stage IV breast cancer, inflammatory breast cancer patient who wrote a letter to Medicare and 
Medicaid that was published in the Washington Post, and she's inviting Medicare and Medicaid to cover these difficult 
conversations, life-planning conversations that right now are not covered for doctors.   

And she chose to have that conversation at the beginning of her treatment, which is years ago now.  She has lived beyond 
all odds.  And she said from her perspective what was important was she came to understand that her priority was to seek 
a Niagara Falls trajectory.  And what she means by that is she wanted to feel as well as possible for as long as possible until 
she quickly goes over the precipice, which she knows someday for her will happen and that quality of life is much more 
important to her than quantity of days, especially if they're miserable.   

I'd like to hear from both Niki and Eric, but then I'd like to close with your thoughts on that, Randy, from your perspective.  
So, Niki?    
 
Niki Koesel: 
Sure.  So you know I just—I admire patients like Amy Berman, because I think that having patients speak out to our 
government and to our payers and to medical societies is the only way this is going to change.  In a world of doing more 
with less, my concern is that the quality time is going to continue to decrease.   

There's a lot of focus in most healthcare systems around share decision-making or anything that's care planning, and so I'm 
so grateful to hear her saying that.  And what I think that what we really need to do is normalize that conversation because 
now when you talk about—when you used words "advanced directives," "advanced care planning," people freak out and 
think oh, you know, am I dying?  And instead of us saying no we have these conversations with every person that we care 
for.  Because you are our most important priority, we want to know your goals, we want to know your wishes, and we want 
to be on your side regardless of where this road takes you.  And that's how—you know, we have the conversation on our 
team as soon as we meet patients, but that may be years or months after they've been diagnosed.   

So I always just tell people it's so much more helpful for them and their families to have these conversations before the 
crisis hits, because when you're able to think through what you value so much in a time that you're in crisis is you usually 
can't put your thoughts together.  You're kind of in that, you know—you're just in crisis, and so you can't interpret what you 
really want to say.  So doing that when you're actually feeling well is the best time to have these conversations.   

And I tell patients this is the best gift you can give your loved ones because if something were to happen, when something 
is to happen, they don't have to make a decision in isolation.  They can just serve as your mouthpiece and know that they're 
honoring your wishes.  So I think as long as we keep that focus on what the patient wants we're doing our job.   
 
Meg Maley: 
And in her case, she chose much less toxic treatment than was standard of care.  She chose just hormonal therapy and 
some monthly infusions for bone strength.  And she's since then, you know, ridden camels across the Jordanian desert and 
done all kinds of living with her cancer.  So, quickly, we have about a minute, a little more but—no, I'm just going to turn the 
floor to Eric and then to Randy.   
 



Dr. Roeland: 
You know, I think the important thing is we are complicated creatures, and we can hope and plan for emergencies at the 
same time, and so just avoiding those conversations is really putting off something that just doesn't need to happen.  And 
just remember that it's not one conversation, it's not one and done, but in fact it's a process, and the process needs to start 
early and often.  And if you can't have those conversations with your loved ones, ask us to help you.  It helps.   
 
Meg Maley: 
That's wonderful.  Yes.   

And Randy?   
 
Randy Broad: 
I agree heartily, and, you know, I think from a patient's perspective I approached it from the standpoint of the greater the 
obstacle the greater the glory in overcoming it.  It's really—I think that Molière said something to that effect if I remember 
right.   

And so that's—one thing that I think is important, cancer patients don't think so much about the destination as we think 
about milestones.  I don't know if anybody knows, Facebook has a new feature where all of a sudden there'll pop up a photo 
from your photo album from sometime in the past.  And just last week I was—this is the first time I saw it.  I was on my 
computer, and a picture of my daughter popped up from a few years ago. And I paused to reflect, because it was taken 
before she had graduated from high school, which she has now done, and she's gone to college.  She's even fallen in love for 
the first time and gotten herself a dog, and I—that's what's important.  That is what's really important.  It's not—it's not the 
big stuff, it's those small things that make it such a wonderful journey, and I'm grateful for the people that did what they did 
so that I could experience those—those milestones.  It's huge.   
 
Meg Maley: 
Yeah.  Those moments, right?  Those moments.  Thank you so much for sharing that story.  Thank you.  Yeah.  And I want to 
thank the full panel for your marvelous participation in this, for sharing all your experience and wisdom and guidance.  It's 
heartwarming for me.  My world has been oncology nursing for many years, and it's heartwarming to listen to you all speak 
to the multidimensionality of the people you're caring for.  So thank you, and thank you to our audience.   
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