From Quandary to Clarity in Relapsed/Refractory Multiple Myeloma:
Optimizing Treatment and Empowering Patients
Activity 3: Enhancing Shared Decision Making in Relapsed/Refractory Multiple Myeloma
Sandy Kurtin: Hello, and welcome to "From Quandary to Clarity in Relapsed/Refractory Multiple
Myeloma: Optimizing Treatment and Empowering Patients”—a 3-part educational series for
oncology advanced practitioners. I'm Sandy Kurtin, nurse practitioner at the University of Arizona
Cancer Center. And I'm joined by my 2 colleagues.
Kevin Brigle: Hi, I'm Kevin Brigle. I'm a nurse practitioner in the hematologic malignancies clinic
at the Massey Cancer Center at Virginia Commonwealth University.
Josh Epworth: Hi, I'm Josh Epworth. I'm a nurse practitioner in hematologic malignancies at the
University of Washington, Seattle Cancer Care Alliance in Seattle, Washington.
Sandy: In this video we'll be discussing the important role of shared decision making in the
treatment process for relapsed/refractory multiple myeloma.
Sandy: Let's talk a little bit about shared decision making as a model, or a process really, in
multiple myeloma, specifically in relapsed/refractory multiple myeloma. So we know that this is a
process that involves clinicians, patients, and caregivers really working together to help make
decisions, and we know that it's particularly important to patient and caregiver engagement in that
process. We understand that it plays a role in people being adherent to their treatment plan, and we
know that it's been correlated with patient and caregiver satisfaction, so they're feeling like they're
part of making decisions about their health, but there are several fundamental tenets and that means
that the patient is informed about the decision, meaning that we have to have clinicians capable of
providing the necessary data and information for those patients to make those decisions, that there's
a decision to be made, that we're informing them about risks and benefits of treatment, and we
know that they're able to understand what we're saying, and what kind of modality, and so we use a
lot of tools or other strategies; we're going to talk about those using some cases in a moment. But I
think we also make the assumption that clinicians understand patient-centered communication and
how best to communicate very complicated data, which we've talked about in the previous modules
in this series, to a patient and their caregiver so they can make those kinds of decisions.
Sandy: So one of the tools that is out there is called the SHARE model—SHARE standing for S,
Seek your patient's participation; H, help your patient explore and compare treatment options; A,
assess your patients values and preferences; R, reach a decision with the patient; and E, evaluate
your patient's decision.
Sandy: We know that we primarily talk about shared decision making when we're really talking
about treatment decision making, and that's particularly important where we have more than 1
reasonable option. And we've talked in previous modules about the difficulty we have in the
relapsed/refractory setting. With sequencing and knowing that there often are more than 1 option,
where no 1 clear option has an advantage. So we know there are good drugs, good combinations of
drugs, and sometimes that's tailoring that to the individual patient and balancing that risk and
benefit. There are a number of websites and strategies and tools that I know I use in my practice and
have the patients referred to or the advanced practitioners. For advanced practitioners, certainly we
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refer them to the APSHO website, the journal JADPRO. We know that ASCO sponsors Cancer.Net,
which is geared toward patient information, the International Myeloma Foundation, and the
Myeloma Research Foundation are great tools for both advanced practitioners and patients. So,
we're going to use a couple of cases to talk more about how you would apply all of this in using
shared decision making and patient-centered communication with specific types of patients.
Sandy: So the first case is a 66-year-old female. She has relapsed/refractory multiple myeloma,
started assessed stage II, IgG lambda, multiple myeloma. FISH revealed a gain of 1q and a
translocation of (4;14). Now, she's a very busy CEO, she travels internationally, so is always on the
go. She also splits her time between her residence in the East Coast and the West Coast, which is
not unusual in my state of Arizona, where we have a lot of retirees, and they come in the winter, and
they go back home to where they live in the summer. She was treated with a very standard 3-drug
regimen, immunomodulatory agent, proteasome inhibitor, and dexamethasone but declined to have
an auto transplant, and that was primarily due to her busy lifestyle and she felt like that she could
just not dedicate the time to transplant. So, unfortunately, after 7 months of a treatment break, we
see her moving up in her serum free light chains and M protein. So, she's ultimately now relapsed,
but still declining an auto transplant because she's still working. So this is a difficult situation where
sometimes what we might have recommended to a patient they choose not to do.
Sandy: So Josh, can you talk about how you would approach this case using the paradigm of
patient-centered communication and shared decision making?
Josh: Sure. You're right. She is in a significant, difficult position. She has a very aggressiveappearing disease, but also a series of lifestyle desires that don't allow us to take the aggressive
stance that we would typically like. I would open up the conversation with – and one of the things I
would like to put in is that our patients are infinitely better informed now through the resources that
you brought up than they have been in the past, so we have to be aware that they've been doing
some reading and are already coming in with some thoughts of what they like. But I think the first
thing is to find out what are her expectations of what we can do. And then once we have that
understanding, start having some conversations about what we can do for her based off of is it an
all-oral regimen that she's wanting? Is it an aggressive regimen that is broken between 2 facilities?
I'd really like to ask her some questions about what does she expect, what is she willing to do, and
what does she expect the outcome to be.
Sandy: Great, and, Kevin, how would you bring in other members of the interdisciplinary team,
and what other tools might you use in your practice in this situation for this patient?
Kevin: Yeah, I think the challenge here is that you pointed out she's getting the information from 2
sides of the country. Where we are in Virginia, it's very often, north/south we get situations like that.
And so, I think for starters, even to say, well, what have they told you there? And what do we know
here, so we're all on the same page to begin with, in terms of potential treatment options. And then I
think the other thing we would need to look at, and Josh pointed out, that whatever we choose may
not be what she would choose, and so she's looking at immediate things and one of the things I
think we would look at too on this patient is what are your long-term goals? Because the choice you
make now may not make those very tenable. And so I think that's the big thing right there. But
again, we use every member of the, basically, our care team as needed. I'm not sure what she needs
right now other than just information, strong information, again, that information which says, "Well
here's your long-term goals. And how do we meet those?”
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Sandy: Well, we talked a little bit about some of the online resources that are available. Are there
others that you use, Josh, in your practice for the multiple myeloma population where they might
get information perhaps from another patient?
Josh: Well, there's a great one. I like to use the Myeloma Beacon for a host of reasons. One, it's a
good layout, it is reasonable in its approach, it's got providers who specialize in multiple myeloma
who make commentary on it. So the statements that are made on it are a little more reliable than I've
seen in other places. And as far as official areas, I really like mSMART from the Mayo clinic
simply because the language is patient-centric and it is one of the great facilities in treating this
disease, and they are oftentimes coming up with the best new information, which patients are
always seeking at this point.
Sandy: And I know, Kevin, you're involved with International Myeloma Foundation. Talk to me a
little bit about some of those resources and patient-centric meetings that they have to help in this
situation.
Kevin: Right. And so the International Myeloma Foundation and the Nurse Leadership Board puts
out a number of important publications, which are directed toward patients. The International
Myeloma Foundation has a lot of understanding series as well in terms of a lot of different drugs
and things like that. And the other thing the International Myeloma Foundation does is they support
all the area support groups, and I forget the exact number of them now, but there's any number of
support groups in states and beyond going to the web and getting some good information from
different patients. You cannot beat what happens at those support groups as well.
Sandy: Just having that conversation about what might you do and what did I do and what was the
outcome really being able to see that.
Kevin: Absolutely. One on one. Right. And sometimes seeing someone who's gone through what
you're afraid of and is doing very well, it can be very powerful.
Sandy: Great, that's great. So let's talk a little bit, we talked a little bit about patients whose decision
might not be what we would decide, which is always a challenge, but we know there are a number
of barriers to patient-centered communication and shared decision making and there was an
important recent publication talking about this across all hematological malignancies, and they
categorize this into clinician-associated, patient-associated, and infrastructure- or facilityassociated. And we know the facility-associated infrastructure, a lot of that is time because these
conversations do take time. We've mentioned a few patient examples and then we know there are
others for clinicians in terms of just information exchange and then specifically treatment decision
making. So talk to me a little bit about, in your practice, what are the barriers that you see and then
also I want to talk a little bit about the struggle for having consistency of message across clinicians.
So, Kevin, let's start with you.
Kevin: Right? So I think when you look at that group, it is divided into patient and provider and
institution, but I think some of the things we have to look at too is dividing that a little bit
differently, into, what are modifiable things, what can we change, and what can't we change? And
you'll see on that group, there are things like cultural and religious. Well, clearly we're not going to
be able to change those things, but we should be able to work with those things. So, things that
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might be financial or transportation, those are the things we can probably work on. And that's
where, again, bringing in the whole patient team is really important. And so that's also the
importance of the tumor board where we have the social workers, and we have supportive care, and
we have all the different disciplines there to help with these particular cases that are going to be
really, really difficult.
Sandy: So we may have the regimen that we feel is best for that patient but logistically may not be
feasible for that patient, and therefore they choose not to pursue that because of the things that
you've talked about.
Kevin: Correct, so how do we overcome those challenges to give them the regimen that we think is
best?
Sandy: Great, and, Josh, tell me a little bit about your approach and how do you try to create this
consistency of message in your practice, so within at least in your own institution your message is
more the same than different for patients.
Josh: What we really look at, is, – we start with consistency of message in our own team. And
things modify constantly. And so it's very important, as the advanced practice provider working
with an MD, is that you are communicating frequently so that when if an email comes in to both of
you, it's very easy to give a response that is slightly different than what you're attending would do,
the attending that you're working with would do, and that can create some anxiety for the patient.
So I think making sure that you're meeting with the attending or the other physicians that you're
working with or the other APs and making sure you're onboard the same page. That's just in the
team, and then when we're talking about an institutionalized issue – the facility I work with in the
state, it has significant divide between urban and rural and a lot of our patients are over 65 coming
in a great distance to come into the middle of the city and receive treatment, which can be very
difficult for them.
Josh: So it brings up the question, can we reach out to satellite facilities? Can we utilize these
groups and communicate closely with them so that we're acting as more a consultancy group and
they're acting as the administrative group?
Sandy: So really co-managing these patients, but being sure that you're providing them with
adequate information so that there's continuity across the settings.
Josh: Exactly. And the last part I view is that in the state I work in, there are multiple language
groups, and we really want to make sure that we are utilizing official interpreters as opposed to
family members, that can create some friction in certain cultures, and it also can create
misunderstanding, and so we really reach out and say, let's make sure we're using the right person to
do the speaking between us.
Sandy: So that's really great information. So let's talk a little bit now about when you're talking
about outside institutions. I'm going to share a case with you now. This is a 77-year-old female
kappa light chain disease diagnosed in 2015 relatively refractory disease, high risk. She basically
has had multiple prior therapies in all of the different classes, lenalidomide, bortezomib,
dexamethasone, ixazomib being an oral proteasome inhibitor moving on to daratumumab as an antiCD38 antibody and was actually primary refractory to that antibody really emphasizing that there
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are those patients who do not respond to these newer agents. And so she's now been through really
all available FDA-approved therapy. She's 80 years old and her husband has Alzheimer's and she
feels like she needs to keep going and is very motivated and wants to seek out what's next. So this is
a difficult situation. She has good family support in her daughters. But talk about how you might
work with this patient who's 80 who's had a lot of therapy, but is otherwise in pretty good shape and
highly motivated, Kevin?
Kevin: Yeah, these are going be more and more challenging cases. And so I think the key here is
she's very motivated, so she doesn't want to stop therapy and she wants to stay basically around to
take care of her husband. And so to try and honor that, we probably need to find something to treat
her with, but at 80 years old do so in a way that's going to not make her nonfunctional so that she
can do that, and that becomes more of a challenge as you said; she’s been pretty much through
everything. And so perhaps we can also reach into our bag and grab some older drugs such as
cyclophosphamide, which is fairly well tolerated but does have some side effects and can maybe
potentially keep herself functional, and bring these up to her.
Kevin: I think the important thing here is too is that we are running out and she has gone through
many of these regiments very quickly. And if we've done our part, we've done some shared decision
making all the way through, and along that pathway have said, "Look, you're going through these
things and at some point we're going to be running out of the medications that we can use." And so,
you've already set her up for that time that that's going to happen, and the family as well. And so
hopefully, they're making some changes, some family choices as well to help with that.
Sandy: So talk a little bit more, Josh, if you will, about how do you integrate your interdisciplinary
team in helping people through these multiple transitions of care and bringing up and reminding
people about palliative care and supportive care and ultimately that this remains an incurable
disease.
Josh: Well, the palliative question is a great one, because there is a very common misconception
that palliative equals hospice, and that's partly our doing by not integrating palliative early enough,
that we have the opportunity to really integrate this team early on. So as Kevin was mentioning,
these are not new and frightening groups that are being brought in, these are not new and
frightening conversations. This is a reiteration of a conversation we've had multiple times. But I
think one of the questions to ask with this patient, and it kind of goes back to your question, is why
does she have to do this? What are her expectations? Can we have a conversation where she can
have confidence that her husband will be well taken care of if she's not there? Because as Kevin
brought up, the medications that we have, like cyclophosphamide are very good medications, but
they have significant side effects. And can she actually expect to function at the level that she wants
to for her husband and still be able to treat herself? So that would then bring in, do we bring in
chaplaincy and have the conversation, if that's relevant to her?
Josh: Really trying to meet her where her personal culture is and make her aware that she has more
than just herself to take care of it, and then try to make a determination of if she's bound and
determined to be there, try to find his, Kevin mentioned again that, what is the medication that will
hold this disease in place as best as possible and have the least impact on her quality of life?
Sandy: I think you bring up a really important component, both of you, is that we really need to
understand the patient beyond their disease, we need to understand their support system we need to
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understand their expectations, and what's driving them. We know there are people that just want to
see a grandchild born or a great grandchild a born or somebody graduate from college, or get
married. And so, really, what is that motivation for them to continue treatment and really
incorporating that interdisciplinary team.
Sandy: So let's shift gears and talk about a much younger patient. So case number 3 is a 59-yearold IgG kappa multiple myeloma, a male, and he's been living with myeloma for 14 years, so he
was diagnosed in 2005, he's working full time. He's the primary wage earner in his family. He does
have one adult daughter and he's had actually 2 transplants over the course of time, when we used to
do tandem transplants back then, and has gone on to have a number of other therapies including
immunomodulatory agents, proteasome inhibitors in really early and late development, and also has
had the anti-CD38 antibody, daratumumab most recently, but we're starting to see those light chains
ticking up.
Sandy: He does not want to have an allogenic stem cell transplant. And we can talk a little bit more
about that in general. And his primary concern is a health-related quality of life, and that he would
be unable to work after an allo transplant, and he's very concerned about family finances. So talk to
me a little bit about this patient and the balance of quality of life and are more aggressive therapies
for these patients who are 14 years out and have had multiple lines of therapy, Kevin.
Kevin: Again a tough case. And we understand his motivation. He's had this disease for a long
time, we've been treating it, he's been managing, we've been managing to keep him functional and
working and he probably assumes he'll be able to do the same again without a transplant. I think the
big fear we have when we see someone like this is even though they don't want to go through
transplant, that this because they may not be able to work later. This disease may progress and, by
the disease itself, make working not an option. And so I think I understanding this whole part and
that he needs to work. And so I think it really behooves us to try and find something then that will
work with that. We understand his motivation. So is it a clinical trial? That might be the best option
that we can get him to them as well—something that doesn't impact his time significantly. But he is
definitely going to need some type of novel treatment, and so doing that within the constraints of
his working and keeping insurance and things like that are probably the key thing here.
Kevin: And can I just say, get him in contact with our financial people as well for planning.
Sandy: Yes. Absolutely, and Josh, you're in a large center, and you run a lot of clinical trials, but
there are a lot of settings where you don't have access to a trial in your own center, and so
essentially you're going to have to travel for treatment in these cases where there isn't an available
FDA-approved therapy. So tell me a little bit about how you work in your setting with these
patients, in terms of shared decision making when it comes to a clinical trial.
Josh: Well, I guess the first thing is to figure out what their expectations are and what he's willing
to do, because – as you mentioned we have multiple clinical trials, some of which are highly
involved, some of which are not as highly involved. If his expectation is I can miss this day of work
and I can come in here at this time, then we can say, Okay, then this trial’s out of this trial, but this
still is an option, and then the question is finding out what are his expectations of what we can do
with a clinical trial? As you mentioned, he's had this disease for a long period of time. He might
have this expectation of, we've pulled him out of trouble before, we can do it again. And if that's the
case, we need to have a very frank conversation of the position we're in, and maybe that will help
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him modify his approach.
Sandy: Great. Thank you both for joining us for this activity.
Sandy: We're now going to talk about some PEARLs or a recap of key points and strategies for
practice application. Patient-centered communication is prerequisite to shared decision making.
Consistency of message across the entire interdisciplinary team is imperative to effective patientcentered communication and shared decision making in oncology. What can we do? We can
participate in continuing education programs or training sessions for communication skills. We can
catalog available resources in our practice, both human, digital, and print to support the patient in
shared decision making and seek out new resources such as those highlighted in this activity. We
can be open to patient decisions that are not what we recommend. And we can advocate for a
patient-centered communication and shared decision-making model in our practices by sharing
national guidelines and best practice strategies and models.
Sandy: Thank you for joining us.
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