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Abstract

Context.—Patients with cancer face symptoms because of disease and treatment, and pain is
common and complex. The opioid crisis may complicate patients’ and clinicians’ experiences of
managing pain in cancer care.

Objectives.—In our study of perceptions and experiences with palliative care (PC) at an
outpatient cancer center, we examined communication around symptom management throughout
cancer care, and pain and its management emerged as particularly salient. The objective of this
article is to describe, from the perspectives of patients, caregivers, and oncology health care
professionals, the role of PC in navigating the complicated dynamics of pain management amidst
the opioid crisis.

Methods.—A qualitative descriptive study with grounded theory components was designed to
investigate experiences with and perceptions of specialist PC and symptom management,
including pain. Interviews were audiorecorded and transcribed, and focused coding identified
themes related to pain and pain management from all three perspectives.

Results.—About 44 patients, caregivers, and non-PC health care professionals completed
interviews. Patients with cancer and their caregivers had many concerns about pain management
and were specifically concerned about opioid use and stigma. For patients, PC improved pain
management and helped to destigmatize appropriate pain management. Oncology clinicians
reported that partnering with PC facilitated complex pain management and also provided moral
support around difficult opioid recommendations for patients.
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Conclusion.—PC offers the potential to uniquely support both patients and other oncology
professionals in optimally navigating the complexity around pain management for cancer care in
the midst of the opioid crisis.
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Introduction

Methods

Despite its prevalence in all stages of cancer, pain remains undertreated.1~’ Management of
pain can be difficult because it is dynamic, complex, and multidimensional. Cancer pain
affects symptoms such as fatigue, insomnia, and inactivity,1~58-13 affects mood, emotional
stability, and psychological well-being, and impacts caregivers and social relationships.
1-5.8-14 Degpite the goal of tailoring pain management to each patient,>%:12 patients report
that their pain is often not taken seriously.2-35:11.12 Barriers to optimal pain management
include lack of access to pain specialists, patient and family concerns about pain
medications and side effects, and health care professionals’ lack of knowledge or reluctance
to prescribe opioids.3-5:10.15.16

Pain management for patients with cancer has been further complicated by the opioid crisis,
with mounting uncertainty about how to provide appropriate management of pain while also
balancing risks for opioid misuse in a population that is surviving longer.1>17-19 patients
with cancer are typically excluded from opioid risk analyses, limiting data that could inform
best opioid practices for this population.2%-21 Although cancer-related pain remains exempt
from many restrictions, the full effect of this crisis on the experiences of patients with cancer
is unknown.19:22-24 A recent study considering the role of opioid stigma on patients with
cancer found that many patients had concerns about addiction, and some reported stigma-
related behaviors, such as taking less opioid medication than needed.?> Another study found
that patients reported similar behaviors to minimize opioid use, even some that were
potentially unsafe.24

The specialty of palliative care (PC) is expanding its role in symptom management and
increasingly comanaging patients even during active treatment.26-30 This specialty has the
potential to help address the long-standing challenge of pain management in cancer that has
been further complicated by the opioid crisis. Through in-depth interviews with patients,
caregivers, and cancer health care professionals, we assessed perceptions of and experiences
with the role of PC in managing pain in individuals with cancer.

Study Design

This is a qualitative descriptive study with grounded theory components.31:32 The
overarching goal of the project was to understand patients’, caregivers’, and cancer health
care professionals’ experiences with PC and symptom management. When asked about pain
and symptom management in general, use of opioids and the crisis of opioids were
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spontaneously mentioned by many participants. After bringing up these themes, participants
were further prompted to elaborate on the subject by the interviewer, congruent with
inductive interview methodology standards.33 Although this study was not designed
specifically around pain management or opioids, during data analysis, we noted the
persistence of these themes in multiple interviews, calling attention to the role of PC in
managing pain in the midst of the opioid crisis. Therefore, this article reports specifically on
the findings about pain, opioids, and pain management.

Recruitment and Population

Recruitment was conducted at one outpatient cancer center that offers care to patients with a
variety of solid organ tumors and hematologic malignancies and those needing blood and
marrow transplants for other blood disorders. PC services consist of visits with PC
physician-nurse team. Patients are typically referred to PC by their oncology team, and their
colocation allows for coordination of specialty PC appointments with other cancer care
appointments. Eligible patients included patients receiving care at the clinic, with varying
stages of disease. The vast majority of patients participating in our study were undergoing
active treatment; a few were no long receiving curative treatment or were managing ongoing
symptoms while in remission. Eligible caregivers included family or friends who
accompanied patients to their appointments; caregiver relationships with patients included
spouse, child, sibling, and friend. In our study, only a few were paired dyads; most
participants did not have a connected caregiver or patient partner in the study.

Patients and caregivers were purposefully recruited with varying levels of exposure to PC for
maximum variability of attitudes and experiences with PC. Our targeted sample size was
guided by prior qualitative work indicating that code saturation (in which no new themes are
emerging) usually occurs around nine to 10 interviews.3# Most patients and/or caregivers
were recruited at either an initial appointment or a subsequent appointment with PC. We
purposively recruited a minority of disconfirming cases,3® which included two caregivers
after death of the patient, both of which had seen PC, and one patient and one caregiver who
had never seen PC. Researchers partnered with PC nurses to identify patients and/or
caregivers willing to participate. In most cases, a PC nurse approached potential participants
during visits with PC and explained the study objectives. If individuals demonstrated interest
in participating, a study member contacted them to further explain the study and obtain
informed consent.

Eligible health care professionals included non-PC professionals. We used a maximum
variation purposive sampling strategy to recruit a wide range of professionals capturing
perspectives of clinicians who have the ability to refer patients to PC, while also capturing
the perspectives of other cancer care professionals (e.g., hurses, pharmacists), whose vantage
points and proximity to patients are different. Specific roles are not included to maintain
confidentiality. To recruit health care professionals, flyers were displayed in common areas
throughout the cancer center with information about the study and contact information of the
research team. Professional contacts also sent electronic mails to non-PC professionals to
facilitate recruitment. Interviews were scheduled at a time and location convenient for
participants.
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Data Collection

Semistructured and audiotaped interviews were conducted with participants from June to
December 2018 and ranged from 9 to 71 minutes. Two interview guides (one for patients
and/or caregivers and one for health care professionals) were developed to elicit participants’
experiences with and perceptions of PC (see Appendix for full guide). All interviews were
conducted in person, with the exception of one phone interview, requested by the participant.
Written informed consent was obtained from all participants before the interview. Patients
and/or caregivers who participated in the interview were offered a $30 gift card. This study
was approved by the university’s institutional review board.

Data Analysis

Results

Interview transcripts were deidentified and verified against the recordings to ensure
accuracy. Data analysis followed the principles of qualitative descriptive grounded
theory31:32 and followed a series of steps to ensure rigor.3® Initially, three investigators,
whose backgrounds in sociology, psychology, and clinical nursing facilitated a
multidisciplinary approach, independently coded a subset of six transcripts. During this
initial open coding, the research team created an audit trail by documenting preliminary
codes and engaging in reflexive discussion around how perspectives impacted
interpretations.36:37 The team had a series of meetings to review the concepts and resolve
questions, arriving by consensus on two codebooks—one for patient and/or caregivers and
one for health care professionals. Each transcript was assigned a primary coder and reviewed
by a second coder. All questions about codes were resolved through discussion. The coding
process was managed using NVivo 11 qualitative software (QSR International Pty Ltd
Victoria, Australia).38 For this article, focused coding3! was conducted on data in the pain
management codes to identify the themes presented later. Focused coding is a type of coding
in grounded theory that is directed and focused on categorizing data based on thematic
content.31 This coding led to the themes presented here. Throughout the article, participant
quotes are presented with a randomly assigned two-digit identifier.

A total of 18 patients, 13 caregivers, and 13 health care professionals completed interviews.
During interviews, patients, caregivers, and clinicians were asked to talk about management
of pain and other symptoms they found challenging. Pain management was specifically
discussed in 14 of 18 (77.7%) patient interviews, nine of 13 (69.2%) caregiver interviews,
and 10 of 13 (77%) clinician interviews. Responses about opioids specifically occurred in
eight of 18 (44.4%) patient interviews, seven of 13 (53.8%) caregiver interviews, and seven
of 13 (53.8%) clinician interviews.

Later, we first present themes from the patient and caregiver data: stigmatizing experiences
around opioids, PC messages about opioids, and pain management with PC. This is followed
by the two themes identified in the clinician data: support for complex pain management and
potential over-reliance on PC.
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Role of PC: Patient and Caregiver Perspectives

Stigmatizing Experiences Around Opioids.—Patients and caregivers had many
concerns about pain management, including pain medication types and dosing, uncontrolled
pain, and how pain management would impact their relationships with their doctors. Patients
also shared experiences of stigma around opioid use. One patient described a stigmatizing
conversation with his pain management doctor about adjusting medications:

He asked me how much [tramadol] | had left [...]. He wrote the script for ten days
past where | was going to run out of pain meds and told me to stretch it. And that
was after he found out I had cancer again. So, I’m like all right, you’re going to tell
me after | start cancer treatments and stuff to stretch it?

—(66, Patient)

This patient was upset that given his diagnosis and pain; his doctor was asking him to stretch
the prescription. Interestingly, his assessment was that this frustration was related to the
broader crisis:

I guess they get so used to seeing pill chasers over there they treat everybody the
same way, whether you’re a cancer patient or not.

—(66, Patient)

A different patient shared that although she had not experienced stigma in interactions
herself, she was still concerned about how the crisis might impact her ability to access the
pain medications needed for pain management:

A lot of people out there, you know, this whole abusing the drugs. That makes me
mad because cancer patients like us and people who actually need them [...]. It’s
just what I hear on the news, or when | hear people around me talking about it.

—(19, Patient)

Other patients reported their own initial resistance to taking opioids because of fears and
perceptions about the wider crisis. One patient was asked where she had gotten messages
about opioids being bad:

From the media and even from doctors [...] Before | was diagnosed | had such bad
headaches that | went to the ER, and | feel like the ER was kind of like “we don’t
give opiates, just to let you know.” And I’m like “I do not want an opiate, | just
want the headache to go away,”[...]. And just even from doctors and stuff like that,
where “you can have this while you’re here, but you can’t have it when you go
home,” so it just makes you think like, you know, | don’t want to.

—(25, Patient)

This patient describes exposure to the opioid stigma before her cancer diagnosis, an
experience that, she later explained, shaped how she approached opioid use during her
subsequent cancer treatment.

PC Messages About Opioids.—Respondents also reported that after referral, their PC
team directly referenced the opioid crisis during conversations about pain management. For
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example, one caregiver said that her PC doctor said not to listen to what other people say or
what’s on the news about opioids—(75). In addition to descriptions of stigma, both patients
and caregivers explained how PC impacted both their perceptions of opioids and the
surrounding stigma:

It surprised us how much they actually cared about my sister and how much pain
she was in. It was the first time someone actually said “Oh, so you could use some
Oxycontin or Oxycodone. We can get your pain under control.” Because everyone
else, like her primary care physician, is like well, “I’m not giving you that. I’'m not
going to give you any opioids.” The big opioid scandal right now.

—(75, Caregiver)

People kind of think that you’re kind of chasing certain things if you kind of say
you’re in pain. There’s a lot of people who think that you’re using that as an excuse
or using that as a crutch [...] But here, with the palliative care team, I’ll say that
they didn’t have any hesitation to go ahead and put things in order or put things in
place.

—(93, Patient)

For Patient 25, who previously described the messages about opioids she received in the
emergency room before diagnosis, PC reframed her understanding of opioids:

It’s been kind of beaten into my head that opioid drugs are bad, [...] And I think it
was surprising to me that [palliative care] said that they use them and that they’re
part of what they use to make things better [...] They kind of had to convince me to
do that, and that it’s okay, and that it doesn’t mean you’re addicted, and that people
are on really high doses and still okay, and that kind of stuff.

—(25, Patient)

According to this patient, the approach of PC to opioids was surprising in how different it
was from other medical professionals. This patient, whose pain was not well controlled
before seeing PC, appreciated that her PC team could frame opioid use in a way that helped
her move past misconceptions.

Pain Management With PC.—Both patients and caregivers reported on their experience
with PC managing pain and the ways in which their management approach helped navigate
concerns about opioid use. For example, one patient shared:

And | don’t think that they’re loose with [opioids] at all. They started me off on
super, super tiny doses, and they asked about my background and all that kind of
stuff, too, just to make sure that | wasn’t a type of person that had an addictive
personality or something like that.

—(25, Patient)

For another patient, fear of abusing medicine drove his previous unwillingness to
communicate about his pain, and conversations with his PC team helped him communicate
honestly:
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Yeah, when I was in the hospital [...] they were like “do you need any pain
medicine?” And | was like “No.” And it was my first major surgery [...] | did not
want to abuse any medicine [...] But at the same time, I’ve realized [...] that’s why
they’re here, to keep you comfortable and make sure you’re okay. Now if I’'m in
any kind of pain | make sure I say I’m in pain.

—(38, Patient)

Patients and caregivers reported how detailed conversations during PC visits about pain
management helped them feel confident that they and their loved ones were using the safest
and most effective strategies, including when they were tapering off pain medication:

[Patient’s] biggest concern now is now that the cancer is ... she’s cancer-free, is
coming off the medications, and her biggest—our biggest concern is her
withdrawals and just getting her off. And they’ve been real consistent with giving
us a schedule, and why they’re doing it this way.

—(96, Caregiver)

Like today we were talking about potentially reducing my pain medication because
my treatments are starting to work my numbers are looking better. I’'m in less pain.
I’m not using the extra pills that I’ve been given for breakthrough pain and stuff
like that [...] they’re very good about, well, “how often are you taking this? You
skipped a pill—how do you feel?”

—(59, Patient)

Two other caregivers articulated the impact of the responsiveness of PC to patients’ concerns
about pain:

And | felt good about [palliative care] because as [patient] was describing the pain
that she went through, and how often and constant it was, they actually did
something to help that.

—(54, Caregiver)
[My mom] was actually taking more meds where she was really loopy and couldn’t
stand up straight and [PC] helped fix her medications, and made sure she got the

right thing so she was standing up and knew where she was going. Yeah, [PC has]
helped a lot.

—(85, Caregiver)
Although almost all patients and caregivers reported a positive experience with PC regarding

pain management, one bereaved caregiver did express initial frustration with PC over limited
pain medications for her mother:

I kept stomping my feet and saying | don’t understand. She has cancer. She’s not
being treated. She needs pain medicine. | don’t understand why we’re having to
fight about it ... So | felt like they missed the boat.

—(65, Caregiver)
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After a very long and emotional conversation with a nurse, this caregiver felt she was able to
better work with the PC team to adequately control her mother’s pain.

Role of PC: Clinician Perspectives

Support for Complex Pain Management.—Clinicians were asked about the
circumstances under which they would refer a patient to PC. Uncontrolled pain and pain
management were a clear trigger for referral:

The other thing is like to help with pain management. I’ve sometimes, you know,
acutely, I’m like | don’t know what to do. They’re on a long-acting pain med,
they’re on breakthrough, and they’re still having pain; any ideas or suggestions?
Because this is getting above me when we’re on three, four pain meds [...] I still
need some help.

—(53)

A number of clinicians shared they did not feel like they had adequate training and
experience to manage complex pain, but they saw PC as having specific expertise to manage
pain:

I don’t have really good experience switching pain medications to different

narcotics and then handling the toxicity of that and the overall picture. With

running the therapeutic plan [...], | prefer another set of eyes on the pain issues.

[...] And I feel a palliative care person might be better suited managing high doses

and switching to optimize the pain regimen better than the oncologists or any other

physician.

—(13)

Some clinicians identified opioids in particular as a salient factor in how they thought about
referring patients to PC:

[Palliative care has] probably seen a lot more patients with different types of pain
and may have different modalities that are maybe more outside the box, or that I’m
not thinking of to help address that patient’s pain or coping strategies. [Patients are]
not eager to be on opioids or that much opioid, so their quality of life is very
important, and a lot of times in these metastatic patients who are otherwise pretty
functional, that includes not being sleepy and tired from pain medication, so they’re
looking for other strategies.

—(12)
And as patients come to us on varying degrees of narcotics or whatnot, they’re able
to also assist us in assessing the status of their current regimen and whether there

needs to be any adjustments or keeping them on schedule or whatnot as they go
through.

—(123)

Similar to patients, clinicians recognized that in addition to expertise, PC also contributed a
thorough and holistic approach to pain management:
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There’s not enough time to go over just the pain alone when we see them. But
when we refer them to palliative care for pain, they’re able to go over the pain
symptoms and also the side effects from the pain medications like nausea and
constipation. And I feel like we get better control on the whole pain medication
regimen and also the side effect regimen better rather than we trying to do it in the
same visit in addition to the chemo, and so we’re talking to them about chemo, side
effects from chemo, prophylactic antibiotics, and then add pain regimen on top of
that with the long schedule, it just gets a little harder to focus on just pain alone.

—(99)

A number of clinicians, like patients and caregivers, appreciated the way that PC could
approach pain management in a tailored and intentional manner that improved patient
outcomes:

I think [PC is] really well trained and focused when it comes to those pain and
symptoms, that they know some tweaks that can be beneficial. And a month later
[patient] is calling me saying “[clinician], | had no idea how much pain I was in for
the past two years, and | had no idea how bad | felt.” Just being able to leave her
home is mentally freeing for her.

—(107)

Potential Overreliance on PC.—Clinicians also conveyed a degree of unease about their
requests to PC for support. One respondent shared a practice of referring to PC, with some
uneasiness:

We don’t really have a great pain service here, so | think sometimes we actually
probably abuse the palliative care system and over-refer for pain because we don’t
have good pain management.

—(62)

Another clinician mentioned another reason they refer to PC for pain management—as a
form of backup.

When we suspect there’s inappropriate pain med use we will bring [palliative care
...] When you have a patient who comes in who can only take Dilaudid,[...] I'm
going to have a little backup. That way 1’m not the only bad guy saying “No, I’'m
not giving you IV Dilaudid every two hours.” So that’s a little bit selfish on our part
that we bring them in to help be the bad guy in limiting pain meds.

—(80)

This clinician acknowledges that part of what makes pain difficult to manage is possible
inappropriate pain medication use. In this case, PC may be consulted to provide support to
limit access to pain medications.

Discussion

Managing pain in individuals with cancer is difficult and further complicated by the opioid
crisis. The objective of this study was to describe, from the perspectives of patients,
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caregivers, and oncology health care professionals, the role of PC in navigating the
complicated dynamics of pain management amidst the opioid crisis. Our findings show that
PC was used as a resource for both patients and clinicians to facilitate appropriate pain
management. Patients and caregivers reported receiving messages from PC that
destigmatized opioid use to control pain, often neutralizing previous negative messages
patients and caregivers had received about opioids from other sources. Respondents also
reported helpful and thorough communication with PC about medication options and
adjustment for pain management, including opioids.

Although researchers agree about the need to consider both individual and societal risks and
benefits of opioid use,3? navigating how to balance risks and benefits for patients with
cancer is particularly difficult given the symptom burden and lack of evidence about long-
term opioid therapy in this population.4941 Patients with cancer experience multiple
concerns regarding pain management and opioid use.2442:43 Qur article shows that patients
and caregivers believed that PC addressed many of these concerns, such as concerns about
side effects and fear of addiction, while also providing appropriate and tailored management
of patients’ use of opioids.

Other studies show that certain concerns, like worry and fear of addiction, are becoming
increasingly important to patients as they manage pain alongside cancer and treatment.24:43
Our findings add evidence of this shift, showing that the current opioid crisis is further
complicating these experiences of managing pain with cancer because they must wrestle
with not only pain and medication side effects but also increasing messages that opioids are
always bad and addictive, consistent with other research showing the influence and role
opioid stigma for this population.2> Conversations with the PC team helped to reframe these
messages and encourage appropriate opioid use for some patients with uncontrolled pain.
This function is important given that patients with cancer are affected by restrictions created
to address the broader opioid crisis, and exemptions are being implemented in inconsistent
and sometimes ineffective ways.1521.22

PC is also providing support for clinicians caring for patients with cancer. Clinicians
reported that PC offers pain management expertise and time to develop tailored plans and
could also offer backup support when it was appropriate but difficult to restrict opioids for a
patient. Although clinicians in our study benefitted from partnering with PC, some conveyed
unease about their own motivations for expecting PC to fulfill this role. This finding is
consistent with results from a recent study that showed PC clinicians believe referrals to PC
are sometimes motivated by a wariness about managing opioids in the current crisis.*4 Of
note, research from the perspective of PC clinicians on this topic report that PC clinicians
find opioid management in this population to be challenging and often do not feel equipped
or adequately trained to manage opioid misuse or addiction.144 Although PC clinicians
have reported confidence managing common misuse behaviors,*! there are ongoing training
needs and a continued dearth of evidence about safe opioid prescribing for this population.*>
Although our study provides evidence that, from the perspectives of patients, caregivers, and
other clinicians, PC is playing a helpful role, it may be that PC clinicians themselves do not
feel trained or equipped to fill this role. Our findings suggest that patients, caregivers, and
oncologists are looking to PC to help with opioid management and related issues. As others
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have written, whether it should fall in the scope of PC is a separate issue from the fact that
they are routinely confronted by these issues.*4

Our study has limitations. The study took place at one outpatient cancer center, and it is
possible that the role and relationships with PC may not be transferable to other settings.
The variation in types of professionals interviewed, while maximizing distinct perspectives,
prevents drawing any conclusions based on specific roles. Our study did not collect
prescription history or demographic information of participants, out of concern for
identifiability given the small sample, which limits our ability to speak to established and

serious disparities related to opioids and pain management between black and white patients.
46-48

Because our study was not focused exclusively on pain and opioid use, this may have limited
the comprehensiveness of identified themes. However, one of the strengths of our article is
its ability to demonstrate how salient navigating pain and the opioid crisis is for patients—so
salient that most brought up the topic without direct interview questions prompting them to
do so. Another strength of our study is the ability to capture the perspectives of different
stakeholders about the topic of pain management for patients with cancer.

Given the current uncertainties of how to provide appropriate pain management for patients
suffering from pain and accompanying lack of guidelines and research on opioids and cancer
populations,20:2140 jt js imperative that we continue to better understand patient experiences,
problems, and potential responses that can preserve optimal pain management for patients
with cancer. Further research is needed to assess how the opioid crisis is impacting the
management of pain for patients with cancer, including prescribing patterns, barriers to care,
dynamics between specialists, and patient and/or caregiver concerns. Future research should
study what factors impact patients’ experience of stigma and how PC can intentionally
address and respond to stigma around pain management and opioids in particular. A better
understanding of the experiences and perspectives of patients with cancer who misuse
opioids is also needed. Furthermore, research on patient and clinician partnerships to
understand the degree of alignment about perceptions of the risks of opioid use and/or
misuse and pain management satisfaction is warranted. Our findings suggest that the referral
and involvement of PC in the context of pain in patients with cancer may result in improved
pain outcomes and clinician support. Our research highlights that PC is an emerging and
needed resource for patients, families, and clinicians to navigate the complexity around pain
management in the midst of the opioid crisis.
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Appendix

PC in Oncology: Patient Utilization and Awareness Provider Interview
Guide

Thank you for being willing to take time to meet with me and participate in this study.

We are interested in learning about your perspective on PC and your views and practices
around symptom communication with cancer patients. This interview is entirely voluntary,
and you are welcome to stop it at any point. You do not have to answer any question you do
not wish to answer.

With your permission, | will record and transcribe our conversation, but what you share will
only be used in an aggregate or deidentified form (your name will be removed). The
interview will last 30-45 minutes.

Do you have any questions before | begin?

Training and Background

. To begin, can you tell me the title of your position and give a brief overview of
your responsibilities?

. Can you describe what a typical day at work is like?

- Probe as needed to gain a full understanding of their interactions with
patients and their scope of responsibility.

Experiences and Perceptions of PC
. Can you tell me the first time you heard about PC?
- Probe: who told you about it? What was the context?
. Did you learn about PC in medical school or in your clinical training?
- If yes, what kind of experiences did you have?
. What is your understanding of the differences between hospice care and PC?
. Have you or a family member had personal experience with hospice or PC?
- If yes, can you tell me more about that?
(For respondents who can refer [oncologists]):
- Have you referred any of your patients to PC?
¢ If so, under what circumstances?
¢ What has their experience been?

- What percentage of your patients see PC?
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- Have any of your patients followed with PC while they were still
receiving disease-directed therapies?
(If respondent cannot refer patients):

- Can you explain to me when a patient with cancer might be referred to
PC?

- How do patients and families react when they are referred to PC?
- In your opinion, what are the benefits that PC can offer patients?

If you had to explain to a patient and/or caregiver what PC is, how would you
describe it?

Do you think there are patients with cancer who could benefit from PC but do
not receive it?

- If yes, what do you see as the barriers to accessing PC for those
patients?

Any other final comments or impressions of PC that you think are important for
me to know?

Symptom Management + Communication

I would also like to ask you questions about symptom management and communication.

How do you communicate with your patients about symptoms?
- Probe: Can you provide a specific example?

Do you feel satisfied with communication around symptoms with your patients?
- Probe: What are the barriers to improved communication?

What symptoms are typically most problematic for your patients?

Which symptoms are most challenging to manage for your patients?

(For providers who have referred to PC):

- Do you discuss symptom management of your patients with PC
physicians after you have referred them?

- In your experience, are there any differences between how you
approach symptom management and how PC approaches it?

What changes and/or improvements would make symptom communication and
management more effective?

PC in Oncology: Patient Utilization and Awareness Patient and/or Caregiver

Interview Guide

Thank you for being willing to take time to meet with me and participate in this study.
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We are interested in learning about your perspective on PC and your perspectives and
experiences surrounding management of uncomfortable symptoms, including pain, nausea,
anxiety, and shortness of breath. This interview is entirely voluntary, and you are welcome to
stop it at any point. You do not have to answer any question you do not wish to answer.

With your permission, | will record and transcribe our conversation, but what you share will
only be used in an aggregate or deidentified form (your name will be removed). The
interview will last 30-45 minutes. Is it ok to begin?

Do you have any questions before | begin?

Experiences and Perceptions of PC
. To begin, can you tell me the first time you heard of PC?
- Probe: Who told you about it? What was the context?
. Have you had any direct experiences with PC?
- Probe: If yes, describe experiences. Who/what/when.
. Has anyone in your family had any experience with hospice or PC?
- Probe: If yes, describe experiences. Who/what/when.

- Has your own impression or experience been similar to or different
from those of people you know?

. If you had to explain to another patient and/or caregiver what PC is, how would
you describe it?

. From your perspective, is there a difference between PC and hospice?

. (For those who have had PC clinic visits):
- Can you remember your first clinic visit with your PC physician?
- How was it similar or different from what you expected?
- Did anything surprise you about your visits with your PC doctor?
- What is your favorite and/or least favorite part of the clinic visits?

- Has your perspective on PC changed at all since you have been seeing
PC providers?

- Are you currently undergoing treatments for cancer? What is your
understanding of how PC physicians work with your cancer doctors?

. What would you tell other patients about seeing the PC team?
. Any other final comments or impressions of PC that you think are important for
me to know?
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Symptom Management + Communication

I would also like to ask you questions about symptom management and communication.
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Are you satisfied with your symptom management?
(For patients who have seen PC)

- Who do you discuss symptoms with?

- How would you compare symptom communication and management
with your oncologist to symptom communication and management with
your PC provider?

Have you ever completed the Edmonton Symptom Assessment System (ESAS)?
(Show a blank ESAS)

- What did you think about the tool?

- Did you feel like it adequately captured your symptoms?

- Did it help you talk about your symptoms with your physician?
- How could the ESAS be improved?

What one change would make symptom communication and management more
effective?

Hackett J, Godfrey M, Bennett MI. Patient and caregiver perspectives on managing pain in advanced

cancer: a qualitative longitudinal study. Palliat Med 2016;30:711-719. [PubMed: 26847524]

. Beck SL, Towsley GL, Berry PH, et al. Core aspects of satisfaction with pain management: cancer
patients” perspectives. J Pain Symptom Manage 2010;39:100-115. [PubMed: 19879107]

. Kwon JH. Overcoming barriers in cancer pain management. J Clin Oncol 2014;32:1727-1733.
[PubMed: 24799490]

. Pargeon KL, Hailey BJ. Barriers to effective cancer pain management: a review of the literature. J

Pain Symptom Manage 1999;18:358-368. [PubMed: 10584460]

J Pain Symptom Manage. Author manuscript; available in PMC 2021 December 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Brooks et al.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

Page 16

. Luckett T, Davidson PM, Green A, et al. Assessment and management of adult cancer pain: a

systematic review and synthesis of recent qualitative studies aimed at developing insights for
managing barriers and optimizing facilitators within a comprehensive framework of patient care. J
Pain Symptom Manage 2013;46:229-253. [PubMed: 23159681]

.Janah A, Bouhnik A-D, Touzani R, Bendiane M-K, Peretti-Watel P. Underprescription of step Il

opioids in French cancer survivors with chronic pain: a call for integrated early palliative care in
oncology. J Pain Symptom Manage 2019;59: 836-847. [PubMed: 31707070]

. Klint A, Bondesson E, Rasmussen BH, Fiirst CJ, Schelin ME. Dying with unrelieved pain—

prescription of opioids is not enough. J Pain Symptom Manage 2019;58: 784-791. [PubMed:
31319106]

. Erol O, Unsar S, Yacan L, et al. Pain experiences of patients with advanced cancer: a qualitative

descriptive study. Eur J Oncol Nurs 2018;33:28-34. [PubMed: 29551174]

. Hui D, Bruera E. A personalized approach to assessing and managing pain in patients with cancer. J

Clin Oncol 2014;32:1640. [PubMed: 24799495]

Bender JL, Hohenadel J, Wong J, et al. What patients with cancer want to know about pain: a
qualitative study. J Pain Symptom Manage 2008;35:177-187. [PubMed: 18158232]

Schaller A, Larsson B, Lindblad M, Liedberg GM. Experiences of pain: a longitudinal, qualitative
study of patients with head and neck cancer recently treated with radiotherapy. Pain Manag Nurs
2015;16:336-345. [PubMed: 25532691]

McPherson CJ, Hadjistavropoulos T, Lobchuk MM, Kilgour KN. Cancer-related pain in older
adults receiving palliative care: patient and family caregiver perspectives on the experience of pain.
Pain Res Manag 2013;18:293-300. [PubMed: 23957019]

Korhan EA, Yildirim Y, Uyar M, Eyigor C, Uslu R. Examination of pain experiences of cancer
patients in western Turkey: a phenomenological study. Holist Nurs Pract 2013; 27:358-365.
[PubMed: 24121701]

Yates P, Aranda S, Edwards H, et al. Family caregivers’ experiences and involvement with cancer
pain management. J Palliat Care 2004;20:287-296. [PubMed: 15690831]

Paice JA. Cancer pain management and the opioid crisis in America: how to preserve hard-earned
gains in improving the quality of cancer pain management. Cancer 2018;124: 2491-2497.
[PubMed: 29499072]

Berry DL, Wilkie DJ, Thomas M Jr, Charles R, Fortner P. Clinicians communicating with patients
experiencing cancer pain. Cancer Invest 2003;21:374-381. [PubMed: 12901283]

Arthur J, Bruera E. Balancing opioid analgesia with the risk of nonmedical opioid use in patients
with cancer. Nat Rev Clin Oncol 2019;16:213-226. [PubMed: 30514978]

Page R, Blanchard E. Opioids and cancer pain: patients’ needs and access challenges. Am Soc Clin
Oncol 2019;15: 229-231.

Glod SA. The other victims of the opioid epidemic. N Engl J Med 2017;376:2101-2102. [PubMed:
28564563]

Manchikanti L, Manchikanti KN, Kaye AD, Kaye AM, Hirsch JA. Challenges and concerns of
persistent opioid use in cancer patients. Expert Rev Anticancer Ther 2018; 18:705-718. [PubMed:
29739242]

Paice JA, Portenoy R, Lacchetti C, et al. Management of chronic pain in survivors of adult cancers:
American Society of Clinical Oncology clinical practice guideline. J Clin Oncol 2016;34:3325—
3345. [PubMed: 27458286]

Dalal S, Bruera E. Pain management for patients with advanced cancer in the opioid epidemic era.
Am Soc Clin Oncol Educ Book 2019;39:24-35. [PubMed: 31099619]

Pope TM. New laws limiting opioid prescriptions create undue barriers for patients with cancer and
cancer survivors. ASCO Post. 2018 Available from https://www.ascopost.com/issues/
september-25-2018/new-laws-limiting-opioid-prescriptions-create-undue-barriers/. Accessed
December 20, 2019.

Meghani SH, Wool J, Davis J, et al. When patients take charge of opioids: self-management

concerns and practices among cancer outpatients in the context of opioid crisis. J Pain Symptom
Manage 2020;59:618-625. [PubMed: 31711967]

J Pain Symptom Manage. Author manuscript; available in PMC 2021 December 01.


https://www.ascopost.com/issues/september-25-2018/new-laws-limiting-opioid-prescriptions-create-undue-barriers/
https://www.ascopost.com/issues/september-25-2018/new-laws-limiting-opioid-prescriptions-create-undue-barriers/

1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Brooks et al.

25.

26.

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.
38.

39.

40.

41.

42.

43.

44,

45.

46.

Page 17

Bulls HW, Hoogland Al, Craig D, et al. Cancer and opioids: patient experiences with stigma
(COPES)—a pilot study. J Pain Symptom Manage 2019;57:816-819. [PubMed: 30703463]
Smith TJ, Temin S, Alesi ER, et al. American Society of Clinical Oncology provisional clinical
opinion: the integration of palliative care into standard oncology care. J Clin Oncol 2012;30:880—
887. [PubMed: 22312101]

Hui D, Kim YJ, Park JC, et al. Integration of oncology and palliative care: a systematic review.
Oncologist 2015;20: 77-83. [PubMed: 25480826]

Casarett D, Pickard A, Bailey FA, et al. Do palliative consultations improve patient outcomes? J
Am Geriatr Soc 2008; 56:593-599. [PubMed: 18205757]

Meier DE. Increased access to palliative care and hospice services: opportunities to improve value
in health care. Milbank Q 2011;89:343-380. [PubMed: 21933272]

Ferrell BR, Temel JS, Temin S, et al. Integration of palliative care into standard oncology care:
American Society of Clinical Oncology clinical practice guideline update. J Clin Oncol
2017;35:96-112. [PubMed: 28034065]

Charmaz K Constructing grounded theory: A practical guide through qualitative analysis.
Thousand Oaks, CA: SAGE, 2006.

Sandelowski M Whatever happened to qualitative description? Res Nurs Health 2000;23:334-340.
[PubMed: 10940958]

Weiss RS. Learning from strangers: The art and method of qualitative interview studies. New York,
NY: The Free Press, Simon and Schuster, 1995.

Hennink MM, Kaiser BN, Marconi VVC. Code saturation versus meaning saturation: how many
interviews are enough? Qual Health Res 2017;27:591-608. [PubMed: 27670770]

Patton MQ. Qualitative research & evaluation methods: Integrating theory and practice. Thousand
Oaks, CA: SAGE, 2014.

Mays N, Pope C. Qualitative research in health care: assessing quality in qualitative research. BMJ
2000;320:50-52. [PubMed: 10617534]

Lincoln YS, Guba EG. Naturalistic inquiry. Newbury Park, CA: SAGE, 1985.

QSR International. NVivo qualitative data analysis software (Version 11). Victoria, Australia: QSR
International Pty Ltd, 2015.

National Academies of Sciences Engineering and Medicine. Pain management and the opioid
epidemic: Balancing societal and individual benefits and risks of prescription opioid use.
Washington, DC: National Academies Press, 2017.

Meghani SH, Vapiwala N. Bridging the critical divide in pain management guidelines from the
CDC, NCCN, and ASCO for cancer survivors. JAMA Oncol 2018;4:1323-1324. [PubMed:
29852051]

Merlin JS, Patel K, Thompson N, et al. Managing chronic pain in cancer survivors prescribed long-
term opioid therapy: a national survey of ambulatory palliative care providers. J Pain Symptom
Manage 2019;57:20-27. [PubMed: 30342243]

Meghani SH, Knafl GJ. Salient concerns in using analgesia for cancer pain among outpatients: a
cluster analysis study. World J Clin Oncol 2017;8:75-85. [PubMed: 28246587]

Rosa WE, Chittams J, Riegel B, Ulrich CM, Meghani SH. Patient trade-offs related to analgesic
use for cancer pain: a MaxDiff analysis study. Pain Manag Nurs 2020;21:245-254. [PubMed:
31648906]

Merlin JS, Young SR, Arnold R, et al. Managing opioids, including misuse and addiction, in
patients with serious illness in ambulatory palliative care: a qualitative study. Am J Hosp Palliat
Med 2020;37:507-513.

Schenker Y, Merlin JS, Quill TE. Use of palliative care earlier in the disease course in the context
of the opioid epidemic: educational, research, and policy issues. JAMA 2018;320:871-872.
[PubMed: 30098170]

Yeager KA, Williams B, Bai J, et al. Factors related to adherence to opioids in black patients with
cancer pain. J Pain Symptom Manage 2019;57:28-36. [PubMed: 30316809]

J Pain Symptom Manage. Author manuscript; available in PMC 2021 December 01.



1duosnuepy Joyiny 1duosnuely Joyiny 1duosnuey Joyiny

1duosnue Joyiny

Brooks et al. Page 18

47. Meghani SH, Thompson AM, Chittams J, Bruner DW, Riegel B. Adherence to analgesics for
cancer pain: a comparative study of African Americans and Whites using an electronic monitoring
device. J Pain 2015;16:825-835. [PubMed: 26080042]

48. Meghani SH, Kang Y, Chittams J, et al. African Americans with cancer pain are more likely to
receive an analgesic with toxic metabolite despite clinical risks: a mediation analysis study. J Clin
Oncol 2014;32:2773-2779. [PubMed: 25049323]

J Pain Symptom Manage. Author manuscript; available in PMC 2021 December 01.



1duosnuepy Joyiny 1duosnuely Joyiny 1duosnuey Joyiny

1duosnue Joyiny

Brooks et al.

Page 19

Key Message

This article describes a qualitative study examining experiences with outpatient palliative
care for patients with cancer. The results show that the opioid crisis has complicated pain
management for this population. Palliative care emerged as a resource to help both
clinicians and patients navigate pain management during the opioid crisis.
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