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Abstract

Purpose
Many cancer survivors experience chronic pain after completing curative-intent treatment. Based on
available data, chronic pain may be undertreated in this context; however, little is known about cancer
survivors’ experiences with clinical management of chronic pain. The purpose of this study was to better
understand cancer survivors’ pain management experiences after curative-intent treatment.

Methods
We conducted 13 semi-structured interviews with a convenience sample of cancer survivors who had
completed treatment for stage I-III breast, head/neck, lung or colorectal cancer. We used a thematic
approach to qualitative data analysis.

Results
Participants described that chronic pain often goes unrecognized by their providers, potentially due to
limitations in how pain is assessed clinically and the tendency of both cancer survivors and some
providers to minimize or invalidate the pain experience. To improve communication, participants
suggested that providers ask more open-ended questions about their pain, help them to establish
functional goals, and provide patients with options for pain management.

Conclusions
This study demonstrates the importance of provider-initiated communication around pain management
for cancer survivors to make them feel more supported in their care.

Implications for Cancer Survivors
Communication and shared decision-making interventions may improve cancer survivor-provider
communication around chronic pain management, addressing an important gap in survivorship care.

Introduction
The population of cancer survivors in the United States is growing rapidly and is expected to surpass
20 million by 2026.[1] The expansion of the cancer survivor population is largely due to clinical advances
in cancer early detection and treatment and a growing elderly population at higher risk of disease.[2]
Chronic pain is common among cancer survivors, with some studies estimating that 35% of cancer
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survivors experience long-term pain after completing treatment.[3–6] Chronic pain reduces cancer
survivors’ quality of life and is associated with employment-related challenges and increased �nancial
hardship.[4, 7]

Despite the demonstrated prevalence and impact of chronic pain, many cancer survivors may experience
suboptimal chronic pain management.[8] There are several factors that may contribute to incompletely
managed chronic pain in general. These include concerns about opioid addiction,[9–11] limited access to
multimodal pain treatment,[12] and limited provider training in managing chronic pain. [13–15] Patients
may also under-report chronic pain to their providers during clinical encounters.[10] These challenges
may be exacerbated in the cancer survivorship context, where care is often fragmented.[16] In addition,
providers involved in survivorship care may underappreciate the prevalence of chronic pain following
completion of cancer treatment.[15] Yet few studies have actually documented cancer survivors’
experiences with chronic pain management,[8, 17–19] none of which explored strategies that may lead to
more constructive interactions related to chronic pain management in cancer survivorship.

To help address these gaps in understanding, we conducted semi-structured interviews with cancer
survivors with chronic pain, with the objective of understanding their experiences with the clinical
management of chronic pain following curative-intent cancer treatment. Our objectives were to explore
(1) factors that facilitate effective chronic pain management; (2) challenges or unmet needs that may
exacerbate chronic pain or impede its effective management; and (3) potential solutions to those
challenges or unmet needs. We were particularly interested in cancer survivors’ interactions with
providers, and how these interactions might facilitate or impede effective management of chronic pain in
survivorship.

Methods

Study Design
We conducted individual semi-structured interviews with cancer survivors with chronic pain who had
received cancer treatment at the Duke Cancer Center, a large comprehensive cancer center in Durham, NC.
Cancer survivors were eligible to participate if they (1) had been diagnosed with stage I-III breast,
colorectal, squamous cell head/neck or non-small cell lung cancer in the �ve years prior to enrollment; (2)
had completed curative-intent cancer treatment (surgery, radiation, and/or chemotherapy) at least 3
months prior to enrollment; and (3) described themselves as living with pain for three months or longer.
Cancer types were selected based on the known prevalence of chronic pain among breast, colorectal,
head/neck, and lung cancer survivors.[6] We chose to focus speci�cally on survivors who had completed
primary treatment as their sources of pain are often different than those with active cancer and may
include post-surgical pain, neuropathic pain or pain related to maintenance therapy. In addition,
recommendations for pharmacological pain management are more conservative for those who have
completed treatment vs those who are still in active treatment, especially as it relates to narcotics. Finally,
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survivors who have completed treatment have different concerns and priorities related to their health care,
affecting their communication with their care team.[20]

We used the Consolidated Criteria for Reporting Qualitative (COREQ) Research to guide data collection,
analysis and reporting.[21]. This study was approved by the Duke University Health System Institutional
Review Board.

Participant Sampling and Recruitment
We aimed to enroll at least 12 individuals, seeking thematic saturation.[22] We used several recruitment
strategies. First, we identi�ed potentially eligible cancer survivors using institutional cancer registry data
linked with electronic health record data on cancer treatment and opioid use. Patients who had completed
cancer treatment, had no evidence of recurrence or progression, and who received opioid prescriptions in
each of the prior 3 months were included. Additional recruitment efforts included (1) referral by the
treating oncologist and (2) contacting patients who had previously completed a randomized control trial
of a behavioral intervention for cancer-related chronic pain and agreed to be contacted for future research
studies.[23] Prospective participants were mailed a letter explaining the study and providing them an
opportunity to opt out of future contact. Those who did not opt out were contacted by a research
coordinator to con�rm eligibility and obtain informed consent. After consenting, participants completed a
basic demographic and health survey.

Data Collection
Content (DC, KO, JM) and qualitative methodology (LF) experts on the study team drafted the study
interview guide. Questions were informed by available guidance and models for chronic pain
management in cancer[24, 25] and prior studies of patients’ chronic pain management experiences,
including in the non-cancer context.[26, 27] Interview questions addressed pain medication use, use of
other strategies to help manage chronic pain, and interactions with providers related to managing chronic
pain. A copy of the interview guide is included as Appendix 1. We conducted interviews until we reached
code saturation, when the range of common thematic issues were identi�ed.[28] Three trained qualitative
interviewers (MF, SF and LF) conducted all interviews by telephone or Zoom between October 2020 and
September 2021. Interviews were audio-recorded and professionally transcribed.

Qualitative Analysis
Data were analyzed using both inductive and deductive thematic content analysis to identify emergent
themes from participants’ responses.[29] First, the qualitative analysis team (DC, LF, AO, CM) reviewed the
same 3 transcripts to become familiar with the data and develop the initial coding framework. This �rst
step was informed by the interview guide. Next, two coders (AO, CM) conducted line by line coding of two
transcripts and met with the rest of the qualitative analysis team to discuss the transcripts and modify
the initial coding framework. Then, the two coders double coded the remaining 12 transcripts, meeting
regularly to discuss each transcript and reconcile differences, with input from other team members as
needed. After coding was completed, the team met to discuss themes, sort codes, and restructure the
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initial framework as similarities and differences were identi�ed. In the �nal stage, the team identi�ed
major themes and associated quotes to summarize the results. Organization of qualitative data analysis
was conducted using Nvivo version 12 software.

Results

Clinical and demographic characteristics
Thirteen cancer survivors participated in the study (Table 1). The average age of participants was 57
years old. Most were White (n = 10) and self-identi�ed as female (n = 10). Relatedly, most participants (n 
= 9) had been diagnosed with breast cancer. Half of the sample had a college degree or higher and most
(n = 10) had private insurance.
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Table 1
Patient characteristics (n = 13)

Age, mean (range) 57 (40–81)

Female, n (%) 10 (77)

Race & ethnicity, n (%)  

White 10 (77)

Black 3 (23)

Hispanic 1 (8)

Highest Education Level, n (%)  

Less than high school 1 (8)

High school graduate 2 (15)

Some college but not degree 2 (15)

Associates degree 2 (15)

College graduate 3 (23)

Completed graduate school 4 (31)

Health Insurance, n (%)  

Medicare 4 (31)

Medicaid 3 (23)

Private 10 (77)

Uninsured 0 (0)

Currently prescribed opioids, n (%) 4 (31)

Cancer type, n (%)  

Breast 9 (69)

Lung 3 (23)

Head/Neck 1 (8)

Cancer stage at diagnosis, n (%)  

Stage I 1 (8)

Stage II 9 (69)

Stage III 3 (23)

Timing of chronic pain, n (%)  
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Age, mean (range) 57 (40–81)

I had chronic pain before I was diagnosed with cancer 2 (15)

I started having chronic pain after being diagnosed with cancer 11 (85)

 

Chronic pain characteristics and experiences
Nearly 1/3 (n = 4) were taking prescription opioids at the time of the interview. Most participants (n = 11)
reported that their chronic pain started after they had been diagnosed with cancer (See Table 1). Overall,
participants described signi�cant and long-lasting pain, affecting multiple parts of the body and limiting
function. Several reported no longer being able to work or complete daily household tasks and a few had
issues with basic functioning including eating, walking or sleeping. The intensity and duration of pain,
and lack of effective strategies for reducing pain were frequently mentioned as contributing to distress,
anxiety, and depression. Participants described changes in their identity and emotional well-being due to
no longer being able to do the things they love.

“This is why I was getting depressed, I think, too. I'm one of those – I don't sit still. I don't relax. And that's
just who I am. And that's �ne. That's just who I am. And I wasn't doing a lot of things that I loved and it
made me really – it just made it harder.” – 60 year old, female, breast cancer survivor

“Every day I'm battling pain which has totally changed me. I loved the way I was raised, I loved the
priorities, I loved working hard, I loved physical activity, I loved being out in the woods, I like hiking, I like
going camping. And all of those things are being taken from me.” – 55 year old, female, breast cancer
survivor

Cancer survivor-provider interactions
When describing pain management interactions with providers, participants emphasized the importance
of feeling understood by their care team. Their care teams included a mix of primary care and specialty
providers, including oncologists and palliative care providers as well as, occasionally, neurologists and
pain specialists. In general, participants did not identify a speci�c provider or providers as their primary
pain provider. A few participants described only positive experiences in which they felt validated and
supported by their providers. The majority described feeling, at times, a disconnect between their own
chronic pain experiences—with pain fundamentally altering their day-to-day lives—and the way they
interacted with their providers around pain management. Speci�cally, they described limited
communication about pain. When they did communicate their pain to providers, participants described
often feeling misunderstood. Based on their own experiences, all participants discussed strategies that
might support effective communication about pain and help cancer survivors to feel understood in their
pain experience. Below, we describe interview �ndings related to key barriers to effective pain
communication and potential strategies to overcome them.
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Barriers to effective communication about pain may limit providers’ ability to fully recognize and
effectively address pain among cancer survivors.

Barrier 1: The nature of clinical encounters does not facilitate adequate discussions around pain.

Participants described that their appointments are often short—“�ve minutes and that’s it” (59 year old,
male, lung cancer survivor)—and that pain management is not always prioritized. They reported being
asked to provide a pain score only at some appointments, and did not feel this was an adequate measure
to re�ect the nuance of their pain experience, including pain �uctuating throughout the day and limiting
their activities. Limited time and inadequate pain assessment made it di�cult for participants to have
open and candid conversations with providers about their pain.

“Occasionally, that is a question, "Are you experiencing any pain today?" I'll get asked that. "Yes." "Well,
how would you rate that pain?" […], "Well, how often are you experiencing it?" I might get some more
follow-up questions about it. But what I'm dealing with, so I feel better in the mornings, and my
appointments are usually 8:30 in the morning. But if went at 6:30 at night and they asked me, […] it might
be different.” – 55 year old, female, breast cancer survivor
Barrier 2: Cancer survivors may minimize their pain.

Participants described sometimes minimizing their pain, both to themselves and to their providers. One
reason for minimizing pain included a sense that they should feel ‘lucky to be alive.’ Participants also
described feeling like they had already asked enough of their providers and the health system, and feared
that bringing up their pain could be seen as ‘complaining’ or ‘being di�cult.’

“I hate that anybody has to go through pain like I have to go through it, and I’m sure there’s people out
there that’s in worse pain than I am. So, I don’t try to complain any.” – 79 year old, female, lung cancer
survivor

“I have to remind myself that I am still here, so I’m very lucky, and that there are other people who are
much worse off than I am. And, so, for cancer treatments, I feel like I’ve sort of dodged a bullet for what
other sort of things I could have gone through.” – 53 year old, female, breast cancer survivor
Barrier 3: When cancer survivors do communicate their pain, providers may not adequately acknowledge
or validate the pain experience.

When proactively seeking pain management, participants described sometimes feeling misunderstood or
unheard by their providers. Participants described how providers may question the intensity or dismiss
the origin of their pain. Some participants described encounters in which providers responded in disbelief
to persistent pain. Participants explained that, if the provider could not identify the origin of a symptom,
they may question its validity in a way that makes cancer survivors feel dismissed. This contributed to
participants’ feelings of distress and anxiety.

You have to be your own advocate, and you have to �ght. And, a lot of people I’ve met now with breast
cancer, as I’ve talked to them about their experiences, it’s sort of been the same – is a lot of the times,
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they think you’re crazy on these drugs [hormonal therapy], and the pain that you’re having is all in your
head. – 53 year old, female, breast cancer survivor
Similarly, some participants described struggling to connect with providers who did not appreciate how
exceptionally distressing their experience was. This was frustrating for cancer survivors with untreated
pain. If their provider was unwilling to try new things or alternative approaches, it indicated that they did
not understand the suffering.

“I think sometimes there’s a naivete on the part of the physician and things become a little black-and-
white for them. […] What I mean by that is sometimes people are not open to alternative approaches. That
can be disheartening when they’re not the ones that are suffering, but you are.” – 67 year old, male, lung
cancer survivor
Potential Strategies: Participants reported that they felt understood when providers recognized the impact
of chronic pain on their lives, helped them to work towards functional goals and engaged them in
identifying pain management options.

Participants discussed strategies their providers had used, or that they wished their providers would use,
to help them feel more comfortable communicating about their pain, and more supported and understood
in their pain experience. Participants who reported barriers to effective communication suggested that
providers could help by normalizing pain, and asking about it more regularly and in an open-ended way.

“I needed that reassurance that this is normal. Normal in this unnormal situation.” – 40 year old, female,
breast cancer survivor

“If the oncologist can be a little bit more solicitous to the patients about the pain. To normalize it a little
bit. "Hey, some of our patients experience a lot of pain, how are you doing?" Instead of just giving me a
little questionnaire to �ll out every time, let's have an honest conversation about this. Because if he would
broach the subject with me, I would be more likely to talk about it. Where is like I'm always the one
bringing it up, and so I feel like I'm being a baby. That's the only thing that I would like to see, is make us
comfortable talking about it.” – 55 year old, female, breast cancer survivor
Similarly, those who reported positive experiences described how providers listened and asked open-
ended questions about the pain experience. Setting functional goals with a provider was important to
survivors in this sample and made them feel supported. In addition, having options made patients feel a
part of the decision-making process. Participants appreciated working with a provider who was willing to
try different things, reassess the strategy as needed and be realistic about the patient’s capacity.

“I would call him empathetic. He's a very good listener, and I think he really understands some of the
functional limitations that I've had since, because of the pain. And he's worked hard to try to help me
manage the pain so I could function.” – 62 year old, male, head/neck cancer survivor

“They were very open to my input. It wasn’t no, this is what you’re gonna do or this is your only option.
They gave me options and they allowed me to feel like I had some control over what was going on.” – 52
year old, female, breast cancer survivor
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“My neurologist �nally got it. Initially, I felt like I was being not kissed off but looked at as I’m imagining
what symptoms I would describe. And then one day I was with my neurologist when she was talking
about the treatment plan, and what wasn’t affected, and what I was trying to describe to her was not
matching that. And I just broke down in frustration and cried, and I said you’re not listening to me. I’m
trying to tell you this is what’s hurting. This is the way it feels. And then, she stopped and she actually
listened and that’s when she began to put me on the journey of physical therapy and now, pain
management.” – 81 year old, female, breast cancer survivor

Discussion
The purpose of this study was to explore cancer survivors’ experiences with clinical management of
chronic pain during survivorship, with a particular focus on their interactions and communication with
providers. Participants in this study described several communication challenges, including limited
clinical assessment of pain, and both patients’ and providers’ tendencies to minimize or invalidate pain
experiences, leading to dissatisfaction with the support they received from their care team and in turn, the
pain management provided to them. Generally, participants felt more supported when providers initiated
pain-related conversations and provided several options for pain management. Our �ndings highlight
several potential opportunities for intervention development to improve chronic pain management in
cancer survivorship. Interventions may be applicable to the range of settings in which cancer survivors
receive their follow-up care, including primary care, oncology, and palliative care.

The cancer survivors we interviewed described chronic pain as having a profound impact on their daily
lives, reducing functioning, and causing signi�cant psychological distress. In prior studies, cancer
survivors and patients receiving cancer treatment have reported similar feelings of pain-related distress
resulting in a lost sense of identity and persistent worry about the future, even after becoming disease
free.[10, 18, 30] Nonetheless, providers may underestimate the prevalence and severity of chronic pain
among cancer survivors.[15] Similar to another study,[8] participants in our study reported sometimes
feeling dismissed by providers when presenting with pain. They described inadequate pain assessment
and some participants described minimizing their own pain for fear of being dismissed or seen as
complaining to providers who may have saved their lives. One prior qualitative study reported a similar
�nding, where patients on active cancer treatment feared being fully forthcoming with their providers
about their pain, potentially leading to incomplete pain management.[10] This dissonance between
patient experiences and provider perceptions may contribute to suboptimal pain management for cancer
survivors. Since providers may not expect their patients to have persistent or signi�cant pain after cancer
treatment, they may not prioritize its assessment during survivorship encounters.

Some participants in our study described the use of the 0–10 pain score as a vital sign to assess pain but
felt it did not fully capture the multidimensional aspects of their chronic pain. Pain assessment could be
improved by inviting patients to discuss their pain in a more comprehensive way, focusing on the impact
of pain on daily functioning. This may be especially important for cancer survivors who have completed
treatment and may be seeking to re-engage in roles and activities that were important to them before
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cancer diagnosis. Providers who care for cancer survivors could consider using a validated pain
interference scale, like the Pain, Enjoyment of Life and General Activity (PEG) scale[31] or Brief Pain
Inventory (BPI)[32] to better measure the nuanced pain experienced, improving subsequent pain
management. For example, in one randomized trial, researchers found that using the BPI to assess pain
in hospitalized cancer patients led to increased administration of opioid and non-opioid analgesics and
greater pain reduction for patients, compared to standard care.[33] In a recent observational study of
chronic pain management in primary care, patients with higher pain impairment, as de�ned by their PEG
scores, were more likely to receive pain diagnoses, along with pharmacological and physical therapy
interventions.[34] More research is needed to assess the feasibility and acceptability of using the PEG,
BPI or other pain assessment tools with cancer survivors in survivorship care settings (e.g., primary care,
oncology, palliative care).

Routine use of meaningful pain interference measures in cancer survivorship care settings may also
support more effective communication about chronic pain and improve cancer survivors’ satisfaction
with communication. Routine assessment may be particularly helpful for effective communication about
pain if coupled with supportive interventions targeting cancer survivors and/or providers. For example,
self-management interventions empower cancer patients to communicate with providers about their pain,
while educating and training providers on pain assessment and management to improve their skills and
con�dence.[35] Shown to reduce pain among cancer patients in active treatment[36]—these interventions
could be adapted for the survivorship setting and triggered by high pain inference scores. At the provider
level, high pain interference scores could trigger decision support[37–39] not only around management
strategies but also communication prompts to foster patient-centered management plans using shared
decision-making.

Relatedly, participants in our study wanted to be involved in identifying and working towards realistic
functional goals with the support and encouragement of their provider(s). This perspective is consistent
with the American Society of Cancer Oncology’s patient-provider communication guidelines,[40]
establishing a practice of shared goal-setting and decision-making may help survivors feel more
supported by their care team. In a recent survey study of cancer patients and survivors, most reported that
they expected their providers to discuss treatment preferences and functional goals but felt reluctant to
share them unsolicited as they did not feel providers were interested or had time to discuss with them.[41]
Shared decision-making (SDM) interventions, in which both the patient’s and provider’s preferences and
expertise contribute to mutual agreement,[42] may be appropriate for chronic pain management in
survivorship context. SDM tools and decision aids have been linked to improved patient knowledge,
treatment adherence and patient satisfaction in diverse settings[43–45] but more research is needed to
develop and test an intervention speci�c to chronic pain in the cancer survivorship setting.

Finally, it is notable that although we asked participants which provider or providers helped them to
manage their pain, most did not identify a speci�c provider or providers as primarily responsible for pain
management. This suggests cancer survivors may bene�t from more proactive planning (e.g., as part of
survivorship care planning) to clarify which member of the care team can help to manage ongoing pain.
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Proactive planning may also help to elucidate gaps in chronic pain management expertise on the care
team. For example, most patients in our sample experienced signi�ciant distress related to their chronic
pain, highlighting the importance of multidisciplinary care teams that incorporate pain psychology.

Limitations
Given limited research on cancer survivors’ pain management experiences, our study was exploratory in
nature. The use of a convenience sample of cancer survivors receiving care at one medical center limits
the generalizability of these �ndings, as survivors from other settings may have different experiences.
However, it is important to note that qualitative studies are not intended to be generalizable[46] and our
results are in alignment with the peer-reviewed literature. Another limitation of this study is that some of
our participants were recruited based on their participation in a clinical trial testing a behavioral
intervention for chronic pain in cancer; thus, participants in our study were likely more open to/interested
in these types of interventions than members of general population. Of note, the majority of our sample
were white, well-educated women with breast cancer. It is reasonable to expect that a less privileged
group of cancer survivors may report experiencing even greater barriers to effective management of
chronic pain. For example, providers are even less likely to recognize the presence and severity of pain,
and thus undertreat pain, in racialized and minoritized groups, a phenomena well documented in the
literature.[47–49] Additional research is needed with a more demographically and clinically diverse group
of cancer survivors to further explore their unique pain management experiences with providers.

Conclusions And Implications For Cancer Survivors
This study illustrates the barriers to effective communication that cancer survivors may face when
seeking pain management and explores potential strategies and future interventions to improve that
communication. Ensuring that cancer survivors feel comfortable communicating with their care teams
about their pain requires provider-initiated pain assessments, including pain interference measures, and
prioritization of pain management in health care planning. Interventions directed at both patients and
providers that include elements of self-management and shared decision-making may bene�t survivors
as these tools are meant to facilitate communication by training both patients and providers to make
pain-related conversations as satisfying and constructive as possible. Additional research is needed to
explore the feasibility and acceptability of such interventions in a range of outpatient settings in which
cancer survivors may be treated (e.g. primary care, oncology, palliative care).

Survivorship is an important phase of care that requires strong patient-provider communication to
improve pain and quality of life outcomes for cancer survivors. Self-management and shared decision-
making interventions may improve patient-provider communication around chronic pain management,
addressing an important gap in survivorship care.
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