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ABSTRACT

It is increasingly being recognized that well-being after successful cancer treatment consists
of more than a mere lowering of risk for disease recurrence. Cancer survival can be
characterized by uncertainty, fear, and the interpretation of bodily sensations as potentially
symptomatic. This fear can lead to vigilance for bodily sensations and precautionary visits to
the doctor, both of which may increase the chance of early detection but may also increase
anxiety and decrease quality of life. In this Personal View article, we consider the medical,
psychological, and ethical issues surrounding the practice of self-directed symptom
monitoring after successful cancer treatment, focusing on the role of doctor-patient
communication. We ask how clinicians can make room for the plurality of values that
patients might bring to the table when it comes to deciding how to manage—and respond
to—experiences of post-cancer symptoms. We advocate a shared decision-making
approach that incorporates an assessment of the magnitude of the individual’s cancer
recurrence risks as well as psychosocial considerations of fear of cancer recurrence and
mental health. We aim to raise awareness of the potential quality-of-life implications of
symptom monitoring practices, emphasizing the need for a balance between physical and

psychological health in cancer survivorship.

1. The problem of symptom appraisal after cancer

Improvements in treatment and early detection mean that more people are surviving
cancer than ever before. Now, there is increased attention on how to optimize follow-up
care, with a focus on not only physical, but also psychological health. The practice of
symptom monitoring is critical to both but has received relatively little attention. Many, if

not most individuals living beyond cancer will engage in symptom monitoring practices of



some kind, purposefully attending towards and internally scanning their body for
fluctuations in such sensations as pain, fatigue, and breathlessness. Symptom monitoring is
most likely pursued with the goal of detecting signs of disease recurrence, second
malignancies, or late-effects of treatment. These practices may be actively encouraged by

clinicians or may be entirely self-directed.

Within the context of active cancer treatment, symptom monitoring and reporting has
generally been shown to have more benefit than harm'2. However, the phase beyond active
treatment may be very different. It is typically characterized by a sudden loss of clinical
contact, a termination of most or all symptom-inducing treatment, and extreme
psychological uncertainty regarding the late effects of treatment and potential disease
recurrence3. Thus, ambiguous bodily sensations such as those described above can cause
fear and anxiety 4. Knowing how to appraise and respond to bodily sensations after cancer

is a central challenge of survivorship®.

How beneficial, then, is ‘symptom monitoring’ after cancer treatment? Here, we focus on
those individuals who successfully complete active treatment and, although commonly
under active follow-up and monitoring for recurrence, are considered disease free. The
answer is not straightforward. First, bodily sensations such as fatigue, itch, pain, poor
appetite, and breathlessness can indeed be markers of disease recurrence, but can also be
unreliable. Fluctuating bodily sensations are an ordinary part of everyday life, especially
after chemotherapy, radiotherapy, and surgery 81, Indeed, although we use the term
‘symptom-monitoring’ in this article, we refer not exclusively to true symptoms of disease

but more broadly to (often benign) bodily sensations that characterize our daily lives.



Second, in many countries, long-term follow-up care involves extensive routine surveillance
to detect new or recurrent disease in its early stages, before it is symptomatic. In these
cases, the added practice of symptom monitoring is unlikely to be of medical benefit but can

still cause psychological harm.

Given that bodily sensations can be untrustworthy as markers of disease, whose constant
surveillance may not add benefit beyond regular screening, a challenge is raised as to how
individuals should best monitor, respond to, and report on bodily sensations following
successful cancer treatment. This challenge is especially relevant given potential (adverse)
quality of life implications that may be associated with constant and/or heightened self-
surveillance®?. It is our suggestion that clinicians working in an oncology context play a
prominent role in deciding with patients how much to engage in ‘symptom monitoring’
practices, taking into consideration the overall quality-of-life implications for the patient
based on their values and psychological needs. We highlight and discuss the ethical role of
the oncology clinician in directing patient symptom monitoring practices, asking how

clinicians can best communicate with patients about this challenge.

Central to this challenge is the following question: Is it better for clinicians to encourage a
‘better safe than sorry’ approach, counseling patients to present for assessment when
bodily sensations change? Or is it better to encourage a ‘wait and see’ approach, focusing
on reducing unproductive worry about the potential negative meanings associated with
such changes? Of course, this is an oversimplification: it need not be either/or. And the
‘right’ answer will likely differ depending on different approaches to screening and imaging

in long-term follow-up programs across countries and clinical settings. But it is worth



considering the benefits and risks of placing more or less emphasis on each approach. The
clinical and ethical challenge, we believe, is in finding a patient-relative position of optimal
‘vigilance’: neither hyper- nor hypo-vigilant, cautious concern without excessive anxiety or

avoidance.

2. The case for reducing symptom monitoring

Clinicians may choose to encourage symptom monitoring to increase odds of survival.
Especially in countries and clinical settings where cost-effective medicine decisions
discourage frequent follow-up tests, the patient’s bodily sensations may be a primary guide
for indications of disease recurrence or secondary cancer. Indeed, encouraging symptom
monitoring may be included as one component of survivorship care plans. Relatedly, the
ASCO guidelines for the management of (chronic) pain in people living beyond cancer is to
“evaluate and monitor for recurrent disease, second malignancy, or late-onset treatment
effects in any patient who reports new-onset pain” *3. Clinicians may also offer specific
recommendations for symptom monitoring. For example, a patient may be guided to be
especially attentive to new, persistent pain in the previous tumor site or in sites of likely
metastatic disease, rather than simply to monitor all bodily sensations. Thus, when the goal
is to boost the chance of survival through early detection of disease recurrence and the
assumption is that (certain) physical symptoms are relevant indicators of disease, symptom

monitoring is entirely appropriate.

However, one must also consider the psychological context and consequences of symptom
monitoring. Critical to this is integrating knowledge from decades of research outside of

oncology revealing that that bodily sensations such as pain are highly modulated by



cognitive and contextual variables!**8. Pain is not, as was once commonly believed, a
simple read-out of the state of the body tissues. Its salience, frequency, and quality can
change in the face of fear and anxiety*®=??> which, in turn, can further increase the
unreliability of pain as a marker of disease. Of vital importance here is recognition that fear
and anxiety are very common after cancer. Indeed, fear of cancer recurrence (FCR) is among
the most commonly reported problems in people living beyond cancer, one of the most
prevalent areas of unmet need??, and is strongly associated with poor quality of life!2.
Maladaptive health behaviors (including over-surveillance/body checking and under-
surveillance), aversive psychological reactions, and functional impairments have been
identified as consequences of FCR!?. Given that fear and anxiety are shown to worsen pain
and other sensations, and that fear and anxiety are common after cancer, it is unsurprising
that the presence of bodily sensations such as pain is repeatedly shown to be associated

with higher FCR?4.

To bring attention to this issue, we recently presented the Cancer Threat Interpretation
(CTl) model of symptom appraisal in the context of cancer-related uncertainty, reviewing
the relevant literature and highlighting the cognitive, affective, and behavioral
consequences of interpreting ambiguous bodily sensations as indicating potential cancer
recurrence °. Within the CTI framework, it is possible that even when given specific advice
about which symptoms to attend to, anxiety and fear may primarily drive the felt
experience of those symptoms and thus their overall perception as indicating danger.
Recent research has also revealed that metacognitions, including negative beliefs about

worry, are associated with increased FCR and may maintain FCR over time?>. This is



particularly relevant within the context of symptom monitoring, in which individuals can

hold beliefs that actively worrying about symptoms may increase their chance of survival.

Taken together, when the goal shifts beyond medical considerations to include
psychological health, reducing symptom monitoring can sometimes be appropriate,
especially in those for whom it induces severe anxiety. We argue here that any
consideration of symptom monitoring practices, especially within the context of clinician
communication about such practices, must include a consideration of the impact that bodily
symptoms may have on FCR. As we will discuss later, communication regarding symptom
monitoring practices would be best considered when individual patient level of FCR is
adequately screened and detected, and thus can be considered within this broader

psychological context.

3. Striking a balance: shared decision-making in cancer uncertainty

Given such complexities and trade-offs, how should clinicians communicate about symptom
monitoring? One answer lies in how we characterize the communication between clinicians
and patients following successful treatment and moving into long-term follow-up. There is
increasing consensus among bioethicists of the value of shared decision-making (SDM) in
clinical encounters as a way of enhancing autonomy. Multiple studies report that integrating
enhanced SDM improves outcomes, including within cancer contexts 2?7, which supports
the principle of beneficence. Indeed, the SDM framework is not new in cancer care and has
been applied to topics such as cancer screening adherence and decisions regarding
preventative surgery and treatment %, which also connects SDM to beneficence. It has also

been applied to the provision of emotional support, such as relieving fear and anxiety and



addressing mental health issues during cancer diagnosis and treatment 28. However, less

research has focused on SDM in the post-treatment, survivorship stage.

SDM has been termed “the pinnacle of patient-centered care” 2°. From an ethical
perspective, strengthening SDM within the context of directed symptom monitoring after
cancer carries a number of advantages. One advantage is that SDM maximizes patient
autonomy. People with cancer may feel particularly vulnerable and disempowered,
especially given a history of cancer treatment in the West that has all-too-often been
characterized by norms of silence 3°. At times, as in the case of breast cancer, physician-
proponents of one class of interventions (e.g., lumpectomy + radiation vs. prophylactic
mastectomy) often refused to seriously discuss the harms and benefits of the other option
in consultation with their patients, with the idea that ‘doctor knows best’ 3°. Conversely,
people in pain often do not share their pain experiences with their doctors (or others): they
may not want to ‘burden’ others with regular reports of discomfort; or they may even
experience denial that pain in the context of serious illness could signal something as
distressing as treatment-refractory recurrence. Accordingly, any approach that allows
patients to express and engage meaningfully with their experiences strengthens the voice of

the patient and therefore enhances autonomy.

Another advantage of SDM is that it can promote what is known as ‘epistemic justice’ in
healthcare encounters. Epistemic justice involves respecting an agent’s legitimacy as a
knower—especially when it comes to her own subjective experiences, of which pain is a
paradigm example. In this case, acknowledgment by the clinician that a patient may have

her own valid concerns regarding clinical and psychological consequences of symptom



perception can serve as an important starting point. In the case of chronic non-cancer pain,
listening to people in pain and taking their experiences seriously is not only essential to
ensuring epistemic justice, but its absence practically guarantees that they will be
stigmatized 3132, Within the context of cancer survival, it is possible that at least some
reports of pain may be less likely to be outright ignored given their potential clinical
relevance, but they may also sometimes be inappropriately discounted precisely because
the clinician is aware that the patient has grounds to be extra-sensitive. There is increasing
recognition that epistemic justice is an important ethical consideration in health care

encounters3!, and any tool that enhances it is therefore of ethical significance.

On the other side of the coin, individuals who express a desire not to prioritize constant
vigilance about pain over all other considerations (such as their quality of life in the context
of their own goals and values) may also have their perspective questioned and may be
stigmatized, discouraged, or dismissed, in favor of a ‘better safe than sorry’ (or ‘doctor
knows best’) approach. A nuanced deployment of SDM, by contrast, would begin by helping
individuals identify and express their particular values, including those that may diverge
from a preference for hypersensitivity to, and never-ending worry about, the experience of
pain or other bodily sensations. Indeed, one of the hallmarks of a commitment to SDM in
health care is an understanding of risk and benefit in pluralistic terms: people can and do
weigh risks and benefits differently and come to divergent but often entirely reasonable
decisions 33. People will value essential dimensions of well-being differently, and these

differences are paramount when considering the threat of cancer recurrence 34,
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To guide clinicians in structuring their discussions with individuals living beyond cancer, we
present in Figure 1 a shared decision-making (SDM) framework for symptom monitoring in
cancer survival. This framework includes both disease/treatment-related considerations
(clinician communication about individual risk of recurrence and symptom reliability) as well
as psychological considerations. It would be optimal if it involved:
(1) measurement of the patient’s fear and anxiety around cancer recurrence,
including fear that physical symptoms may be a sign of recurrence
(2) acknowledgement that the practice of directed symptom monitoring can have
effects on fear, wellbeing, and quality-of-life
(3) an explicit opportunity for the expression of multiple concerns regarding these
effects, from all relevant agents
(4) an acknowledgement of a plurality of views, including possibly dissonant goals
(5) a balancing of different perspectives and, ideally, reaching of a shared agreement

regarding the approach to symptom monitoring

4. One size does not fit all

We have argued previously® and here that bodily sensations may cause fear and anxiety in
individuals living beyond cancer, and that this fear may drive vigilance and symptom
monitoring. However, every individual’s experience of survivorship is unique, and a
consideration of symptom monitoring would be remiss without recognition of individual
differences. For example, it is important to recognize that not all individuals living beyond
cancer will engage in active symptom monitoring. For some, FCR may be minimal. For
others, especially those for whom cancer was relatively asymptomatic, bodily sensations

may not be a key source of concern. In addition, whilst FCR may drive symptom monitoring
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in some individuals, for others fear may prompt avoidance of surveillance altogether. In this
case, an ethical argument could be made to increase symptom monitoring if appropriate
and relevant for physical health. Relatedly, within the context of the SDM framework,
individuals with very high levels of FCR may describe being risk-averse as a highly rated
value. Yet, for those individuals, being instructed to monitor symptoms could counter-
productively drive further fear and lower quality of life. In these cases, the agreements
arising through SDM might need to change over the course of survivorship. That is, if
individuals opt for a risk averse position, but this in turn leads increased fear and anxiety
over time, a referral for treatment of FCR may be most appropriate3>36, followed by a
renegotiation of decisions after successful treatment. Ultimately, it is important to
recognize that there are well-documented vulnerable groups who are at higher risk of FCR
(e.g., young women with breast cancer)?” and that extreme cases of symptom
hypervigilance or negligence, as depicted in Figure 1, may be more highly represented in

individuals with high FCR.

Beyond individual differences in psychological responses to cancer, individual differences in
disease state and risk of recurrence are also important. First, risk of disease recurrence
differs greatly among different cancers and depends largely on tumor biology, extent of
disease, and treatment administered. Clinician communication about the patient’s
individual risk for disease recurrence is increasingly recognized as an important part of
follow-up care and is likely also important within the context of communication about
symptom monitoring. For example, Janz and colleagues3® previously found that women
living beyond breast cancer who reported receiving insufficient information about risk of

recurrence subsequently reported a decrease in emotional wellbeing over time. Thus, these
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authors, among others®’, argue that communicating about individual risk of recurrence is
warranted. Second, the extent to which physical symptoms are useful or reliable indicators
of recurrence for that individual must be taken into consideration. There is evidence for
some diseases, including breast cancer, that most symptoms arising after successful
treatment are not due to cancer recurrence3’. Moreover, in diseases such as localized
prostate cancer, therapy completion is often accompanied by the development of long-term
treatment-related side effects such as urinary and bowel dysfunction and associated
physical symptomatology. For other diseases, (certain) symptoms may be more reliable

indicators of disease recurrence.

Third, there is also variability in whether early detection improves outcomes. In a recent
review of the literature, Le and Tzeng*® noted that whilst early detection is not always
associated with improved outcomes, there are clear instances (e.g., resection of liver and
lung metastases in colorectal cancer) in which early detection and treatment are beneficial.
Therefore, targeted monitoring for symptoms that may reflect treatable tumor recurrence
may have value. Fourth, there is also mixed evidence for the beneficial impact of symptom
monitoring on physical and psychological well-being across different diseases. Within the
context of active cancer treatment, symptom monitoring and reporting has largely been
shown to have more benefit than harm¥2. In opposition, studies of men who have been
successfully treated for prostate cancer indicate little positive impact of symptom
monitoring interventions*'. Interestingly, beyond detection of recurrence, research on the
utility of survivorship care plans has identified where symptom monitoring may be
particularly useful for certain demographic groups. For example, Faul and colleagues®?

indicate that older people may misattribute modifiable symptoms (e.g., late effects of
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treatment) to “normal aging” or believe that their symptoms are not treatable. They thus
argue for promoting active and guided symptom monitoring as part of survivorship care
plans in this population. Taken together, individual differences in disease state are
important to consider in weighing the relative risks and benefits of symptom monitoring.
Within an SDM framework, it is important that the clinician provides clear communication
about the individual’s status across these disease-related factors, in balance with
recognizing and measuring psychological risk, in order to guide the clinician-patient

discussion.

5. Clinical examples and future steps

Whilst recognizing the layers of individual difference and uncertainty described above, we
propose specific points that are appropriate for clinicians to consider when broadly
reflecting on how to best communicate with their patients about the challenge of symptom
monitoring after cancer (see Panel 1). We also offer two clinical examples in which
individual patient differences are taken into account and an SDM framework could be
usefully employed. Of note, in the first example, clear communication about risk,
recognition of psychological concerns, and reassurance regarding physical symptoms is
sufficient, whereas in the second example a more specific symptom monitoring plan is

developed.

Example 1: Nathan is a 20-year-old young man who completed chemotherapy and radiation
therapy for Ewing sarcoma in his pelvis 2 years previously. He was originally diagnosed after

presenting with persistent sciatic pain and is now very vigilant and fearful when
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experiencing changes in physical sensations, including pain, in the lower half of his body. His

remembers a friend with Ewing sarcoma, whom he met in hospital, whose diseased

metastasized to the lungs and subsequently proved fatal. Nathan is therefore also vigilant of

changes to his breathing or a new cough. Nathan attends his scheduled follow-up sessions

at the hospital but is reassured by learning that his scans are clear each time that he does

not actively indicate difficulties with fear of recurrence or knowing how to appraise and

cope with physical symptoms.

Relevant doctor-patient communication

1) Through routine screening of FCR, identify if Nathan has clinically high levels of FCR and

2)

3)

4)

5)

consider referring him for psychological support

Enquire as to whether Nathan is worrying about physical symptoms and if so, which
ones

Discuss with Nathan that whilst there is some risk of his disease recurring and there are
certain symptoms that could be a cause for concern (e.g., persistent, worsening sciatic
pain), other symptoms should not cause concern (e.g., a cough is not a symptom of early
recurrence of Ewing sarcoma). Also mention that as he is receiving regular scans (every 3
months), disease recurrence is likely to be detected before it becomes symptomatic
Acknowledge that many individuals experience difficulty with symptom perception after
cancer and that knowing how to appraise and respond to physical sensations is a
significant challenge for both physical and psychological health

Ensure that Nathan knows that the care team is available to help evaluate the
significance of symptoms of concern to him, and can also assist him with psychological

support if persistent worry interferes with quality of life or functioning
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Example 2: Joanna is a 34-year-old woman who completed surgery, chemotherapy, and

radiotherapy for primary breast cancer. She is scheduled to receive follow-up scans every 6

months although has missed two appointments due to fear of finding out that her cancer

has returned. Although her cancer was originally asymptomatic and was detected

throughout routine surveillance, she is increasingly fearful of changes in physical sensations

in her breasts and palpates her breasts every day to monitor for disease recurrence.

Relevant doctor-patient communication

1) Through routine screening of FCR, identify if Joanna has clinically high levels of FCR and
consider referring her for psychological support

2) Enquire as to whether Joanna is worrying about physical symptoms and if so, which ones

3) Reassure Joanna regarding her relatively low risk of disease recurrence, and review
symptoms of concern and non-concern

4) Acknowledge that many individuals experience difficulty with symptom perception after
cancer and that knowing how to appraise and respond to physical sensations is a
significant challenge for both physical and psychological health

5) Discuss with Joanna that examining her breast tissue every day is likely to cause
soreness that is unrelated to disease recurrence. Develop a behavioral contract in which
Joanna agrees to attend her 6-monthly scans but in between each scan to reduce the

number of times she checks her breasts from once per day to once per month

Our proposed framework and points for consideration are not recommended as definitive
solutions. Instead, our aim is to raise awareness of the potential quality-of-life implications
of symptom monitoring practices, to recognize the need for a balance between physical and

psychological health in cancer survivorship, and to generate cross-discipline discussion on
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the medical, psychological, and ethical challenges of symptom monitoring after cancer.
There are a number of future steps and research questions to guide continued discussion.
First, we suggest above that screening for FCR is likely essential for successful employment
of an SDM framework. A number of brief instruments indicating good reliability and validity
are available for this purpose. For example, the Fear of Cancer Recurrence Inventory
severity subscale comprises only nine items and provides clinical cutoffs to identify
individuals with clinically high levels of FCR. The published cut-off score indicates that > 13 is
a “clinical” range, however, recent work suggests that a score of 22 or above is more likely
to indicate a need for referral to a psycho-oncology specialist®3. There is also how some
evidence to support a 4-item measure**. However, there are no measures of FCR developed
for or validated in children and adolescents. There are also no measures of fear of physical
symptoms within the context of cancer survivorship. The development of pediatric and
symptom-specific measures of FCR is an important next step to guide both research and
clinical practice. Second, a wide survey of clinician beliefs, attitudes, and behaviors
(communication strategies) regarding symptom monitoring after cancer treatment
cessation is needed. Particularly useful will be survey data encompassing multiple disciplines
(e.g., oncologists and psychologists working in oncology settings), clinical environments
(private and public medical institutions), and international settings. The latter is particularly
relevant given that the degree of routine surveillance, and relative reliance on physical
symptoms to guide follow-up scans and tests, differ greatly between countries. Third,
qualitative studies of patient experiences in coping with uncertainty around bodily
sensations after cancer, and in communicating with clinicians about symptom monitoring,
will be revealing. Overall, we need to understand the range of clinician communication

practices about symptom monitoring, the impact of this communication on patient
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wellbeing, the clinician’s subjective level of comfort in weighing physical and psychological
risks, and their interest in receiving training to enhance shared decision-making within this

context.

6. Acting in uncertainty

Many clinical decisions involve acting in uncertainty. In the case of directed symptom
monitoring after cancer, and how clinicians communicate about this practice, such
uncertainty has several layers. One layer involves the individual’s risk of disease recurrence,
the extent to which physical symptoms are useful or reliable indicators of recurrence for
that individual, and the timeframe within which these symptoms are associated with a
curable or symptom-relieving disease state. As techniques for recurrence detection through
routine surveillance improve, the clinical need for patient-driven symptom monitoring will
likely decrease. Also relevant is the extent to which physical symptoms are reliable
indicators of late effects of cancer treatment beyond disease recurrence, such as cardio-
pulmonary health and fertility issues. We have not addressed these issues within this paper,
but we note that their consideration is relevant for guiding best practices in clinician
communication surrounding directed symptom monitoring. Another layer concerns the
physician’s own tolerance of uncertainty. We highlight the important role that the clinician
has in providing counselling about symptom monitoring. Yet, we recognize that this role can
be difficult to navigate. Just like patients have variable risk tolerance, comfort with
uncertainty, and degree of worry, so do physicians. It is both the physician’s clinical
experience and their own psychological milieu that affects how they view data (such as
reported symptoms), weigh perceived risks for the patient, and make recommendations. In

the presence of a patient reporting symptom-related concerns, the clinician may feel
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obligated to ‘do everything’, leading to potentially unnecessary testing and biopsies, each of
which can increase fear at least temporarily. Failing to ‘do everything’ may be viewed as not
taking the patients’ symptom-related concerns seriously, further contributing to issues of
epistemic (in)justice described earlier. On the other hand, providing anticipatory guidance
about the meaning of specific symptoms may be important in decreasing both (hyper-
Jvigilance and negligence. Eliciting an understanding of the patient’s worries may permit the
clinician to identify misperception and relieve misplaced worry. As a clinician, being aware
of your own biases as you approach shared decision making with patients may be as

important as understanding the patient’s perspective.

7. Conclusion

Life beyond cancer for many is like living next to a volcano, in the shadow of an ever-
present, uncontrollable threat. To ignore the smoke would be to miss what little
information is available, even when one knows it can be unreliable. Attending only to the
smoke, however, brings the risk of chronic preoccupation with threat, heightened fear, and
decreased well-being. In this Personal View article, we have considered the role of the
clinician in providing guidance for individuals living beyond cancer as they navigate this
uncertain environment. We propose a shared decision-making approach that encourages a
discussion of the magnitude of the individual’s cancer recurrence risks the relative reliability
of symptoms for that individual, as well as psychosocial considerations of fear of cancer
recurrence and mental health. Instead of a choice between a ‘better safe than sorry’ or
‘wait and see’ strategy, we propose an alternative, ethically pragmatic strategy in which one
promotes the opportunity to acknowledge the plurality of values as well as ethical and

personal preferences described above, and engages in shared decision-making that respects
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the individual’s chosen approach to symptom monitoring. We intend not to offer a
definitive solution but instead to generate cross-disciplinary discussion on the medical,
psychological, and ethical challenges of symptom monitoring after cancer in order to guide

clinical practice.
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