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Psychosocial issues in colorectal cancer survivorship: the top ten
questions patients may not be asking
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Abstract: Advances in colorectal cancer screening and treatment have increased survivorship significantly in

recent years. This has led to an increased emphasis on the need for continuing patient care long after cancer

treatment is completed. Colorectal cancer survivors may face a number of psychosocial issues following

treatment, including cancer-related distress, adjustment to physical changes following treatment, and challenges

related to returning to work. Although there are many resources available to assist with these challenges, many

patients may not seek this information from their providers during follow-up care visits. This article highlights

some of the most common patient concerns related to survivorship in colorectal cancer and serves as a reminder

to ask about these concerns throughout the course of treatment and follow-up care.
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Introduction

Advances in colorectal cancer screening and treatment have
increased survivorship significantly in recent years, with
the 5-year survival rates for all colorectal cancer patients
estimated to be between 65-66% (1). Cancer survivors face a
number of psychosocial challenges including sleep difficulties,
pain, changes in sexual functioning, fear of cancer recurrence,
financial hardship, and impaired quality of life (QOL) (2-4).
While more and more resources are available for colorectal
cancer patients to manage psychosocial issues related to
survivorship, many patients may not feel comfortable
initiating conversations with providers about these concerns.
The following questions provide a summary of some of the
most common patient concerns related to colorectal cancer
survivorship and helpful resources that can help patients and
providers manage these psychosocial issues (see Table 1 for
full list of resources).

How long will my cancer-related distress last?

Survivors of cancer have a higher risk of developing anxiety,
depression, and post-traumatic stress disorder (PTSD)

© Pioneer Bioscience Publishing Company. All rights reserved.

(5,6). In colorectal cancer survivors, the prevalence of
depression and anxiety symptoms appears to be closely
related to physical functioning, financial concerns, cognitive
functioning, lack of social support, and concerns about
cancer recurrence (7,8). Patients who are married or in
long-term relationships and those who are physically active
tend to report lower levels of anxiety and psychosocial
distress (4,9). With these predictors and protective factors
in mind, screening for survivors of colorectal cancer
is recommended in order to identify patients who are
experiencing clinically significant levels of distress, anxiety,
or depression. Discussing these symptoms with physicians
early in care also increases the likelihood that patients
will report anxiety and depression if they occur later in
treatment (10). This allows providers to make appropriate
referrals for mental health treatment or additional support
if needed.

In terms of screening methods, the National Comprehensive
Cancer Network (NCCN) has recommended that Distress
Thermometers be implemented to assess level of distress and
potential problems areas for patients. A cut-off score of 4 is
generally recommended to identify patients who may be in
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Table 1 Web-based resources on psychosocial issues related to colorectal cancer

American Association of Sexuality Educators, Counselors,
and Therapists (www.aasect.org)
American Cancer Society (www.cancer.org)

American College of Sports Medicine (www.acsm.org)

American Psychosocial Oncology Society (www.apos-society.org)

American Society of Clinical Oncology (ASCO) (www.asco.org)
HRSA Health Literacy Resources

(www.hrsa.gov/publichealth/healthliteracy/)
LIVESTRONG (www.livestrong.org)

National Cancer Institute (NCI) (www.cancer.gov)

National Comprehensive Cancer Network (NCCN) (www.nccn.org)

National Sleep Foundation (www.sleepfoundation.org)

United Ostomy Association, Inc. (www.ostomy.org)

U.S. Equal Employment Opportunity Commission (wWww.eeoc.gov)

Referral resources and information for sexual dysfunction

Survivorship plan resources

Local support group listings

Treatment information

Exercise guidelines for cancer patients

Exercise prescription information

Distress screening information

Information about treatments for patients

Referral resources and helpline

Treatment guidelines

Survivorship care recommendations

Health literacy information

Resources for improving patient-provider communication
Patient resources

Information about the LIVESTRONG at the YMCA program
(12-week exercise program for adult cancer survivors)
Survivorship plan resources

Information about genetic testing

Survivor treatment information

Distress screening guidelines

Sleep disorder and CBT-1 information

Referral resources for sleep specialists

Information and support group listings

Discussion board

ADA act information

Questions about cancer in the workplace

ADA, the Americans with Disabilities Act; CBT-I, cognitive behavioral therapy for insomnia.

need of further resources (11). Other questionnaires such as
the Hospital Anxiety and Depression Scale (HADS) can also
be useful tools for anxiety and depression screening (11,12).

What will it be like going back to work?

Although approximately two-thirds of cancer patients return
to work within 1.5 years after their diagnosis, unemployment
rates are significantly higher in survivors of cancer (13).
Returning to work after treatment may be beneficial for
many colorectal cancer survivors as it can help patients to
regain a sense of normalcy and routine, re-establish social
support networks with co-workers, reduce financial distress,
and increase activity levels during the day (7). However,
some patients may have concerns about treatment effects
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on physical functioning and fatigue and whether or not
they will be able to return to their previous jobs or continue
to work full-time. Patients may also report a decline in
cognitive functioning at their job including memory
difficulties, concentration impairment, and decreased ability
to multitask (13). Changes in bowel functioning, including
constipation and diarrhea, are also associated with delays in
returning to work for some patients (14).

A recent review of return-to-work interventions showed
that multidisciplinary interventions involving physical,
psychological, and vocational components have the highest
return-to-work rates (15). Other studies have shown that
receiving even brief advice or guidance from a health
care provider may be very helpful to patients who are
considering a return to work (16). Providers may be able to
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help patients more accurately assess their readiness to return
to work, improve symptom management in the workplace,
and provide guidelines for patients to monitor how they are
adjusting to work (15,16). Patients may also benefit from
information about legal protection through the Americans
with Disabilities Act (ADA) and the Family and Medical
Leave Act (FMLA). For example, patients may not be aware
of reasonable accommodations that their employers can
consider as they return to work including restructuring jobs,
offering modified work schedules, employee reassignment,
or changes that can make the workplace more accessible.

What do genetic testing results mean for me and
my family?

While approximately 75% of patients with colorectal cancer
have no evidence of an inherited disorder, the remaining
25% of patients have a family history of colorectal cancer
that suggests possible hereditary factors [National Cancer
Institute (NCI) (17)]. The genetic mutations that have been
identified as being linked to hereditary colorectal cancers
only account for about 5-6% of colorectal cases currently,
although it is likely that more genetic factors will be
discovered in the future. For example, 2-4% of individuals
diagnosed with colorectal cancer have Lynch syndrome,
which predisposes them to colorectal cancer and other
malignancies (18).

Studies estimate that 67% of colorectal cancer survivors
are interested in screening for genetic factors (19). Patients
considering genetic testing may have a number of questions
related to how the results may affect their family members,
whether or not insurance will cover the testing, and who
may have access to their results in the future. Patients
with higher levels of psychosocial distress, lower levels of
perceived social support, and escape-avoidant coping styles
may be less likely to request screening due to concerns
about receiving genetic testing results (20). Referring
patients to a genetic counselor to discuss testing options,
costs, and implications of testing may help patients decide
whether or not to pursue genetic testing as a colorectal
cancer survivor. The NCI website also has patient materials
available that can provide information about the legal, social
and ethical concerns related to genetic testing.

Will my cultural background affect my QOL and

care in the future?

Cultural factors including race/ethnicity and socioeconomic
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status are known to be important predictors of survivorship
outcomes, with a disproportionate number of cancer-
related deaths occurring among minorities (21,22). Patients
in minority groups are more likely to report problems with
the coordination of their treatment, access to care, and
information about their treatment (21,23). Patients from
diverse cultural backgrounds may be reluctant to participate
in medical treatment that differ from their own beliefs and
traditions, may experience fear and mistrust of healthcare
institutions, or may have less experience or knowledge in
terms of navigating the healthcare system. These differences
can create barriers to patient care, misunderstandings
between clinicians and patients, and poor adherence to
recommendations for long-term treatment (22). Creating a
more culturally sensitive treatment environment can involve
an evaluation of patients’ beliefs and attitudes about cancer
during treatment, involving the patient and family members
in decision-making and treatment planning, addressing
concerns related to health literacy and access to health care
services, and providing patient materials in a culturally-
tailored language/format (21).

How important is physical activity now that |
have survived colorectal cancer?

Physical activity is an important for survivors of colorectal
cancer, yet many patients may not feel comfortable engaging
in exercise during or after treatment. Zhao and colleagues
found that only 56.1% of cancer survivors reported engaging
in physical activity at least 150 minutes per week vs. 65.7%
of adults with no cancer history (4). This is partially
due to inaccurate previous recommendations for cancer
patients to avoid activity and to rest during treatment (24).
Physical activity interventions in cancer survivors have been
shown to have positive effects on upper and lower body
strength, fatigue, QOL, anxiety, and self-esteem (25).

The American College of Sports Medicine has
recommended that cancer survivors adhere to the 2008
Physical Activity Guidelines for Americans which includes
150 minutes of moderate-intensity aerobic activity and
muscle strengthening activities at least 2 days per week (24).
Although some patients will be able to increase their
physical activity levels by following general exercise
guidelines, most would benefit from more tailored
recommendations that can take into account individual
needs (26). This may include providing an exercise
“prescription” that specifies type of activity, intensity, and
duration. Referring patients to community-based exercise
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programs available at the YMCA may help to provide social
support and guidance from trained professionals during
their exercise program. If needed, a referral to physical
therapy or rehabilitation may help patients to address
weakness or instability that may be present due to the
effects of treatment or deconditioning.

Will my primary care provider (PCP) be able to
provide all of my care as a colorectal cancer
survivor?

The American Society of Clinical Oncology (ASCO)
recommends a model of care that combines the expertise
of the oncology team and the PCP to coordinate survivor
follow-up (27). However, patients and providers may have
different expectations in terms of who will be providing
their care after treatment ends (28). For example, some
patients expect their oncology team to be more involved
with their cancer care follow-up than their PCP. One
of the ways to facilitate transfer of care back to the PCP
is to create a survivorship plan that details all of the
recommendations for the patient’s follow-up care and
which providers will be responsible for each aspect of
treatment. Giving both the patient and their PCP a copy of
this survivorship plan helps to create the sense of a warm
handoff with clear documentation of needs for additional
treatment and monitoring (29). There are many resources
available for creating survivorship treatment plans on the
ASCO and American Cancer Society websites, including
specific guidelines for colorectal cancer follow-up care.

What will it be like having my stoma long-term?

Colorectal cancer patients often have concerns about
adjusting to their stoma including: changes in sexual
behavior, clothing fit, proper fitting of the appliance, odor
or noises related to use of a stoma, and changes in body
image (30-32). Despite these concerns, research typically
shows that QOL scores remain ‘good” when patients are
asked to rating living with a stoma (33). Referring patients
to an ostomy nurse and providing resources from the
United Ostomy Association of America can help to decrease
patients concerns as they adjust to their stoma.

How will my sexual life be affected as a

survivor?

Although sexual dysfunction is one of the most common
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long-term effects of colorectal cancer treatment, this issue
is rarely discussed among patients and their providers (34).
Changes in sexuality can include coital pain, erectile
dysfunction, and/or decreased vaginal lubrication (35).
Patients may be reluctant to initiate conversations about
sexual functioning, so frequent assessment of these
symptoms can help to normalize the discussion during
follow-up visits. Regardless of age, sexual orientation, or
partner status, sexual functioning is an important aspect of
the QOL for all patients that should be monitored during
survivorship care. In addition to providing patients with
resources for sexual dysfunction treatment, a referral to a
sex therapist or educator may also be helpful.

What if | continue to have problems sleeping
after treatment ends?

It is not uncommon for people receiving treatment for a
cancer diagnosis to have changes in sleep patterns including
increase sleep onset latency and decreased total sleep (36).
These disruptions in the sleep cycle may be associated
with reduced tissue growth and repair, fatigue, impaired
memory, and decreased QOL (37). When providers do
not intervene, patients may self-medicate and potentially
choose detrimental remedies, such as alcohol, to help
them sleep (38). Although medications for sleep are often
considered first-line treatment for insomnia, many patients
could benefit from a behavioral approach to treatment
which is associated with better long-term outcomes than
pharmacological treatment. Cognitive behavioral therapy
for insomnia (CBT-I) is a multi-component treatment that
is designed to improve sleep through sleep restriction and
stimulus control techniques (39). CBT-I can be as effective
as medication but without the side effects or potential
for patients to rely on medications for sleep. In order to
determine whether or not a patient may be a good candidate
for CBT-I, providers should do a thorough assessment of
their sleep difficulties to determine if a sleep study may be
needed to rule out other sleep disorders such as obstructive

sleep apnea (OSA).

What will happen if my cancer comes back?

Fear of recurrence is common among cancer survivors
(42-70%), and may not decrease over time even when risk
of recurrence is low (40,41). It is also associated with poorer
QOL, psychological comorbidities, and increased health
care costs due to more frequent medical visits. Despite the
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negative outcomes associated with fear of cancer recurrence,
it is not often discussed during follow-up appointments and
patients may feel reluctant to ask questions about their risk
of recurrence. Providing patients with a survivorship plan
and giving them the NCCN recommendations for follow-up
tests and appointments may reduce the uncertainty and
apprehensions in the majority of survivors. For some
patients, a referral to a behavioral health provider for
cognitive behavioral therapy (CBT) or acceptance and
commitment therapy (ACT) may be helpful to reduce
their fear of recurrence and associated symptoms (40,42).
The American Psychosocial Oncology Society has more
information and resources for patient referrals.
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