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D
istress among cancer patients is increas-
ingly being referred to as a sixth vital sign 
that requires regular monitoring along with 

a patient’s pulse, respiration, blood pressure, temper-
ature, and pain level.1,2 Te National Comprehensive 
Cancer Network (NCCN) has defned cancer-
related distress as “a psychological, social, and/or 
spiritual nature that may interfere with the ability 
to cope efectively with cancer, its physical symp-
toms, and its treatment.”3 Pooled data suggest that 
about 40% of cancer patients are distressed.4 In 
August 2012, the American College of Surgeons 
released new cancer hospital accreditation standards 
requiring that all patients be screened for distress.5 
Te NCCN developed clinical guidelines for dis-
tress management3 to help providers and health care 
systems accurately and routinely identify and treat 
patients who are experiencing distress. Te increased 
attention to distress management is consistent with 
a broader trend in oncology toward more compre-
hensive, patient-centered care. 

Now that eforts to implement distress screening 
are underway in cancer care institutions across the 

United States and internationally, it is essential to 
engage in a parallel process to ensure that patients 
who have been identifed as distressed have access 
to and receive the coping resources and psychosocial 
support services they need. Findings from several 
studies suggest that the process of distress screening 
alone may play a role in reducing distress, although 
outcomes have been mixed.4 Distress screening can 
provide a forum for patients and their caregivers to 
discuss concerns and it ofers providers insight into 
the challenges patients are facing. 

Given the diverse array of practical, social, emo-
tional, and physical challenges that can amplify 
cancer patients’ distress, however, many sources of 
patient distress are outside the purview of patients’ 
primary cancer care providers. One of the most fre-
quently recommended strategies for addressing 
stressors outside the domain of the primary cancer 
care team, consistent with the NCCN guidelines 
for distress management,3 is to connect patients 
to coping resources and psychosocial support ser-
vices within their institution or in the commu-
nity.4 Tese resources and services can include psy-
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Cancer-related distress impacts quality of care, resource use, and patient outcomes. Patients are increasingly screened for distress, 
yet many do not receive coping resources and psychosocial support services that may help to reduce their distress. Distress screen-
ing must be paired with attention to the different phases of the distress and coping process, with emphasis on barriers and facilita-
tors of cancer patients’ use of coping resources. This paper offers a conceptual model illustrating key pathways and modifying 
factors of distress and use of coping resources among cancer patients, and potential roles for cancer care providers and institu-
tions in facilitating effective coping and distress reduction. Building on a review of relevant empirical and theoretical literature, we 
developed a conceptual model that integrates concepts from Stress and Coping Theory into the National Comprehensive Cancer 
Network’s guidelines for Distress Management. We found that barriers and facilitating factors that may inhibit receipt of coping 
resources and services to reduce cancer-related distress include health and cancer beliefs, accessibility and acceptability, the role 
of caregivers in cancer treatment, coordination of care, and the quality of patient-provider relationships. Herein, we highlight 
largely modifable factors that can infuence the successful uptake of coping resources and services to reduce distress among 
cancer patients. We conclude with recommendations for how cancer care providers and systems can better identify and address 
barriers to the use of distress reduction resources and support services.
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chological counseling, support groups, pain management, 
complementary and alternative medicine, patient educa-
tion and support agencies, sexual health therapy, physical 
therapy, nutrition counseling, spiritual support, transporta-
tion assistance, fnancial counseling, and meditation classes. 
Te strategy of relying heavily on referring patients to cop-
ing resources and psychosocial support services to reduce 
distress is reasonable and practical given the structure and 
organization of the US health care system. However, a 
major limitation of this approach is that the rate of patients 
who are interested in using the recommended resources 
and who can access the resources is low. Only a third of 
distressed patients in most studies get the resources and 
services to which they are referred.6-11 Little is known of 
the barriers that inhibit cancer patients’ receipt of poten-
tially benefcial coping resources and psychosocial support 
services and what cancer care providers and institutions can 
do to remediate these barriers. 

Te purpose of this paper is to use stress and coping the-
ory12-15 to highlight factors that can afect patients’ deci-
sions and ability to access coping resources and psycho-
social support services to reduce their distress. We ofer a 
conceptual model illustrating key pathways and modify-
ing factors of distress and use of coping resources in can-
cer patients. Our model also indicates the roles cancer care 
providers and institutions can play in supporting efective 
patient coping. We conclude with suggestions for how can-
cer care institutions and providers can better identify and 
address barriers to the use of distress reduction resources 
and support services.

Distress management guidelines
Te NCCN guidelines for distress management3 (Figure 
1) suggest screening for distress by using the single-item 
Distress Termometer. Te screening tool requires patients 
to quantify their distress on an analog scale and has been 
validated among diverse patient samples.4,11,16,17 Te NCCN 
recommends pairing use of the Distress Termometer with 
use of the Problem List, which is a brief tool for identifying 
unmet patient needs. Te 38-item, self-report Problem List 
is structured around the question stem, Please indicate if any 
of the following has been a problem for you in the past week 
including today, and covers the following domains: practi-
cal (5 items), family (4), emotional (6), spiritual (1), and 
physical (21).

As per the NCCN guidelines, the oncology team should 
manage modifable physical symptoms and mild distress. 
Patients with moderate and severe psychosocial distress 
should be referred to mental health professionals, social 
workers, or spiritual advisors. NCCN guidelines delin-
eate recommended referral types and courses of evalua-
tion, treatment, and follow-up. To date, the thrust of can-
cer distress research has been to document the prevalence 

of distress and distress screening tools, standardization, 
and institutionalization. Tese issues are critical; yet, our 
understanding of how to help distressed patients, espe-
cially regarding the uptake and efectiveness of referrals, is 
limited.4,18,19 

A patient-centered model of distress and use 
of coping resources
We propose a conceptual model (Figure 2) that illustrates 
the parallel experiences of patients and health care provid-
ers and systems in identifying distress and stressors, engag-
ing in coping processes, and infuencing distress outcomes. 
Te model builds on the NCCN’s guidelines for distress 
management to incorporate stress and coping theory. In 
this way, we emphasize critical factors that may determine 
whether patients choose to use and are able to access cop-
ing resources and psychosocial support services to reduce 
their distress and the potential roles for health care pro-
viders and institutions in reducing barriers and enhancing 
facilitating factors. 

According to stress and coping theory,12-15 when 
patients are faced with a potential stressor, they engage in 
a conscious or unconscious two-stage cognitive process of 
appraisal to decide what coping eforts to use. Distress is 
generated, maintained, and altered by specifc patterns of 
appraisal and coping eforts based on internal and external 
factors. Primary appraisal14 refers to patients’ assessment of 
the likelihood that a problem will cause them distress, includ-
ing judgment about perceived susceptibility and severity 
of a potential stressor. Secondary appraisal14 is the process 
in which individuals evaluate their capacity to efectively cope 
with stressors. Patients consider available external coping 
resources, their own capacity to regulate their emotional 
response (internal coping resources), and whether cop-
ing eforts are likely to be efective. Given the diversity of 
stressors related to cancer, many patients need psychosocial 
intervention or other external coping resources to reduce 
their distress. Some external resources may also bolster 
patients’ internal capacity to cope with stressors.

Barriers and facilitators to using resources 
and services 
Te literature shows that factors afecting cancer care 
delivery include a patient’s beliefs about health and cancer, 
accessibility to and acceptability of care, the role of caregiv-
ers in cancer treatment, coordination of care, and the qual-
ity of patient–provider relationships. Although research 
identifying mediators between coping resources and their 
use is limited, it is plausible that the same types of barriers 
and facilitators are at work. 

Patients’ health and cancer beliefs are known to afect 
their decision making, treatment adherence, psychologi-
cal distress, and clinical outcomes.20,21 Personal and cultural 
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beliefs can infuence whether patients identify a need for 
help and the types of coping resources and services they 
desire. For example, coping resources and recommenda-
tions driven by medical models of health may not appeal 
to or engage patients whose culturally derived beliefs about 
cancer difer from those of the dominant culture. Patients 
who are exposed to services that are not salient to their 
concerns and priorities may avoid using coping resources 
in the future.10

Accessibility to and acceptability of coping resources 
are often cited as reasons patients do not take advantage 
of referrals.22,23 Lack of health insurance, underinsurance, 
and the bureaucracy involved in getting insurance cover-
age for services, especially mental health services, can be 
burdensome. Some services and resources may be prohibi-
tively expensive out-of-pocket or may be difcult to access 
because of inconvenient hours, a patient’s lack of child care 
or transportation, or language barriers.22 Finally, some cop-

ing resources and psychosocial services may be considered 
culturally unacceptable because of discomfort with help 
seeking, privacy concerns, stigma, conficting values, or pes-
simism about the efectiveness of the suggested service.10,24

Te role of caregivers as legitimate stakeholders in cancer 
treatment is increasingly recognized as a critical component 
of successful recovery.25 Patients often rely heavily on care-
givers for emotional support, health care advocacy, adher-
ence to provider recommendations, instrumental support 
for treatment, and attending to other needs when patients 
may be incapable of independently meeting those needs. 
Engaging caregivers in patient care can improve patients’ 
capacity to access coping resources and psychosocial sup-
port services. Psychosocial interventions may also be more 
efective when they involve both patients and caregivers.26 

Coordination of care can also infuence the likelihood 
that patients are able to access and use resources and ser-
vices to cope with stressors and reduce distress. Living 
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FIGURE 1 National Comprehensive Cancer Network Guidelines for distress management

aSee Psychosocial Distress Patient Characteristics (DIS-B) bPsychiatrist psychologist advanced practice clinicians, and/or social worker

Reproduced with permission from the NCCN Clinical Practice Guidelines in Oncology (NCCN Guidelines®) for Distress Management V.2.2013. © 2013 National 
Comprehensive Cancer Network, Inc. All rights reserved. The NCCN Guidelines® and illustrations herein may not be reproduced in any form for any purpose without the 
express written permission of the NCCN. To view the most recent and complete version of the NCCN Guidelines, go online to NCCN.org. NATIONAL COMPREHENSIVE 
CANCER NETWORK®, NCCN®, NCCN GUIDELINES®, and all other NCCN Content are trademarks owned by the National Comprehensive Cancer Network, Inc.
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with cancer and cancer treatment often involves a range of 
health care providers. Coordination of psychosocial distress 
screening, management, and follow-up between cancer 
care providers has been poorly developed.27 Even relatively 
integrated cancer treatment teams often lack clarity about 
whose responsibility it is to monitor, address, and facilitate 
access to coping resources and support services. 

Te patient–provider relationship can facilitate or inhibit 
patient access to and use of coping resources and psycho-
social support services. Chaitchik and colleagues28 showed 
that physicians tended to underestimate how much infor-
mation their patients wanted and overestimate their own 
informativeness, while often not providing the type of 
information most relevant to their patients’ concerns. Good 
communication ensures that cancer treatment providers are 
better informed about and able to be responsive to their 
patients’ needs and preferences. 

Discussion 

Distress is a harmful dimension of stress that can lead to 

negative physical and emotional health outcomes.29 In can-
cer patients, distress results when patients possess insuf-
cient internal and external coping resources to mediate the 
accumulation of stressors derived from the disease, treat-
ment side efects, lifestyle changes, and other factors that 
are directly and indirectly related to living with cancer. 
Increased distress has been associated with poorer treat-
ment adherence,30,31 rates of surveillance screening,32 adop-
tion of cancer recurrence prevention behaviors,33 patient–
provider communication,34 and satisfaction with medical 
care.35,36 Distressed cancer patients have longer inpatient 
stays37 and higher overall health care costs.38 Distress may 
also contribute to poorer quality of life36,39 and reduced 
survival.40-42

Te identifcation and management of distress have 
become priorities in cancer care because of an increased 
awareness of the prevalence and deleterious impact of 
distress on health outcomes, a report by the Institute of 
Medicine that detailed shortcomings in the provision of 
psychosocial services,19 new accreditation requirements, 
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FIGURE 2  Expanding the NCCN guidelines for distress management: a model of barriers to the use of coping resources
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and a move toward patient-centered models of care. 
Although there may be some beneft of distress screening 
alone in reducing cancer patient distress,4 many patients 
could beneft from the wealth of coping resources and psy-
chosocial support services available, many of which are 
currently underused.7-9 Tis is especially true for the most 
distressed patients and those whose sources of distress are 
outside of the expertise of the primary cancer care team. 
Some patients may prefer no intervention, but it is critical 
that cancer care providers understand what factors infu-
ence whether patients become linked to these services if 
patients desire intervention. 

Recommendations

We propose that distress screening eforts must be paired 
with attention to the phases of the distress and coping pro-
cess, with emphasis on the barriers and facilitators of cancer 
patients’ use of coping resources and psychosocial support 
services. Our conceptual model uses concepts from stress 
and coping theory12-15 to highlight how largely modifable 
factors can infuence the cognitive processes of appraisal, 
through which cancer patients determine how they will 
cope with distress including resources they may be able 
to use to enhance their eforts. We illustrate the parallel 
experiences of patients and health care providers and sys-
tems to suggest where providers can intervene to provide 
coping support. Evidence-based recommendations must 
be developed to direct and support cancer care providers 
and health systems in reducing barriers to patient receipt of 
coping resources and identifying the resources patients are 
most likely to accept. By attending to these factors, distress 
reduction interventions can increase the likelihood that 
patients actually receive the help they need. 

Although research is limited on the barriers cancer 
patients face in using coping resources and psychosocial 
support services and associated interventions, several strat-
egies could improve the identifcation and mediation of 
the barriers to using coping resources. Many of these are 
consistent with or slight variations on existing trends in 
the feld of distress management, health care reform, and 
eforts to move toward a patient-centered medical model. 

Te parallel process of institutionalizing distress screen-
ing is a key to improving linkages between distressed 
patients and resources and services to help them cope with 
distress. Of particular importance is the repeated screening 
of patients to help health care providers and systems moni-
tor changes in the magnitude of distress and unmet needs 
reported by cancer patients over time and over phases of 
disease and treatment. When practices and policies are put 
in place to facilitate the reduction of distress, including 
interventions to address the barriers and facilitators dis-
cussed above, repeated screening data can be used for eval-
uative purposes. One particular system that could facilitate 

the institutionalization of distress screening is electronic 
medical records. Requiring providers to enter distress data 
(eg, as part of vitals), easily accessible and prominent places 
for distress data in the record, and ways of tracking distress 
over time can reinforce the importance of distress among 
providers, facilitate coordination of distress management, 
and bring attention to patients whose distress is not being 
reduced and who require further attention. 

Institutional feedback mechanisms can also play a role 
in eforts to more efectively reduce cancer patient distress 
by increasing linkages between distressed patients and cop-
ing resources and psychosocial support services. Feedback 
mechanisms can give providers and institutions insight 
about how consistently distress screening is being imple-
mented, aspects of distress management eforts are that 
successful and those warranting additional attention, refer-
ral patterns, and whether patients receive the resources and 
services they are referred to. Tey can also identify units 
whose eforts may be particularly efective at connect-
ing their patients to needed services, and whose strategies 
could be studied and replicated elsewhere. 

Coordination and centralization of the response to 
patients with identifed distress can also pool the resources 
and expertise within a cancer treatment institution or col-
lection of community cancer care providers. It is challeng-
ing for any one provider or unit to be aware of the diver-
sity of coping resources and psychosocial support services 
available within a community, especially given the prolif-
eration of resources available online. Coordination of care 
by a centralized entity whose mission it is to learn about 
and identify coping resources for distressed cancer patients 
could contribute to development of a systematic process 
for referring patients to support services, following up to 
see if patients get access these services, troubling-shoot-
ing barriers, and evaluating the impact of diferent services 
and revising their referral procedures accordingly. In addi-
tion, specifc people or positions must be held accountable 
for following up with patients who have been identifed 
as distressed. In many cases, physicians within the primary 
cancer treatment team lack the time, communication and 
interpersonal skills, and familiarity with coping resources 
to be ideally situated to fulfll this role. Given the training 
in both psychological and logistical support, social work-
ers may be particularly suited and institutionally situated to 
address complex barriers with patients, to develop individ-
ualized distress management plans, and to facilitate com-
munication among key players – cancer care providers, psy-
chosocial support services, patients, and caregivers – so that 
they can collectively work to alleviate patient distress.43

Appraisal and coping cognitions and processes have been 
shown to be predictive of distress and related mental health 
constructs in cancer patients.44-47 More research is needed 
on how to apply research and assessment tools on these 
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topics into distress management in cancer patients. For 
example, additional screening measures could be adopted 
to assess patients’ appraisal processes (eg, Cognitive 
Appraisal of Health scale,48 Stress Appraisal Measure49) 
and coping dispositional style (eg, Coping Inventory for 
Stressful Situations,50 Brief COPE51). Te insight provided 
by these measures can be paired with worksheets and activ-
ities to help patients, caregivers, and providers develop dis-
tress management plans that identify and build on indi-
vidual patients’ appraisal and coping styles and resources, 
while acknowledging and addressing barriers. Appraisal 
and coping styles must be measured and explicitly incor-
porated into interventions for these concepts to be efective 
at reducing barriers to the use of coping resources and, ulti-
mately, at reducing distress.52

In addition, protocols and assessment instruments to 
further understand other aspects of distress and its sources 
in cancer patients who report high levels of distress could 
more efectively match patients with the coping resources 
and services they need. Te Distress Termometer and 
Problem List are brief screening tools intended to be paired 
with more comprehensive assessments after distressed 
patients have been identifed. Given the contributory role 
of depression and anxiety in distress, it may be helpful to 
screen all patients who have been identifed as distressed 
for depressive and anxious symptomology. Other tools exist 
for assessing other Problem List items in greater depth and 
may provide additional insight into the types of resources 
or services that may be best suited for the needs of indi-
vidual patients. 

Providers can help reduce cancer patients’ distress by 
cultivating trusting patient–provider relationships char-
acterized by efective, two-way communication. Ongoing 
distress screenings are opportunities for providers to nur-
ture patient relationships, improve communication, and 
demonstrate their interest in patients’ quality of life.53-56 

Tis focus is particularly warranted, as a good patient–pro-
vider relationship can facilitate successful linkages between 
patients and coping resources and psychosocial support 
services. Health care providers should engage their patients 
in open and transparent discussions about patients’ inter-
est and capacity to use recommended coping resources and 
services. Cancer care providers can further help patients to 
negotiate institutional and structural barriers to accessing 
coping resources by collaborating with units and provid-
ers that focus distress management (eg, social workers) and 
wielding their infuence, connections, and knowledge in 
the health care arena.

In conclusion, distress is a common and serious comor-
bidity among cancer patients and warrants the attention 
it has drawn from accrediting bodies. Given the diversity 
of stressors and patient characteristics, referring patients to 
resources for coping and psychosocial support is a logical 

strategy, yet low rates of patient receipt of these resources 
inhibit this approach from being more efcacious. We rec-
ommend building on the NCCN guidelines to empha-
size barriers and facilitating factors that infuence whether 
patients are interested and able to access recommended 
coping resources. Tough eliminating the barriers identi-
fed in our model requires social and structural changes, 
frst steps include cultivation of good patient-provider rela-
tionships and implementing systems for monitoring the 
fdelity and supporting the efectiveness of distress screen-
ing and management protocols.
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