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T
he American College of Surgeons 
Commission on Cancer (CoC) was estab-
lished in 1913 with the goal of improving 

cancer care delivery. To date, more than 1,500 cancer 
centers are accredited nationwide. Tis means that 
about 70% of newly diagnosed cancer patients are 
treated at a CoC-accredited institution.1 In 2011, 
the CoC approved several new standards geared 
toward improving patient-centered continuum of 
care, including survivorship care plans, patient navi-
gation, and distress screening.2 Cancer committees 
at all CoC-accredited cancer centers are expected to 
develop a plan to screen for distress and to provide 
for meaningful treatment or referral for addressing 
this distress when it is identifed in a given patient.

Te standard builds on the work of the Institute of 
Medicine (IOM) which, in 2007, produced a landmark 
report, Cancer Care for the Whole Patient.3 Te report 
suggested that despite remarkable advances in cancer 
treatment over the previous 30 years, the management 
of the psychosocial sequelae of cancer had not kept 
pace. Te report further suggested that adequate psy-
chosocial care needed to be considered standard care 
for all patients. Te IOM report was followed by a rec-
ommendation by the distress management panel of the 
National Comprehensive Cancer Network (NCCN) 
that distress screening and management needed to be 
provided to all patients, regardless of diagnosis or stage 
of disease.4

Tis paper reviews the existing literature in several 
relevant areas. First, we review symptom prevalence 
in cancer and its impact on patient quality of life. 
Second, we discuss the impact of distress screening 
on patient outcomes. Tird, we identify challenges 
in assessing symptoms such as depression from both 
provider and health care system levels. Fourth, we 
review methods of screening and specifc instru-
ments, highlighting the importance of using prac-
tical and validated patient self-report measures. 
Finally, we discuss barriers and implementation 
strategies for academic and community practice.

Symptom prevalence and impact of 
distress
Cella and colleagues highlighted the prevalence of 
the most distressing symptoms in oncology set-
tings.5 Te list, in order of frequency (highest to 
lowest), includes fatigue, pain, anxiety, sadness, and 
nausea. Understandably, clinically signifcant psy-
chological distress is approximately twice as preva-
lent in cancer patients compared with the general 
population. Consequences of this elevated distress 
are critical impairments in general well-being and 
quality of life.6 In some studies, elevated distress has 
also been linked to poorer health outcomes, such 
as higher mortality, greater morbidity, and poorer 
immune functioning.7,8 In addition, other outcomes 
such as medical expenditures and occupational func-
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The recommendations of numerous groups, such as the Institute of Medicine and the National Comprehensive Cancer Network, 
have resulted in the frst regulatory standard on distress screening in oncology implemented in 2015 by the American College of 
Surgeons Commission on Cancer. This practice-changing standard promises to result in better quality cancer care, but presents 
unique challenges to many centers struggling to provide high-quality practical assessment and management of distress. The current 
paper reviews the history behind the CoC standard, identifes the most prevalent symptoms underlying distress, and discusses the 
importance of distress screening. We also review some commonly used instruments for assessing distress, and address barriers to 
implementation of screening and management. 
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tioning may be adversely afected in patients experiencing 
serious psychological distress.9,10

Te most common and straightforward approach to 
measure distress is though the clinician’s impression of 
emotional state during a clinic visit. However, we know 
that such approaches often result in health care provid-
ers doing a relatively poor job of estimating patient dis-
tress.11,12,13 In particular, health care professionals tend 
to underestimate the degree of patients’ distress. Further, 
assessment of depression seems to be the most underes-
timated among common symptoms.14 Tis is concerning 
in light of the negative outcomes in patients with serious 
psychological distress. It also highlights the importance of 
using validated patient-reported outcomes (PRO) mea-
sures, rather than proxy measures (ie, estimates of patient 
distress given by family members or health care providers).

Methods and management of distress 
screening
PRO instruments are the accepted standard for accurate 
estimation of distress. Tere are many PRO instruments 
available for use. Tese have been described elsewhere: a 
joint task force of the American Psychosocial Oncology 
Society (APOS), the Association of Oncology Social Work 
(AOSW) and the Oncology Nursing Society (ONS) has 
provided an excellent summary of PRO instruments;15 and 
other authors have also addressed the topic.16,17

Before choosing a PRO instrument, it is important to 
ensure that the treatment setting possesses someone with 
the requisite skills to interpret and manage the distress 
screener. CoC guidelines are vague on what constitutes 
qualifcation for managing distress; generally, a health care 
provider trained in management of emotional distress will 
qualify. For centers in which there are no mental health 
professionals available, there are a number of training 
courses available for physicians, nurses, and allied health 
professionals. Tese include a free, online course ofered 
by APOS (www.apos-society.org), and courses ofered by  

the ONS (http://www2.ons.org/CourseDetail.aspx?course_
id=87) and the AOSW (www.aosw.org). 

Tere are 2 approaches to screening: clinician-based 
and patient-based administration. Both have advantages 
and disadvantages (Table). Clinician-administered screen-
ings have the beneft of allowing clinicians to assess dis-
tress immediately, in clinic, and then act on those screening 
results with treatment or referral. However, this technique 
is time intensive and can be vulnerable to reporting bias, in 
that patients may be more likely to honestly disclose their 
distress if clinicians were not present. In addition, error 
may be introduced if clinicians are not properly trained in 
how to administer these instruments (eg, asking leading 
questions may lead to under- or over-reporting). Finally, 
non-mental health professionals may not know how to 
adequately respond to elevated levels of distress. 

Patient-administered screening tools can consist of 
either pencil-and-paper instruments, or electronic distress 
screeners. Tere are now a number of electronic distress 
screening tools available.18,19,20 In general, these tools are 
intended to seamlessly integrate with existing electronic 
medical records (EMRs), and patients can complete the 
screenings at home through a patient portal or in clinic 
on a tablet, laptop, or smartphone devices. Some of these 
instruments provide patients with referral information and 
educational materials. Tey are also designed to automati-
cally place the screening information in the patient’s EMR. 
Tese instruments allow greater privacy but necessitate that 
a system be put in place so that the screenings are evaluated 
within a reasonable frame and a response is enacted for 
high levels of distress. In addition, there can be barriers for 
patients with low literacy, poor computer skills, or who do 
not speak English. It is also possible that family members 
might complete the questionnaire on behalf of the patient, 
which renders patient-reported measures invalid.

Te most widely used patient-administered instrument 
is the NCCN Distress Termometer (DT) and Problem 
List.21 Tat approach has patients rate their distress on a 

TABLE Advantages and disadvantages of distress screening methodologies

Clinician administered Patient administered

Advantages

g Allow immediate assessment in clinic
g Allow for immediate referral in clinic
g  Can be administered to patients who cannot complete 

self-assessments (eg, low literacy, certain visual or motor 
limitations)

g Allow greater patient privacy
g  Can be administered electronically in clinic or from 

patients’ homes
g  Likely to get more ‘honest’ patient responses

Disadvantages

g Clinician time burden
g  Vulnerable to clinician bias. Clinicians must be properly 

trained or validity will be in question 
g  Vulnerable to patient response bias such that they may be 

less likely to disclose distress if clinician(s) present.
g  Non-mental health professionals may not know how to 

respond to elevated distress.

g  Necessitates that a system be put in place to ensure results 
are dealt with in a reasonable time frame

g  Barriers with low literacy, non-English language speakers, 
poor computer skills

g  Family members may complete assessment, rendering it 
invalid
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scale of 0-10 (0, least distress), and then accompanies the 
rating with a problem list of about 40 items asking patients 
to specify any problems that are contributing to their dis-
tress. Te tool has high face validity, is easily understand-
able, and has generally acceptable psychometric properties. 
It has been validated across multiple languages, adding to 
its utility.22 However, despite its practicality, it performs 
poorly in assessing depression because of its low specifc-
ity and sensitivity, and therefore we recommend pairing it 
with a depression-specifc instrument, such as the PHQ-2 
(Patient Health Questionnaire-2).23 A recently developed 
tool is the brief 7-item short version of the widely used 
FACT-G (Functional Assessment of Cancer Terapy: 
General), referred to as the FACT-G7. Tis is a brief, well-
validated instrument measuring quality of life in cancer 
patients.24 One of the 7 items taps the anxiety component 
of distress, with clinically signifcant cut scores, and pro-
vides a good group-level estimate of FACT-G score.

The distress management process in action
After choosing an appropriate tool, the next step is to design 
a process by which patients’ distress screening responses are 
evaluated and an appropriate response is initiated when 
warranted. Important considerations include designating 
who will be responsible for administering, collecting, and 
reviewing the data. Tis can be the same person or multiple 
individuals, but accountability is key to ensure that high 
levels of distress do not go unnoticed and that responses to 
distress are timely. For patients with high levels of distress 
(ie, generally a score of 4 or higher on the NCCN-DT), a 
clinician or team of clinicians should review the assessment 
and follow-up with referral or treatment. Te NCCN dis-
tress management guidelines should be available to guide 
referrals and treatment after identifcation of signifcant 
distress. 

At the Robert H Lurie Comprehensive Cancer Center 
of Northwestern University we have been administering 
the Patient-Reported Measurement Information System 
(PROMIS) anxiety and depression computer-adaptive 
tests (CATs) since December 2014. PROMIS CATs use 
a computer algorithm developed with item response the-
ory to administer PRO items, selected from an item bank, 
which are tailored to each patient’s symptom severity (for 
more detail, see Wagner and colleagues25). An item bank 
comprises items representative of the spectrum of a com-
mon trait (eg, depression) that are calibrated on the same 
measurement scale, thus simplifying scoring and inter-
pretation (including T-score cut-ofs for identifying ele-
vated scores). PROMIS T-scores range from 1-100, with 
50 representing the national average and 10 points being 
1 standard deviation. Higher scores indicate more of the 
construct so, for example, a higher score for depression 
indicates more depression. At our institution, PROMIS 

CAT administration, scoring, and real-time clinician noti-
fcation of elevated scores are integrated within the EMR 
(EPIC). 

Te CATs used at our institution assesses 5 primary 
domains: fatigue, pain, physical functioning, depression, 
and anxiety. Tose domains were chosen because they rep-
resent the most commonly reported symptoms and con-
cerns within the oncology setting. In addition to those 
domains, patients are also given the opportunity to request 
a response from a social worker for practical problems such 
as transportation, insurance, child care, and so on. Tey may 
also ask for more information about their diagnosis, treat-
ment, and so on, and their requests are routed to our oncol-
ogy health education coordinator. Finally, patients may 
request a response from a dietitian for any nutritional con-
cerns. Te assessment length is approximately 40 items and 
on average takes slightly less than 10 minutes to complete 
(Figure).

Patients receive a notifcation through the electronic 
health record patient-facing portal (MyChart) 72 hours 
before any scheduled appointment with their medical 
oncologist (the system has not yet been extended to radia-
tion oncology and surgical oncology). Patients are asked to 
click on a link, which takes them directly to the assessment. 
At the end of the assessment they are informed that it may 
take up to 72 hours for the results to be evaluated by the 
health care team and if they are experiencing any emergen-
cies, they should call 911 or proceed immediately to the 
nearest emergency department. 

Assessment results are immediately populated in the 
EMR in 3 ways. First, all assessment results, including the 
date completed, PROMIS T-scores, severity interpreta-
tion (normal, mild, moderate, or severe), items adminis-
tered, and patient responses are documented in the EMR. 
Second, providers can copy assessment results into progress 
notes in the EMR. Tird, clinicians are alerted to severe 
symptoms and patient concerns through messages sent to 
their EMR in-basket. Patients’ PROMIS T-scores in the 
severe range (≥70 or 75, depending on the symptom) trig-
ger electronic provider notifcation through medical record 
messaging to the primary oncologist and a nurse messag-

FIGURE Lurie screening assessmentab

PROMIS CAT Discipline-specifc measures

g Pain
g Fatigue
g Physical function
g Depression
g Anxiety

g Social work needs
g Informational needs
g Nutritional status
g  Patient-Generated Subjective 

Global Assessment (PG-SGA)

PROMIS CAT, Patient-Reported Measurement Information System Computer-
Adaptive Tests

a40 items, takes less than 10 minutes. bWagner et al.25
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ing pool. Severe scores on depression and anxiety are also 
routed to our social work provider pool for triaging. 

When designing our electronic system, it is impera-
tive that all distress screenings should be documented in 
patients’ medical records. With electronic screening sys-
tems, results are typically automatically populated in the 
EMR. Otherwise, clinicians will be responsible for docu-
menting the result, and most importantly, the response to 
the distress screening result. Tus, automatic documenta-
tion of results is important to promote both appropriate 
clinical follow-up and program evaluation (ie, determining 
whether the system is working properly or modifcations 
are necessary). 

Distress screening and improved outcomes
Because distress screening has only recently become man-
datory in CoC-accredited cancer centers, the literature is 
fairly sparse in this regard. However, a number of well-
designed studies have found that if a systematic approach 
is taken to distress screening, evaluation, and referral, it is 
indeed efective. Specifcally, research indicates that clini-
cian documentation is improved, as is referral for distress.26 
Further, patient distress is minimized, patient educational 
needs are decreased, and communication with physicians 
and health care providers increase.27,28 It should be noted, 
however, that the available evidence suggests that screen-
ing in the absence of an established triage plan does not 
improve outcomes.28

Barriers to screening
Less than 2 years ago, a survey of 70 CoC-accredited insti-
tutions found that fewer than half of them (29) had begun 
distress screening.30 Barriers in this study were identifed by 
self-report from institutions. Te primary barriers were lack 
of information on how to implement the recommended 
screening; lack of buy-in among key cancer center staf, 
including oncologists; and lack of information on how to 
pilot test screening before expanding center wide. In addi-
tion to those barriers to beginning a distress screening pro-
tocol, another signifcant barrier was ensuring that appro-
priate referrals are made when elevated distress is found in 
a given patient. 

Another recent study found that rates of distress screen-
ing compliance varied across diferent clinics, ranging from 
47%-73% of eligible patients being screened at least once 
during their treatment.31 Of note, however, is that it seemed 
that time since beginning a screening protocol was pos-
itively correlated with screening rates. Tat suggests that 
clinics may improve at distress screening over time, perhaps 
as a result of quality improvement processes. However, it 
should also be noted that this study looked at academic 
medical centers, which would be expected to have higher 
rates of screening than would a similar sample of commu-

nity oncology practices. Tis is important because there is 
very limited information about the prevalence and efec-
tiveness of distress screening in community-based hospitals 
and clinics. And it is worth noting that a disproportion-
ate number of minorities and vulnerable populations are 
served in such community hospitals and clinics.

Another practical barrier that we encountered at our cen-
ter revolved around questions we received from nurses and 
medical assistants about how to perform clinician-admin-
istered screening. After beginning NCCN-DT clinician-
administered screening several years ago, we met with our 
nurses and medical assistants to assess their experiences 
with screening. Tey indicated candidly that they were not 
performing the screening correctly, but were merely “guess-
ing” at the person’s level of distress when they met them in 
clinic. When asked why this was the case, they mentioned 
3 barriers to appropriate screening: lack of training on how 
to administer the NCCN-DT, lack of competence in how 
to refer patients when signifcant distress was identifed, 
and discomfort with the amount of time they perceived 
it would require if a patient presented with elevated dis-
tress and they then had to spend additional time addressing 
those concerns. Te clinicians were worried that their clinic 
fow would be interrupted, leading to long delays and dis-
satisfed patients and physicians.

Tis feedback led to several follow-up meetings to train 
staf on protocols for distress screening and to provide them 
with skills to appropriately implement screening and refer-
ral. We eventually decided to implement electronic distress 
screening in our clinic so that the problems would be over-
come systemically and there would be no barriers to the 
smooth, operational fow of patients through our clinic.25 
Tis is a good example that highlights the importance 
of obtaining feedback from the stakeholders in distress 
screening and how clinics should tailor screening methods 
to their individual practice patterns.

Summary and recommendations
Te frst regulatory standard on distress screening, mandated by 
the CoC went into efect in January 2015. Tis practice-chang-
ing standard promises to improve the psychosocial care of oncol-
ogy patients by identifying areas leading to signifcant distress and 
providing resources for referring patients for appropriate treat-
ment. It has been known for some time that depression, anxiety, 
fatigue, and other distressing symptoms are signifcantly elevated 
in cancer patients compared with the general population. Tese 
distressing symptoms can lead to poorer outcomes that include 
not just impaired quality of life, but increased morbidity and mor-
tality as well. Unfortunately, oncology providers have difculty 
identifying signifcant distress in their patients. It is precisely this 
difculty that has led to research over the last 20 years investigat-
ing measurement of PROs. 

PRO tools remain the best way of assessing distress 
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in oncology patients. Screening tools that use PROMIS 
measures and tools such as the FACT-G7 have been well 
validated and are user friendly. Te choice of a method of 
administration, as well as the specifc screening tool, must 
be based on an assessment of clinic volume, needs, and the 
staf available to administer the screening and assist with 
referrals for patients exhibiting elevated distress. Several 
recent articles highlight these issues as well as others, 
such as cultural relevance.32,33 Tere are a number of online 
courses, some free, which are available to train professionals 
to administer screening. 

Distress screening, performed appropriately, has been 
shown to positively impact outcomes such as quality of 
life.27 However, it is incumbent on the health care system to 
ensure that quality monitoring is performed, such that per-
formance improvement measures can be taken to address 
barriers or operational difculties. It should be noted that 
in any cancer center – from small community practices to 
large academic practices – barriers will exist and should be 
expected. It is promising that time since implementation 
of distress screening is positively correlated with rates of 
administration, such that more experienced centers have 
higher rates of screening. When it comes to distress screen-
ing, practice may make perfect (or at least much improved).

Several needs for future research are apparent. First, 
studies should investigate the efcacy, ease of administra-
tion, and PROs associated with various distress screen-
ing methodologies (eg, clinician-administered vs patient-
reported). Second, the impact on patient and system 
outcomes of single screening (as mandated by the CoC 
standard) compared with repeated screenings (such as 
those performed with many of the electronic screenings) is 
unknown. In addition, the most successful distress screen-
ing programs seem to incorporate staf training. Terefore, 
studies are needed to evaluate the most efective means 
of training staf and the efect of training on implemen-
tation and outcomes. Tird, because distress screening 
brings associated costs, future research should investigate 
the most cost-efective means of implementing screening, 
as well as measuring any potential and actual cost savings 
to the health care system based on screening (eg, reduced 
inpatient admissions, emergency department visits, and so 
on) Future research would do well to enhance the value of 
what is already a practice-driving change in the standard of 
cancer care delivered in the United States.
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