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treatment impact not only physical health but also self-
image, employment, finances, emotional well being, fam-
ily dynamics, and religious and spiritual beliefs. Although
most patient interactions with health care professionals
focus almost exclusively on physical health, it is widely
recognized that emotional distress related to cancer re-
duces quality of life, interferes with compliance, increases
cost of health care, and decreases satisfaction with care.1–3

The NCCN Distress Management Panel has recom-
mended screening for distress at the initial visit and at in-
tervals throughout cancer treatment and follow-up. The
NCCN definition of distress is “a multifactorial unpleas-
ant emotional experience of a psychological (cognitive,
behavioral, emotional), social, and/or spiritual nature
that may interfere with the ability to cope effectively
with cancer, its physical symptoms and its treatment.
Distress extends along a continuum, ranging from com-
mon normal feelings of vulnerability, sadness, and fears
to problems that can become disabling, such as depres-
sion, anxiety, panic, social isolation, and existential and
spiritual crises.”4 The NCCN Distress Management
Clinical Practice Guidelines in Oncology include a visual
scale to rate distress and a problem checklist: the Distress
Thermometer (for the most current version of these guide-
lines, visit www.nccn.org). This article reviews the first
4 months of experience using this tool in our breast 
cancer outpatient clinic.

Methods
Procedures
In July 2004, the Hematology/Oncology Social Workers
at Huntsman Cancer Institute breast cancer clinic began
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Abstract
A study was conducted to describe our group’s experience using the
NCCN Distress Thermometer in an outpatient breast cancer clinic.
The NCCN Distress Thermometer was administered to patients at-
tending the breast cancer clinic at Huntsman Cancer Institute during
a 4-month period. Effects of disease, treatment, and demographic
variables on distress level were analyzed. Patients reporting high dis-
tress were contacted by a social worker to determine the cause of the
distress. Two hundred and eighty-six (286) subjects completed 403
questionnaires, with 96 patients (34%) reporting high levels of dis-
tress (5 or greater on a 10-point scale). No relationship was seen be-
tween high distress and stage of disease, type of current treatment,
time since diagnosis, age, or other demographic factors. Underlying
mental health disorders were associated with a higher level of dis-
tress. The Distress Thermometer was a useful method to screen,
triage, and prioritize patient interventions. In our experience, the
tool promoted communication between the patient and the health
care team, which enhanced treating psychosocial and physical symp-
toms. Methods to optimize the use of this screen are proposed.
(JNCCN 2007;5:104–111)

Cancer poses significant challenges to patients, families,
and health care systems. The effects of cancer and its
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using the NCCN Distress Thermometer and problem
checklist (Figure 1). All breast cancer patients seen in
the outpatient clinic were encouraged by trained med-
ical assistants to complete the questionnaire. These
medical assistants were educated on the NCCN
Distress Management Guidelines and the function of
the thermometer to screen patients for distress.
Non–English-speaking patients were given the oppor-
tunity to perform the self-assessment with the assis-
tance of an interpreter provided by the Huntsman
Cancer Institute/University of Utah Hospital systems. 

To complete the Distress Thermometer, patients
were requested to look at a numerical scale and circle
their level of distress on a scale of 0 to 10, with 0 in-
dicating no distress and 10 indicating extreme dis-
tress. Patients were subsequently asked to identify areas
of concern by marking a problem checklist consisting
of 22 psychosocial stressors grouped into 4 categories
on the questionnaire: 1) practical concerns, 2) phys-
ical concerns, 3) spiritual/religious concerns, and 
4) emotional concerns (Figure 1). 

Patients were asked to give the questionnaire to
the physician during their visit. No specific instructions
were given to the physicians. The screens were placed
in a central location in the clinic for follow-up by so-
cial workers. The questionnaire included a phone
number to the social work department if patients
wanted to discuss additional concerns.

Medical records were abstracted jointly by a social
worker and the patient’s physician. Data collected in-
cluded demographics; comorbidities; original stage of
disease; recurrence (none, locoregional, or distant);
reason for the visit (initial evaluation, chemotherapy
visit, routine follow-up visit, or evaluation of a specific
concern/problem-focused visit); time since diagnosis;
time since recurrence (if any); and initial therapy (e.g.,
lumpectomy, mastectomy, radiation therapy, chemo-
therapy, hormonal therapy).

Follow-Up Interviews
Patients who scored their distress at a level of 5 or
greater received additional follow-up from a social
worker. If a social worker was available at the time the
screening tool was completed, additional time was
spent with the patient at the clinic visit. If a social
worker was not available patients were followed up by
telephone within 1 to 2 weeks by a member of the so-
cial work team. In either case, social workers made an
effort to delineate the cause of the stress, the impact
on the patient, and current/potential coping strate-

gies, and to devise a treatment plan. Subjects were
asked to characterize the causes of distress as physical
symptoms or psychological symptoms caused by can-
cer or treatment, family issues, financial, or other.

Statistical Analysis
Data about distress were analyzed using the Wilcoxon-
Mann-Whitney rank sum test (for 2-group compar-
isons) and Kruskal-Walis analysis of variance (for
comparisons involving 3 or more groups). Two-group
comparisons of binary outcome variables were per-
formed using the Fisher exact test. Spearman rank cor-
relation analysis was used for correlation analysis. All
statistical analysis was performed by K. Boucher using
Statistica 6 (StatSoft Inc, Tulsa, OK) statistical soft-
ware.

Ethical Considerations
Data were collected as part of clinical care. Additional
information obtained from patient records was blinded
and strictly controlled to ensure the patients’ right to
privacy. Approval for data analysis was provided by
the University of Utah Institutional Review Board. 

Results
Patients diagnosed with breast cancer who completed
the screening tool from July through October 2004
were included in the study. Questionnaires were pro-
vided to patients at each visit. Of 689 visits to a breast
cancer clinic during this time, 576 (84%) question-
naires were returned, although 173 of these forms did
not include a specific number on the thermometer
and were therefore excluded from analysis. The re-
maining 403 screens were completed by 286 distinct
patients.

The primary analysis was restricted to the first vis-
its from the 286 distinct patients. Characteristics of pa-
tients who completed questionnaires are shown in
Table 1. All participants were women and 99% were
Caucasian and English-speaking. Most were married.
The mean age was 57. The number of women diag-
nosed with localized cancer was 241 (84%); 45 (16%)
had metastatic disease. 

The effects of several variables on distress were
examined, including demographic data, reason for the
visit (initial patient evaluation, chemotherapy, routine
follow-up, problem-focused), time since diagnosis,
original stage of disease, and initial treatment. The
mean patient-reported distress score was 3.13. Age
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and marital status did not correlate with distress level,
although a non-significant trend occurred toward less
distress among patients married or living as married
(mean, 3.06) compared with those who reported be-
ing single, divorced, or widowed (mean, 3.52; 
P = .29). Distress levels were slightly higher for pa-
tients presenting for an initial new-patient visit (mean,
3.15) and chemotherapy visits (mean, 3.38) compared

than those without these comorbidities (mean, 2.97;
P =.013). 

Of the 286 subjects, 96 (34%) reported high dis-
tress (≥ 5 on a 10-point scale), although the cause for
high distress could not be determined specifically
from the screening tool. At in-person or telephone
follow-up visits, subjects experiencing high distress
were asked to categorize the major causes of distress 

with those undergoing rou-
tine follow-up visits (mean,
2.97), but not significantly
so. Patients seen because of
a specific new problem re-
ported higher distress
(mean, 6.27), but this re-
flected only 11 visits. A
small number of patients re-
lapsed during the 4-month
study. The subjects seen
within 2 months of a recur-
rence of cancer indicated
more distress than the com-
bination of the other groups
(6.25 vs. 3.07); however,
this category only included
5 patients. Distress did not
decrease with time since di-
agnosis (P = .61). Original
stage of disease and treat-
ment had no impact on dis-
tress (P = .10). 

In one study, 37 possi-
ble comorbidities were ab-
stracted from patient charts.5

Distress increased with in-
creasing number of comor-
bidities, but the increase was
not statistically significant
(P = .61). The only comor-
bidity that significantly af-
fected distress was a mental
health disorder. Subjects
with 1 or more of the 5 men-
tal health comorbidities (de-
pression, anxiety, bipolar
disorder, substance abuse,
and alcoholism) reported
more distress (mean, 4.24)

Figure 1 Revised NCCN Distress Thermometer. A rapid screen for distress.
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Table 1 Patient Characteristics
Marital Status Number Fraction Distress Mean Distress Standard Deviation

Married or living as married 199 69.6% 3.06 2.87

Single, widowed, or divorced 62 21.7% 3.52 3.02

Unknown 25 8.7% 2.72 2.99

Total 286 100% 3.13 2.92

Age (y)

20–30 5 1.7% 3.40 2.30

31–40 18 6.3% 4.06 2.84

41–50 62 21.7% 3.71 3.10

51–60 90 31.5% 2.88 2.72

61–70 72 25.2% 2.78 2.90

71–80 34 11.9% 3.44 3.13

81–93 5 1.7% 0.00 0.00

Total 286 100% 3.13 2.92

Type of Visit

Initial 33 11.5% 3.15 2.66

Chemotherapy 26 9.1% 3.38 2.55

Routine follow-up 210 73.4% 2.97 2.97

Problem-focused 11 3.8% 6.27 2.45

Unknown 6 2.1% 2.00 1.67

Total 286 100% 3.13 2.92

Time Since Diagnosis 

0–2 months 26 9.1% 3.88 2.92

2–12 months 40 14.0% 2.77 2.66

12–24 months 54 18.9% 2.93 3.06

24–60 months 80 28.0% 3.28 2.97

> 60 months 86 30.1% 3.07 2.91

Total 286 100% 3.13 2.92

Stage at Diagnosis

DCIS 16 5.6% 3.25 2.89

Stage I 80 28.0% 2.82 2.85

Stage II 123 43.0% 2.85 2.96

Stage III 52 28.0% 4.10 2.80

Stage IV 14 4.9% 3.93 2.89

Unknown 1 0.3% 0.00 0.00

Total 286 100% 3.13 2.92

Treatment for Original Breast Cancer

Mastectomy 165 57.7% 3.12 2.91

Lumpectomy 113 39.5% 2.84 2.81

Radiotherapy 160 55.9% 3.36 2.97

Chemotherapy 164 57.3% 3.30 2.96

Hormones 99 34.6% 2.98 2.88

Total 3.13 2.92
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as cancer-related physical or psychological concerns,
family concerns, or financial concerns. Most of those
with high distress indicated both physical and psy-
chological cancer-related distress (Table 2). Many of
those with high distress have concerns with family
and finances (20.8% and 24%, respectively). A
highly significant correlation was seen among sub-
jects reporting both psychological and physical dis-
tress (Spearman rank correlation = 0.37; P < 10–8).

Physical concerns were most commonly reported
among the 286 women in this study (Table 3), fol-
lowed by fatigue (36.0%), sleep (32.5%), and pain
(31.5%). Of the emotional concerns, 27.3% experi-
enced worry, 23.4% experienced anxiety, 17.1% expe-
rienced frustration, and 15% experienced nervousness.
Depression was reported by 12.9%, and other prob-
lems that may be a component of depression, such as
difficulty concentrating, sadness, and loss of interest,
were frequently seen. Financial and work concerns
were also common.

Concern about sexuality and body image was an-
alyzed in relation to type of breast surgery. An equal
number of patients who underwent lumpectomy (13%)
and mastectomy (12%) reported distress related to
body image. No statistically significant relationship
was seen between concerns about sexuality/body im-
age and undergoing chemotherapy. Five of 25 patients
(19.2%) who were undergoing chemotherapy reported
sexuality/body image concerns. At other visits, 30 pa-
tients of 260 (11.5%) reported sexuality/body image
concerns.

The study included 66 patients who had multiple
visits, for a total of 183 visits. The average distress for
these visits was 3.82. Of patients with one visit, 220
had an average distress score of 2.99. Patients with
multiple visits had higher average distress than pa-
tients with one visit (P = .025). The 31 patients with
metastatic cancer who had multiple visits also had a
mean score greater than other patients. 

Discussion
The first 4 months of experience with the Distress
Thermometer confirmed the usefulness of the tool as
a rapid screen for distress. It was acceptable to patients
and had an 84% completion rate even with little in-
put from clinic staff. The screen does not differenti-
ate the specific reasons for distress, and patients with
high distress require a more thorough psychosocial

Table 2 Cause of High Distress (N = 96)
Primary Cause of High 
Distress (Score of 5–10) n† Fraction

Physical 67 70.0%

Psychological 72 75.0%

Family 20 20.8%

Financial 23 24.0%

†Women were allowed to choose several causes of distress.

Table 3 Types of Problems and Concerns 
(N = 286)

Practical Concerns Number Fraction

Housing 12 4.2%

Financial/insurance 52 18.2%

Work 47 16.4%

Transportation 10 3.5%

Physical Concerns

Pain 90 31.5%

Fatigue 103 36.0%

Sleep 93 32.5%

Mobility, getting around 35 12.2%

Nausea 26 9.1%

Sexual 22 7.7%

Spiritual/Religious Concerns 7 2.4%

Emotional Concerns

Anxiety 67 23.4%

Worry 78 27.3%

Nervousness 43 15.0%

Fear 38 13.3%

Difficulty concentrating 47 16.4%

Loss of interest 35 12.2%

Sexuality/body image 35 12.2%

Sadness 46 16.1%

Frustration 49 17.1%

Changes in identity 10 3.5%

Suicidal thoughts 1 0.3%

Depression 37 12.9%

Information Needed

Talking to spouse/family 11 3.8%

Treatment and Medication 33 11.5%

Problem solving 10 3.5%

Diagnosis 17 5.9%

Coping skills 20 7.0%

Relaxation techniques 29 10.1%

Stress management techniques 24 8.4%
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assessment. The authors did not observe, as expected,
that patients with newly diagnosed, high-risk, or
metastatic cancer experienced higher levels of dis-
tress, for several possible reasons. Numbers were too
small in some of the subgroups to find statistical sig-
nificance even when distress appeared higher. In ad-
dition, ordinary life stressors are often high enough to
mask some of the added distress of a cancer diagnosis.
Finally, patients with metastatic or otherwise high-
risk cancer may simply learn to accept and cope with
their disease and the uncertainties associated with it.
Additional studies to evaluate this observation are
important. Approximately one third of patients re-
ported high distress, which the authors arbitrarily de-
fined as a level of 5 or more. This correlates with
previous research showing that 20% to 35% of cancer
patients experience significant distress.6,7

Although not assessed specifically, the authors’
subjective impression is that the distress scale fre-
quently did not correlate with physician estimate of
patients’ distress. Although the authors expected that
higher-risk disease would be associated with higher
distress, the physicians did not find this to be signifi-
cant. However, inquiry into the cause of distress in
medically stable patients occasionally identified un-
suspected psychosocial traumas. Examples include
threat of physical harm from a patient’s ex-husband,
new responsibility for care of grandchildren, marital
problems, and major financial struggles. In many cases,
the authors were able to provide concrete assistance,
including advice from hospital financial counselors,
couples counseling from hospital social services, and
referral for legal assistance.

The authors found the Distress Thermometer most
useful as a prompt for the physician to inquire about
psychosocial distress and to encourage a dialogue be-
tween patient and physician. Distress is under-recog-
nized by physicians and under-reported by patients.
The National Health and Medical Research Council
of Australia noted that emotional concerns, such as
fear of being burdensome or breaking down, inability to
express feelings, and shame about inability to cope ef-
fectively, lead patients to avoid discussions with health
care professionals. In turn, health care professionals re-
ported that fear of causing pain, harm, or additional
distress leads to reluctance to discuss psychosocial is-
sues with patients.8 The Distress Thermometer was a
simple and powerful means to overcome these barriers.

The screen is most beneficial in conjunction with
physician, nurse, and medical assistant observations.
It encourages a dialogue between the health care staff
and patients, addressing important psychosocial as-
pects of disease and wellness in treating people diag-
nosed with cancer. The authors’ experience in using
the Distress Thermometer with breast cancer patients
validates the instrument’s usefulness as a rapid screen
and that it is best used with a multidisciplinary ap-
proach in which all disciplines share responsibility in
the psychosocial aspect of care. Addressing psychoso-
cial issues using this approach engenders feelings of
validity for the patient and enhances the quality of
care and overall patient satisfaction. 

From a practical standpoint, the authors altered
the use of the Distress Thermometer since its initia-
tion. First, the tool itself was modified to clarify that
it is for assessing distress rather than pain, because
many patients recorded their level of pain rather than
distress. Yes/no questions were deleted in favor of a
simpler checklist and a “no change since last visit”
option was added (Figure 2). 

Second, the way the screen is presented to patients
was formalized, because this may influence the patient’s
willingness to complete the Distress Thermometer.
Although during the initial phase of using the tool
medical assistants understood the purpose of the screen,
they generally just handed it to patients with little

Figure 2A
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explanation. Nurse managers and social workers have
since developed a script to provide a consistent de-
scription of the screening tool and the value to the
health care team. During new patient visits, physicians
specifically ask about the responses on the distress
screen. The authors believe that emphasizing the im-
portance of psychosocial health early in the cancer ex-

evaluation, referral to available community resources,
or alignment with support groups for patients. Studies
have shown the benefits of psychosocial care to the
patient, loved ones, health care staff, and health care
systems. Early screening for and detection of distress
help patients identify stressors so they can reframe and
begin to more effectively cope with stress. Patients gain

Figure 2B Modified revised NCCN Distress Thermometer. The word “stress” was added to the thermometer
and the list of concerns was expanded but simplified.

perience will translate into
improved care throughout
patient’s entire course. 

Third, on subsequent
clinic visits, the medical as-
sistant asks about distress
level at the same time the
pain level is recorded and
vital signs are taken, mak-
ing distress the sixth vital
sign. If the self-reported dis-
tress is more than 4, the pa-
tients are asked to complete
the problem checklist. 

Finally, the authors
have on-site social workers
as accessible as possible. The
breast cancer social worker
has a workstation in the
clinic workroom where she
is available for immediate
consultation when neces-
sary. This has been invalu-
able in patient care.

In the health care field
where limited resources are
available and a growing
number of people are
diagnosed with cancer, pro-
viding a psychosocial assess-
ment to all patients is
unrealistic. The screen im-
proves the use of limited
social work resources by rec-
ognizing and monitoring dis-
tress and triaging patients to
the appropriate resources.
Determining the source and
severity of patients’ distress
can aid the oncology team in
providing individual or cou-
ples’ counseling, psychiatric
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confidence and crises are averted when they are guided
through the discovery process by someone with whom
they can identify and when resources are made readily
available. The NCCN Distress Thermometer encour-
ages patients to pay attention to their distress in the
same way they do their physical health. Early identifi-
cation of and intervention for distress is an important
part of patient care, healing, and overall quality of life.
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