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Abstract
Distress is a psychological state that is often observed in patients 
with chronic disease. Many cancers are considered chronic in nature, 
with patients experiencing long, disease-free states and intervals of 
metastatic disease. Distress can negatively affect the biopsychosocial 
balance in cancer survivors and impede their progress along the can-
cer trajectory. Distress can also affect medical and psychological out-
comes and hinder advancement into long-term survivorship. Distress 
may contribute to disease progression, although despite research find-
ings, health-care providers seldom screen for indications of persistent 
or unresolved distress. This article discusses research findings related 
to the prevalence of distress in multiple chronic diseases. Validated 
instruments used to screen for distress in cancer survivors, such as 
the Distress Thermometer and symptom checklist from the National 
Comprehensive Cancer Network, are reviewed. With the availability of 
brief and concise instruments to screen for distress, providers have the 
ability to provide holistic and comprehensive care for cancer survivors. 
The overall financial impact of cancer-related distress is understudied, 
although similar psychological studies indicate that prevention or elim-
ination of distress is beneficial. Cancer is a lifelong, chronic disease; 
patients have ongoing needs and varied sources of distress. As the 
number of cancer survivors exponentially increases, their psychosocial 
needs will likewise expand.
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Distress can be defined 
as a psychological state 
exacerbated by physical 
symptoms, interpersonal 

challenges, psychological symptoms, 
social issues, and/or existential con-
cerns. It is a common problem in pa-
tients with cancer and other chronic 
diseases, although screening, assess-

ment, and interventions are not rou-
tinely performed (Bultz & Carlson, 
2006). Prolonged exposure to stress 
can have a negative effect on quality 
of life and manifest a host of physi-
cal symptoms. Studies have demon-
strated that stress may also contrib-
ute to disease progression (Lillberg et 
al., 2003). This article highlights the 
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prevalence of distress in chronic disease, screen-
ing methods and frequency, and applications of the 
transdisciplinary team in the continuing care of 
cancer survivors.

STRESS IN CHRONIC DISEASE
Stress is a common symptom in chronic dis-

ease states, as illustrated below in a discussion of 
several common comorbidities. While stress has 
been studied in patients with cancer, it is uncom-
mon to observe practice patterns that account for, 
intervene in, or follow up on the distress experi-
enced by the cancer patient and his or her family 
members. In addition, patients with cancer often 
suffer stress related to comorbidities; several of the 
most common are discussed below. Therefore, it is 
important to understand the stress/distress within 
these entities and the possible overlap or exacerba-
tion that can occur with the addition of a cancer 
diagnosis or a rediagnosis with metastatic disease.

Rheumatoid Arthritis
Rheumatoid arthritis (RA) is a chronic and 

painful illness that can cause patients to lose daily 
functional abilities. Patients experience disrup-
tions in multiple facets of their lives, including 
work, school, social, and family contexts. As a re-
sult of these alterations, patients can experience a 
high rate of psychological distress. A Turkish study 
examined 117 patients with RA using the Hospital 
Anxiety and Depression Scale (HADS). Results in-
dicated that 58.1% of patients scored above the cut-
off point for anxiety, while 55.6% scored above the 
cutoff point for depression (Dirik & Karanci, 2010). 
The authors noted that these levels were higher 
than those previously found in RA studies and at-
tributed these findings to the lower socioeconomic 
status of the study sample (Dirik & Karanci, 2010).

Another study that utilized the HADS noted 
that psychological distress in RA patients signifi-
cantly correlated with levels of pain (p < .05) and 

functioning (p < .05; Norton, Sacker, Young, & 
Done, 2011). The authors emphasized that clini-
cians should address psychological distress in RA 
patients, especially when somatic symptoms in-
crease (Norton et al., 2011). 

A third study of RA patients (N = 230) dem-
onstrated that psychological distress was signifi-
cantly correlated with both functional disability 
and perceptions of greater symptomatology (van 
Os, Norton, Hughes, & Chilcot, 2012). In another 
study of 71 patients with RA, the effects of a mind-
fulness-based program were tested. It was noted 
that 32.4% of the participants (N = 71) had psycho-
logical distress at baseline (Zangi et al., 2012).

Diabetes
Diabetes is another chronic disease that is com-

monly associated with increased psychological dis-
tress. Diabetic patients are likely to have depression 
as well as decreased adherence to either insulin 
or oral agent management. In addition, these pa-
tients often have poor metabolic control, increased 
complication rates, alterations in quality of life, in-
creased disability, lower productivity, higher use 
of health care and resultant costs, and ultimately, 
increased risk of death (Egede & Dismuke, 2011). 
Participants with types 1 and 2 diabetes who dem-
onstrated increased levels of psychological distress 
were associated with poor glycemic control and 
suboptimal medication adherence (Egede & Dis-
muke, 2011). The presence of serious psychological 
distress (SPD), a 12-month Diagnostic and Statisti-
cal Manual of Mental Disorders (5th ed.) disorder, 
and a Global Assessment of Functioning score of 
less than 60 (scale of 0 to 100) provided a profile 
that was twice as prevalent in individuals with dia-
betes as in those without diabetes (Egede, & Dis-
muke, 2011). Therefore, it was determined that SPD 
has a marked negative impact on diabetic care and 
outcomes (Egede & Dismuke, 2011). 

In a survey conducted in California, patients 
with diabetes and SPD were more likely to report 
insufficient levels of physical activity and greater 
levels of smoking than diabetic patients without 
SPD (Shin, Chiu, Choi, Cho, & Bang, 2011). Results 
of this study prompted researchers to consider a 
study with interventions to treat SPD and an ex-
amination of the effect on wellness outcomes in 
persons with diabetes.

Use your smartphone to access the 
NCCN Distress Thermometer for 
Patients.

SEE PAGE 114
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Other Inflammatory Conditions
The markers of other chronic inflammatory 

conditions can be correlated with similar inflam-
matory markers in cancer. These diseases are in-
dicative of processes that predicate one to de-
velop a host of various disorders secondary to 
intrinsic inflammation. Patients with psoriasis and 
atopic eczema experienced elevated levels of dis-
tress and scored significantly higher on the HADS 
than the control group (Mizara, Papadopoulos, &  
McBride, 2011). The mean scores for anxiety and de-
pression within each disorder suggested probable 
mood disorder. No significant differences in HADS 
scores (p < .05) were found between patients with 
chronic skin disease and diabetic patients, which 
suggested that the psychological distress stems at 
least in part from the chronic nature of the disease 
(Mizara et al., 2011). 

A study of 564 patients with Rome-positive ir-
ritable bowel syndrome (IBS) and 126 patients with 
inflammatory bowel disease (IBD) measured psy-
chological distress with the Symptom Checklist 90-R 
(SCL-90-R). Psychological distress was found to have 
a stronger effect on health-related quality of life (-0.51 
and -0.48 for IBS and IBD, respectively) than gastro-
intestinal (GI) symptoms (-0.25 and -0.28; Naliboff et 
al., 2012). In order to improve and maintain health-
related quality of life in GI patients, psychological 
distress must be addressed (Naliboff et al., 2012). 

Another study that used the SCL-90-R noted 
that patients with restless leg syndrome had evi-
dence of elevated levels of psychological distress, 
particularly those with more severe symptoms  
(p = .013; Scholz et al., 2011). Similar to aforemen-
tioned studies, the authors highlighted the impor-
tance of distress assessment in order to improve out-
comes (Scholz et al., 2011).

Cardiopulmonary Disease
Psychological distress was found to have a 

negative effect on patients (N = 538) with coro-
nary heart disease (CHD) and was a predictor of 
mortality in stable CHD patients following cardi-
ac rehab (p < .0001). Depression appeared to have 
the largest impact on mortality outcomes, which 
highlighted the need to address depressive symp-
toms after completion of cardiac rehabilitation 
to improve overall survival (deSchutter, Lavie, &  
Milani, 2011). 

In a study of 48 patients with chronic obstruc-
tive pulmonary disease (COPD) and their part-
ners, high levels of psychological distress were ob-
served (Meier, Bodenmann, Morgeli, & Jenewein, 
2011). The partners’ own (negative) coping skills 
correlated negatively with their own physical  
(r = -0.34, p < .05) and psychological (r = -0.40,  
p < .05) quality of life, although a positive cor-
relation was observed between the partners’ as-
sessment of delegated dyadic coping (coping with 
stress within a couple) and environment-related 
quality of life (r = 0.51, p < .01). Overall, distress 
was positively correlated with dyadic coping. The 
authors emphasized that early detection of dis-
tress in both the patient and the partner could 
help improve dyadic coping (Meier et al., 2011) as 
well as physical and psychological outcomes re-
lated to COPD. 

Chronic Spine Disorders
Adult ambulatory patients (N = 149) with spine 

disorders categorized as degenerative, deformity, 
trauma, or tumor/infection were seen in clinic at 
the Department of Veterans Affairs and assessed 
for distress with the Distress and Risk Assessment 
Method (DRAM). Common to the sample were 
comorbid conditions and poorer health status. 
Psychological distress was observed in 80% of par-
ticipants; of those, 43% were found to have severe 
psychological distress (Patton et al., 2012). Patients 
with severe distress reported higher levels of back 
pain (p = .036) as well as higher narcotic (p = .043) 
and antidepressant (p = .001) use as compared to 
the control group (Patton et al., 2011). Based on 
their study results, the authors recommended in-
corporation of routine assessment of psychological 
distress in patients with chronic back pain (Patton 
et al., 2012). Chronic back pain is a common symp-
tom in cancer survivors and should be addressed in 
combination with other symptoms.

DISTRESS SCREENING IN CANCER
The rate of distress screening in cancer pa-

tients remains low despite the option to utilize nu-
merous reliable and valid, brief instruments. Ac-
cording to the Institute of Medicine, only 14% of 
1,000 randomly selected members of the Ameri-
can Society of Clinical Oncology (ASCO) screened 
patients for distress (Jacobsen & Ransom, 2007). 
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Additionally, only 8 of 15 National Comprehen-
sive Cancer Network (NCCN)-designated centers 
screened for distress (Jacobsen & Ransom, 2007). 
Despite recommendations to routinely screen can-
cer survivors for distress as evidenced in the 2008 
report from the Institute of Medicine (IOM), few 
providers and institutions followed the guidelines.

NCCN’S DISTRESS THERMOMETER 
The NCCN’s Distress Thermometer (DT) is a 

brief self-report instrument that provides patient-
reported screening data about distress that sur-
rounds their cancer diagnosis and its impact on 
their psychological status (see Table below). With 
the familiar image of a thermometer (0 to 10 analog 
scale, with 0 = no stress and 10 = extreme stress; a 
score of 4 or more may be indicative of a moderate 
to high level of distress, and further assessment of 
the patient is indicated), patients can report their 
level of distress and its source with a list of com-
mon treatment-related difficulties (NCCN, 2012). 

The DT has psychometric properties as dem-
onstrated in multiple studies with the HADS and 
the Brief Symptom Inventory-18 (BSI-18). Accuracy 
was determined through comparison of the DT, the 
HADS, and the BSI-18; the receiver-operated char-
acteristic curve analyses of the DT yielded under-

the-curve estimates similar to the cutoff scores of 
the HADS (0.80) and the BSI-18 (0.78). Receiver-
operated characteristic curve analyses also demon-
strated optimal sensitivity and specificity with a DT 
cutoff score of 4 (Jacobsen et al., 2005).

In a study of 491 patients who prepared for 
bone marrow transplantation, the DT demonstrat-
ed significant correlations with the Center for Epi-
demiologic Studies–Depression Scale (CES-D) and 
the State-Trait Anxiety Inventory–State Version 
(STAIS-S). In this study, the DT exhibited a sen-
sitivity ratio of 0.80 and a specificity ratio of 0.70 
(Ransom, Jacobsen, & Booth-Jones, 2006). Over-
all, the single-item DT (i.e., analog distress ther-
mometer only) compared well with other longer 
measures to assess psychological distress (Ransom 
et al., 2006). This study addressed the need for a 
brief, easily understood measure for distress.

Patients with newly diagnosed lung (n = 549) 
and breast (n = 585) cancer participated in a study 
that screened for emotional distress (Carlson, 
Groff, Maciejewski, & Builtz, 2010). These pa-
tients represented 89% of all new patients in the 
oncology practice under study (Carlson et al., 
2010). Patients were randomized to one of three 
groups that incorporated use of the NCCN’s DT: 
(1) DT analog scale plus usual care; (2) DT ana-

Table.  Studies Utilizing the National Comprehensive Cancer Network’s Distress Thermometer to Screen 
Patients With Cancer for Distress

Abbreviated title Authors Summary and findings

Screening for distress in lung 
and breast cancer outpatients 

Carlson et al. (2010) Patients with full distress screening plus phone triage 
were less likely to have high levels of distress at follow-up. 
Routine online screening may help reduce future distress 
levels.

Screening for psychological 
distress in ambulatory cancer 
patients

Jacobsen et al. (2005) DT cutoff score of 4 compared favorably to longer HADS 
and BSI-18 instruments. DT can serve as a sensitive and 
specific tool for measuring distress.

Distress screeners in cancer 
patients in a community cancer 
center

Kendall et al. (2011) 32% of 1,281 cancer patients rated their distress above 
the threshold level. Worry was the most common issue 
reported, followed by financial problems.

Psychological distress in 
women with newly diagnosed 
breast cancer

Mertz et al. (2011) Distress was reported by 77% of patients. Age and 
problem list were significantly associated with distress.

Validation of the DT in BMT 
patients

Ransom et al. (2006) Findings suggest that the DT is useful for screening for 
distress in BMT patients. A cutoff score of 4 identified 
patients with problems likely to reflect psychological 
distress.

Note. DT = Distress Thermometer; HADS = Hospital Anxiety and Depression Scale; BSI-18 = Brief Symptom Inventory;  
BMT = bone marrow transplant.
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log scale, problem checklist, and usual care; or  
(3) DT analog scale, problem checklist, and follow-
up telephone triage with referral to resources. 

A high prevalence of distress was noted in 2/3 
of the sample as indicated by a score of 4 or more 
on the DT analog scale. Seventy-five percent of the 
sample was retained for follow-up and reassessed 3 
months later. Within the lung cohort that received 
full screening and triage (group 3), a 20% decrease 
in high levels of distress was noted at the 3-month 
follow-up visit. Within the breast cohorts, lower 
levels of distress were noted in groups 2 and 3. Re-
ferral to psychological services was the best predic-
tor of decreased anxiety and depression in groups 
2 and 3. This finding indicated that relaying im-
proved assessment information to the practitioner 
resulted in more consults and comprehensive care, 
especially in the breast group (Carlson et al., 2010). 

A study that utilized the DT instrument to as-
sess distress in medical and radiation oncology 
cancer patients (N = 1,291) observed that 32% of 
patients reported distress above the threshold level 
(Kendall, Glaze, Oakland, Hansen, & Parry, 2011). In 
addition, 59% of participants indicated emotional 
concerns in the emotional subscale of the DT (Ken-
dall et al., 2011). Patients were also provided a list 
of psychosocial providers; they could request for a 
referral to see one or more of the listed profession-
als. The cancer dietitian was the most frequently 
requested psychosocial referral. These findings in-
dicate that there are unmet needs for psychosocial 
distress in cancer patients (Kendall et al., 2011). 

A Danish study incorporated a DT cutoff score 
of 3 to indicate high levels of distress. The research-
ers observed that 77% of women with newly diag-
nosed breast cancer reported high levels of distress 
(Mertz et al., 2011). The most frequently reported 
sources of distress for these patients were worry 
and nervousness (Mertz et al., 2011). Women less 
than 50 years old reported higher levels of distress 
than women over 50 (Mertz et al., 2011).

ECONOMIC CONSIDERATIONS 
Little research providing financial evidence of 

the effect of psychosocial interventions on health-
care utilization is available, specifically in cancer-
related distress. As reviewed in multiple studies 
discussed previously, psychosocial distress is a sig-
nificant problem that may occur in over one-half 

of cancer survivors (Carlson et al., 2010; Kendall 
et al., 2011; Mertz et al., 2011). Overall, it has been 
observed that timely treatment of emotional issues 
results in fewer outpatient visits to primary care 
providers and specialists (Carlson & Bultz, 2004). 

A study that examined the impact of mental 
health symptoms on health-care expenditures  
over time recognized the potential effect of dis-
tress on patients with cancer (Pirraglia, Hampton, 
Rosen, & Witt, 2011). As psychological distress 
increased in patients, so did health-care expen-
ditures (p < .001) and outpatient expenditures  
(p < .001). Covariates associated with higher lev-
els of distress included older age, female gender, 
single marital status, racial minority, poverty, lack 
of insurance, lower education, rural status, and 
comorbid medical and psychological conditions 
(Pirraglia et al., 2011). These findings suggest that 
distress screening may improve financial concerns 
in health care and alleviate negative effects of  
distress (Pirraglia et al., 2011).

BARRIERS TO DISTRESS SCREENING
Despite the evidence and recommendations 

for ongoing distress screening in cancer patients, 
improvements in transdisciplinary health care 
still need to occur. A study that screened for dis-
tress observed that 36.3% of 2,297 cancer patients 
had scores indicative of “psychiatric morbidity.” 
Physicians misclassified these patients 34.7% of 
the time. This suggests that psychological and 
emotional illnesses in cancer patients are under-
recognized (Fallowfield, Ratcliffe, Jenkins, & Saul, 
2001). 

Interviews with members of the transdisci-
plinary oncology health-care team noted that can-
cer care professionals understand the importance 
of detection of emotional distress in patients but 
are not as certain of individual roles and respon-
sibilities. The physician or nurse seldom assumed 
responsibility to screen or treat distress, but in-
stead expected the clinical nurse specialists to 
handle issues (Absolom et al., 2011). Oncologists 
and surgeons did not regard the responsibility of 
screening for and treating emotional distress to be 
an important aspect of their jobs. Another major 
barrier to the management of distress was the lack 
of a transdisciplinary referral pathway (Absolom 
et al., 2011), although the NCCN guidelines (2013) 
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outline various pathways for the clinician and 
consultation of transdisciplinary practices. 

In another survey study of oncology practices, 
448 of 965 of invited oncologists responded. These 
oncologists estimated that over one-third of their 
patients experienced psychosocial distress, al-
though only 50% of oncologists indicated that they 
had available mental health services for evaluation 
or treatment (Muriel et al., 2009). Approximately 
half (47%) of the oncologists indicated that they 
initiated a mental health referral, and a similar per-
centage (48%) indicated that they initiated a refer-
ral and medications, primarily antidepressants.

DISCUSSION
In 2005, the Canadian Strategy for Cancer 

Control designated emotional distress as the 
“sixth vital sign” and recognized its importance 
as an indicator of health and well-being (Rebal-
ance Focus Action Group, 2005). As previously 
discussed, the NCCN and the IOM have likewise 
published recommendations to screen for psycho-
logical distress in cancer survivors. These national 
groups recognize the significance of a cancer di-
agnosis and its ongoing psychological impact on 
survivors, loved ones, and caregivers (IOM, 2007; 
NCCN, 2013). 

As discussed previously, there are numerous 
studies that demonstrate the prevalence of psy-
chological distress in patients with chronic dis-
eases, including cancer. Psychological distress has 
demonstrated a role in patient outcomes, both 
medical and psychological, and can affect long-
term cancer survivorship. There are reliable and 
valid instruments available to screen distress in 
patients, such as the NCCN’s Distress Thermom-
eter. Despite the availability of brief, easy-to-use 
instruments, health-care providers do not consis-
tently screen for distress in patients with chron-
ic diseases, nor do they provide referrals to the 
transdisciplinary team. 

Advanced practitioners (APs) are trained to 
screen for, evaluate, and intervene in physical 
and psychosocial issues in patients with chronic 
disease. In today’s health-care climate, APs are 
often relegated to conform to the medical model, 
especially in the inpatient setting with little time 
to screen or appropriately assess distress. In the 
ambulatory setting, more opportunities may exist 

to assess psychosocial needs, although the AP may 
spend much time in treatment-related visits with 
significant symptom management secondary to 
chemotherapy and metastatic disease. Therefore, 
APs must allocate time to screen, assess, and treat 
psychosocial issues. The routine addition of a 
screening instrument such as the NCCN’s DT is of 
help to identify and prioritize sources of distress. 

Distress screens cost as little as the paper they 
are printed on, but the time involved in further as-
sessment and discussion for cancer survivors has 
yet to be quantified. Electronic methods of infor-
mation acquisition may be a bit more costly at first, 
but provide a “green” approach and are vital to 
interface with electronic medical records. In the 
busy clinical setting, extensive discussions may be 
difficult to accomplish with regard to staff, space, 
and time. It may be helpful to have the patient pri-
oritize their most urgent psychosocial needs. On-
going assessment, discussion, intervention, and 
evaluation by the multidisciplinary nursing team 
may ultimately be more cost-effective, given a pro-
active rather than reactive approach. Unresolved 
issues can be fully discussed at the end of active 
treatment in focused cancer survivorship visits.

The completion of an individual and person-
alized survivorship care plan provides an oppor-
tunity for the AP to focus on each patient as they 
complete active treatment (Lester, 2011). The sur-
vivorship care plan is a comprehensive review of 
the survivor’s cancer diagnosis, treatment, and 
medications. Survivors should, in part, be provid-
ed psychosocial information about alterations in 
sexual function, family and caregiver functioning, 
self-image issues, potential long-term side effects 
of treatment, existing and potential psychosocial 
needs, and healthy lifestyle behaviors. The sur-
vivorship care planning visit is typically at least 
45 to 60 minutes in length; thus, the allotted ad-
ditional time can focus on possible interventions, 
referrals, and a plan for follow-up care.

SUMMARY
It is most certain that the oncology health-

care team will provide holistic and comprehensive 
care when the NCCN and IOM recommendations 
are incorporated into daily practice. This includes 
patient-reported distress screens at regular in-
tervals (e.g., baseline, during treatment, and at 
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3-month intervals after the completion of active 
treatment), assessment of the level of distress and 
indicated sources, interventions to ameliorate the 
distress, and evaluation of intended interventions. 
It also includes survivorship care planning with a 
designated time to develop and discuss a person-
alized survivorship care plan. As these items are 
incorporated into daily practice, likewise the as-
sessment of psychosocial issues will become rou-
tine with a pattern of referrals in the clinical and 
community settings. As the number of cancer sur-
vivors continues to increase exponentially, with 
extended periods disease-free or with controlled 
metastatic disease, clinicians must be proactive. 
They must confront the demons of distress with 
the same vigor that is targeted at the disease itself, 
at all stages of the cancer trajectory. l
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