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Screening all patients for distress addressed practical, psychosocial, physical, and spiritual needs
does not seem to be burdensome for patients or providers at an outpatient cancer center.

diagnosis of cancer, its treatment, and surveil-
lance are fraught with distress. Distress is de-
fined by the National Comprehensive Cancer
Network® (NCCN®) as “a multifactorial unpleasant
emotional experience of a psychological (cognitive, be-
havioral, emotional), social, and/or spiritual nature that
may interfere with the ability to cope effectively with
cancer, its physical symptoms, and its treatment.”! Dis-
tress is known to occur at any point along the cancer-
disease trajectory: during diagnosis, during treatment,
at the end of treatment, at pivotal treatment decision
points, from survivorship through to end of life.> The
severity of the distress can range from “common nor-
mal feelings of vulnerability, sadness, and fears to prob-
lems that can become disabling, such as depression,
anxiety, panic, social isolation, and existential and spir-
itual crisis.”! Most important, the impact of distress has
been associated with reduced quality of life (QOL) and
potentially reduced survival >*
About 33% of all persons with cancer experience se-
vere distress.>® As a result of the prevalence and severity of
distress, the NCCN Clinical Practice Guidelines in Oncol-

ogy (NCCN Guidelines®) for Distress Management rec-
ommend that all patients with cancer should be screened
for distress, using a standardized tool, at their initial visit,
at appropriate intervals, and as clinically indicated.' The
time line for longitudinal screening of “appropriate in-
tervals” has not been firmly established.? However, it is
well recognized that appropriate intervals include times
of vulnerability such as remission, recurrence, termina-
tion of treatment, and progression.'’ Despite efforts to
improve distress screening and intervention, many institu-
tions struggle to adhere to the NCCN Guidelines® .8°

In 2012, the American College of Surgeons Commis-
sion on Cancer (ACoS CoC) identified distress screen-
ing as an essential accreditation standard by 2015.2° The
standard mandates that patients be screened a minimum
of 1 time at a “pivotal” medical visit (such as time of di-
agnosis, transitions in cancer treatment, recurrence, com-
pletion of cancer treatment, and progression of disease).
In practice, most institutions typically screen at diagno-
sis.? According to the ACoS CoC, 41 VAMCs are accred-
ited sites that will be impacted by the implementation of
this standard.'
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DISTRESS SCREENING

Figure 1. Distress Thermometer and Problem List
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Source: Reproduced with permission from the NCCN Clinical Practice Guidelines in Oncology (NCCN Guidelines®)
for Distress Management V.2.2016. © National Comprehensive Cancer Network, Inc. 2017. All rights reserved.
Accessed January 25, 2017. To view the most recent and complete version of the guideline, go online to NCCN.org.
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DISTRESS SCREENING TOOLS
A major challenge and barrier to integrating distress
screening in cancer clinics is the lack of consensus on the
best measurement tool in a busy ambulatory clinic. Al-
though a number of screening tools are available for mea-
suring cancer-related distress, they vary in efficacy and
feasibility. According to Zabora and Macmurray, the per-
fect screening instrument for distress in persons with
cancer does not exist.’ Brief screening tools demonstrate
high sensitivity in identifying very distressed patients but
lack specificity, resulting in false positives.*!!' More exten-
sive screening instruments, such as the Hospital Anxiety
and Depression Scale (HADS), the Brief Symptom Inven-
tory (BSI)-18, and the Psycho-Oncology Screening Tool
(POST), have lower rates of false positives but may be
more burdensome for providers, especially when consid-
ering copyright and cost.®

Ambulatory cancer care requires a rapid screening
method with high sensitivity and minimal burden.'?
The NCCN Distress Thermometer (DT) has face validity

past week, including the
current day; and (2) an ac-
companying problem list,
grouped into 5 categories,
addressing QOL domains.'
The quantitative score
ranges from 0 (no distress)
to 10 (extreme distress).
The problem list comple-
ments the quantitative score by providing information
about the source of distress and can help to tailor the in-
tervention (Figure 1). Access to the NCCN Guideline
and DT is free for clinical and personal use.

According to the NCCN Guideline, scores of
> 4 require distress-management intervention.! Mild
distress (score < 4) usually can be managed by the
primary oncology team.'”> However, if the patient’s
score is moderate (4-7) or severe (8-10), urgent inter-
vention is necessary. Depending on the source of the
distress, the patient should be seen by the appropriate
discipline. For patients with practical problems, such
as transportation, finances, and housing issues, a re-
ferral to social work is needed. For those with distress
related to mental health issues, psychology, psychiatry,
or social work may be appropriate.

Patients with distressing physical symptoms should
be seen by the physician or advanced practice registered
nurse (APRN) from the oncology or palliative care team.
With limited psychosocial resources available at many
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cancer clinics, identification and triage for those with the
highest levels of distress are critical.’ Triage must incor-
porate both the total distress score and the components
of the distress so that the appropriate disciplines are ac-
cessed for the plan of care. More than one discipline may
be needed to address multifactorial distress.

Despite strong recommendations from NCCN, ACoS,
and many other professional and accrediting agencies,
numerous cancer programs face challenges implementing
routine screening. This article reports on a large, inner
city ambulatory clinic’s pilot project to distress screen
all patients at every appointment in the Cancer Center
of Excellence (CoE) at Louis Stokes Cleveland VAMC
(LSCVAMC) between May 2012 and May 2014 and to
provide immediate intervention from the appropriate
discipline for patients scoring > 4 on a 0 to 10 DT scale.
Results of the screenings, feasibility of screening in an
ambulatory VA cancer clinic, and impact on psychosocial
resources are presented.

CENTER OF EXCELLENCE PROJECT

The LSCVAMC CoE Cancer Care Clinic began as a
3-year grant-funded project from the VA Offices of Spe-
cialty Care and Academic Affiliations with 2 major objec-
tives: (1) to deliver quality patient-centered cancer care
as measured by implementation of a process for distress
screening and management, and development and im-
plementation of a survivorship care plan for patients who
have completed cancer treatment; and (2) to provide in-
terprofessional education for the interdisciplinary health
care professionals who participate in the clinic as part of
their training experience.

Patients in this unique CoE cancer clinic have same-
day access to all members of the interdisciplinary and in-
terprofessional team. The ambulatory cancer care CoE
team was originally composed of a surgical oncologist, a
medical oncologist, a clinical nurse specialist (CNS) pa-
tient navigator, a nurse practitioner (NP) in survivorship
care, a registered nurse (RN), a psychologist, and an on-
cology social worker. The project’s patient population
included patients with a cancer concern (positive fam-
ily history and suspicious scans) or a diagnosis of breast
cancer, melanoma, sarcoma, or hematologic malignan-
cies. The patient population for the project was based on
the CoE team expertise and feasibility of implementation,
with plans to roll out the model of care for all patients
with any cancer diagnosis across the VAMC at the com-
pletion of the project.

The CoE made distress screening and manage-

DISTRESS SCREENING

Table 1. Top Symptoms That Scored = 4 in

Distress Screenings (N = 290)

Symptoms Selected, %
Treatment decision 23
Insurance/financial 23
Transportation 22
Work/school 19
Housing 19

ment the leading priority for quality patient-centered
care at the start of the project. The purpose of this em-
phasis on distress screening was to develop a process at
LSCVAMC that would meet the 2015 CoC standards and
to teach health care professional trainees (NP students,
residents, social work students, and fellows in psychol-
ogy and medical oncology) about distress screening and
intervention.

A plan-do-act model of quality improvement (QI)
was used to support the development and implemen-
tation of the distress-screening process. At the be-
ginning of the project, the institutional review board
(IRB) reviewed the protocol and determined that in-
formed consent was not necessary because a QI proj-
ect for a new standard of care did not require IRB
approval. The CoE team met for about 4 months to
develop a policy and procedure for the process, based
on evidence from national guidelines, a review of the
literature, and a discussion of the benefits and bur-
dens of implementation within the current practice.

Limiting initial implementation to a single clinic day
made the process more manageable. Descriptive methods
analyzed the incidence and percentage of overall distress
in this veteran population and quantified the incidences
and percentages of each DT component. Feedback from
patients and staff offered information on the feasibility of
and satisfaction with the process.

From May 2012 to May 2014, all patients who at-
tended the Monday outpatient CoE clinic with a di-
agnosis of cancer or a cancer concern were given the
NCCN, 2.2013 DT instrument by the registration desk
clerk at the time they registered for their clinic appoint-
ment.'® Veterans who had difficulty filling out the DT
or who had diminished capacity were assisted in com-
pleting the instrument by a designated family member
and/or the clinic RN.
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Figure 2. Frequency of Distress Scores > 4
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The completed instrument was evaluated by the
CNS patient navigator, and any patient with a score
> 4 received an automatic referral to the behavioral
health psychologist, social worker, NP, or all team
members and their trainees, depending on the areas of
distress (eg, practical, family, and emotional problems,
spiritual/religious concerns, and/or physical problems)
endorsed by the patient.

A psychiatrist was not embedded into the team but
worked closely with the team’s oncology psychologist.
The psychologist communicated directly with the
psychiatrist, and the plan was shared with the team
through the electronic medical record (EMR). The
appropriate team member(s) and trainee(s) saw the
patient at the visit to address needs in real time. Ac-
cess to palliative care support and spiritual care was
readily available if needed.

Distress screenings were recorded in a templated
note in the patient's EMR, which allowed the team to
follow the distress scores on an individual basis across
the cancer disease trajectory and to assess response
to interventions. Multiple screenings of individu-
als resulted from the fact that many of the patients
were seen monthly or every 3/6/9 months, depend-
ing on their disease and treatment status. Because lev-
els of distress can fluctuate, distress was assessed at
every visit to determine whether an intervention was
needed at that visit. Once distress screenings were re-
corded in the patient’s EMR, the DT instrument was
de-identified and given to the CoE research consul-

tant to enter into a database file for analysis.

Trainees were educated about the use of the DT
at time of diagnosis and across the disease trajectory.
The 4-week CoE curriculum included 2 weeks of
conference time to teach about the roles of psychol-
ogist, oncology social worker, and survivorship NP
in assessing and initiating interventions to address
the multidimensional components of the DT. Train-
ees working with a veteran who was distressed partic-
ipated in the assessment(s) and intervention(s) for all
components of distress that were endorsed.

RESULTS

A total of 866 distress screenings were performed dur-
ing the first 2 years of the project. Since all patients
were screened at all visits, the 866 distress screenings
reflect multiple screenings for 445 unique patients. Of
the 866 screenings, 290 (33%) had distress scores of
> 4, meeting the criteria for intervention. Screen-
ings reflected patient visits at any point in the disease
trajectory. Because this was a new standard of care
QI project rather than a research project, additional
data, such as diagnosis or staging, were not collected,
and IRB approval was not needed.

Because the NCCN Guideline recommendation for
intervention is a score of > 4, the descriptive statistics
focused on those with moderate-to-severe distress. How-
ever, there were numerous occasions when the veteran
would report a score of 0 to 3 and still endorse a number
of the problems on the DT. The CNS and RN on the team
discussed these findings with the appropriate discipline.
For example, if the veteran reported a score of 1 but en-
dorsed all 6 components on the emotional problem list,
the nurses discussed the patient with the social worker or
psychologist to determine whether behavioral health in-
tervention was needed.

The mean distress score for the 290 screenings
>4 was 6.3 on a 0 to 10 scale; median was 6.0 and
mode 5.0. Two hundred ten of these screenings (72%)
were categorized as moderate distress (4-7), and
80 patients (28%) reported severe distress (Figure 2).
If the veteran left a box empty on the problem list, it
was recorded as missing. The frequency that patients
reported each type of distress are reported in Figure 3.

The incidence of each component of distress,
from those screenings with a score of > 4 is described
below, along with case study examples for each com-
ponent. Team members involved in patient inter-
ventions provided these case studies to demonstrate
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clinical examples of the veteran’s distress from the
problem list on the DT.

PRACTICAL/FAMILY DISTRESS

Practical issues were reported in 38% of the screen-
ings (109/290). Intervention for moderate-to-severe
distress associated with practical problems and fam-
ily issues was provided by the team social worker. The
social worker frequently addressed transportation-
related distress. Providing transportation was essential
for adherence to clinic appointments, follow-up testing,
treatments, and ultimately, disease management. Hous-
ing was also a problem for many veterans. It is critical
that patients have access to electricity, heating, food,
and water to be able to safely undergo adjuvant ther-
apy. Thus, treatments decisions could be impacted by
the veterans’ housing and transportation issues; imme-
diate access to social work support is essential for qual-
ity cancer care.

Twenty-six percent of patients that were screened
expressed concerns with practical and/or family prob-
lems (75/289). Issues of domestic violence, difficulties
dealing with a significant other, and concerns about
children were referred to social work (Table 1).

Case Study
Ms. S. is a veteran aged 71 years with recently diagnosed
breast cancer. She is being seen in the clinic for a postop-
erative visit following partial mastectomy and is anticipat-
ing beginning radiation therapy within the next 3 weeks.
She reports a distress score of 7 and identifies concerns
about work and transportation to the clinic as the sources
of distress. The social worker meets with the patient and
learns that she fears losing her job because of the daily
travel time to and from radiation and that she cannot afford
to travel 65 miles daily to LSCVAMC for radiation. The social
worker listens to her concerns and assists her with a plan
for short-term disability and VA housing during her radiation
therapy treatments. Ms. S. was able to complete radiation
at LSCVAMC with temporary housing and to return to work
after therapy.

EMOTIONAL DISTRESS

Patients who identified that their moderate-to-severe
distress was related to emotional problems received
same-day intervention from a psychologist skilled in
providing emotional support, cognitive behavioral
strategies, and assessing the need for referral to either
a psychiatrist or oncology social worker. Seventy-one

DISTRESS SCREENING

Figure 3. Frequency of Moderate-to-Severe
Distress Score by Type
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percent of patients reported emotional problems, such
as worry, depression, and nervousness (Table 2).

Case Study

Mr. K. is a veteran aged 71 years with a new diagnosis of
breast cancer. He lives on his own but has family and a few
friends nearby. He reports that he doesn’t like to share his
problems with others and has not told anyone of his new
diagnosis. Mr. K. rates his distress a 7 and endorses worry,
fear, and depression. At a treatment-planning visit, he agrees
to see the psychologist for help in dealing with his distress.
Treatment involves a mastectomy followed by hormonal
therapy.

Mr. K. was scared about having cancer; some of his veteran
colleagues have developed cancer recently, and 2 have died.
He told the psychologist that he feels worthless and that
this disease just makes him more of a burden on society. He
has had thoughts of taking his life so that he doesn’t have
to deal with cancer, but he does not have a plan. The team
formulated a plan to address his anxiety and depression. Mr.
K. started a serotonin reuptake inhibitor, and he met with the
VA psychiatrist weekly to help develop coping strategies. The
team’s psychologist worked closely with Mr. K.’s psychiatrist,
and he successfully completed surgery and chemotherapy.
He is now being seen in survivorship clinic, continuing care
with the team and his psychologist.
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Table 2. Top Emotional Symptoms That

Scored = 4 in Distress Screenings (N = 866)

Symptoms Selected, %
Worry 39
Depression 35
Nervousness 35
Sadness 2

Fear 28

SPIRITUAL DISTRESS

Although spiritual/religious concerns are part of DT
screening, it is only a single item on the DT. Just 8%
of patients (21/276) reported moderate-to-severe spiri-
tual distress. However, there was access to a chaplain at
LSCVAMC.

Case Study

Mr. H., a 63-year-old veteran with stage IV melanoma, was
seen in the clinic for severe pain in his left hip and ribs (8 on
a 10-point scale); he was unresponsive to escalating doses
of oxycodone. During the visit, he reported that his distress
level is a 10, and in addition to identifying pain as a source
of distress, he indicated that he has spiritual distress. When
questioned further about spiritual distress, Mr. H. reported
that he deserves this pain since he caused so many others
pain during his time in Vietnam. The chaplain was contacted,
and the patient was seen in clinic at this visit. The chaplain
gave him the opportunity to share his feelings of guilt. The
importance of spiritual care when the patient is experiencing
“total pain” is essential to pain management. Within 3 days,
his pain score decreased to an acceptable level of 3 with no
additional pharmacologic intervention.

PHYSICAL DISTRESS

Physical problems associated with the distress scores
were addressed by the surgical and medical oncolo-
gists and the APRNs (CNS patient navigator and sur-
vivorship NP). When the clinic opened, the team used
the Memorial Symptom Assessment Scale to assess
physical and psychological symptoms.'® However, pa-
tients reported experiencing distress at having to com-
plete 2 tools that had a great deal of overlap. The team
determined that the DT could be used as the sole
screening tool for all QOL domains.

It is important to note that 92% of patients with
moderate-to-severe distress reported physical symp-
toms as a source of distress (Table 3). Referral to so-
cial work or psychology was essential for practical,
family, or emotional distress but not appropriate for
physical symptom burden. Many patients reported
> 3 physical symptoms (68%).

Case Study

Ms. L. is a Vietnam War veteran aged 64 years who was
seen in the survivorship clinic. She was diagnosed with es-
trogen-receptor (ER) and progesterone-receptor (PR) breast
cancer 1 year previously, had a lumpectomy followed by
radiation therapy, and was on hormonal therapy. She re-
corded her distress score as a 6 and indicated that multiple
physical symptoms were her major concern. She had dif-
ficulty with insomnia, fatigue, and hot flashes. The survivor-
ship NP talked with Ms. L. about her symptoms and made
nonpharmacologic recommendations for improving sleep,
provided an exercise plan for fatigue, and initiated venlafax-
ine to manage the hot flashes. Ms. L. continued to be seen
by the team in survivorship clinic, and during her 3-month
follow-up visit, she reported improvement in sleep as the hot
flashes diminished.

MULTIFACTORAL DISTRESS

Many patients endorsed > 1 component of distress.
This required a team approach to intervene for the
multifactorial nature of the distress.

Case Study

Mr. K. is a veteran aged 82 years who had been a farmer
most of his life. He was cared for at the VA for an advanced-
stage squamous cell skin cancer of his scalp, which he
had allowed to go untreated. The cancer has completely
eroded beneath his scalp, and he wore a hat to cover the
foul-smelling wound. He lived in rural Ohio with his wife of
55 years; 3 adult daughters lived in the Cleveland area. His
daughters served as primary caregivers when Mr. K. came
to Cleveland for daily radiation and weekly chemotherapy
treatments. He had not been away from his wife since the
war and misses her terribly, returning home only on week-
ends during the 6-week course of radiation.

His primary goal was to return home in time to harvest his
farm’s produce 2 months later. He was aware that he has
< 6 months to live but wanted chemotherapy and radia-
tion to control the growth of the cancer. During this visit to
the ambulatory clinic, he reported a distress score of 5 and
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identified family concerns (eg, living away from his wife
most of every week) and endorsed emotional concerns of
fear, worry, and sadness, and reported pain, fatigue, insom-
nia, and constipation as physical concerns.

Mr. K. received support from the social worker, the psycholo-
gist, and the APRN for symptom management during this
visit. The social worker was able to advocate for limited
palliative radiation therapy treatments rather than a 6-week
course; the psychologist spent 45 minutes talking with him
about his fears of a painful death, worries about his wife,
and sadness at not being alive for another planting season.
The APRN recommended both pharmacologic and nonphar-
macologic interventions for his fatigue and insomnia and
initiated a pain and bowel pharmacologic regimen. The team
respected Mr. K.’s wish to reconsider hospice care at the
following visit after he had talked with his wife. Mr. K. died
peacefully in his home with his wife and family just before
the start of planting season.

CLINICAL IMPLICATIONS

Distress screening and intervention is essential for qual-
ity cancer care. While a great deal of controversy exists
about the best time to screen for distress, the LSCVAMC
CoE has taken on the challenge of screening and in-
tervening in real time at every patient visit across the
disease trajectory. The model of distress screening all
veterans at CoE clinic visits has been rolled out to
other cancer clinics at LSCVAMC.

Distress screening at each visit is not time intensive.
Patients are willing to fill out the instrument while wait-
ing for their clinic visit, and most patients find that it
takes less than 5 minutes to complete. The major chal-
lenge for institutions considering screening with each
visit is not the screening but access to appropriate pro-
viders able to provide timely intervention. The success
of this model results, in part, because the clinic RN as-
sesses the responses to the DT and refers to the appropri-
ate discipline, utilizing precious resources of social work
and psychology appropriately. The VA system is already
committed to improving the psychosocial well-being of
veterans and has established social work and psychology
resources specifically for the cancer clinics.

Many patients reported to the authors that they
might not have been able or willing to return to LSC-
VAMC to see the behavioral health specialists on an-
other day. In addition, scheduling behavioral health
appointments at another time would not allow for at-
tending to the distress in real time. Also, from a sys-

DISTRESS SCREENING

Table 3. Top Physical Symptoms That

Scored = 4 in Distress Screenings (N = 268)

Symptoms Selected, %
Pain 68
Fatigue 62
Sleep 48
Memory/concentration 38
Skin (dry, itching) 34
Tingling in hands and feet 33
Getting around 33
Eating 28
Breathing 27
Feeling swollen 26

tems standpoint, it would have been an added cost to
the VA and/or the veteran for transportation for addi-
tional appointments on different days.

Finally, although the impact of the CoE project on
health professional trainees has been reported elsewhere,
the distress screening and intervention process were val-
ued as being very positive for all trainees who partici-
pated in CoE clinic.'” The trainees were able to stay with
the patient for the entire clinic visit, including the vis-
its made by disciplines other than their own. For exam-
ple, the family medicine residents stayed with the patient
they examined to observe the distress assessments and
interventions offered by the social worker and/or psy-
chologist for the patients who scored > 4 on the DT.

At the end of their rotations in the CoE, trainees re-
ported an increased awareness of the importance of dis-
tress screening in a cancer clinic. Many were not aware
of the NCCN guidelines and the ACoS CoC mandate
for distress screening as a standard of cancer care. In-
terdisciplinary trainees rated the CoE curriculum and
the conference teaching/learning sessions on distress
management highly. However, observing the role of the
social worker and psychologist were the most valuable
to trainees, regardless of the area of practice they enter.

CONCLUSION
Addressing practical, psychosocial, physical, and
spiritual needs will help decrease distress, support
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patients’ ability to tolerate treatment, and improve
veterans’ QOL across the cancer-disease trajectory.
Screening all patients at an outpatient cancer clinic at
LSCVAMC is feasible and does not seem to be a bur-
den for patients or providers. This pilot project has
become standard of care across the LSCVAMC cancer
clinics, demonstrating its sustainability.

Screening with the DT provides information about
the intensity of the distress and the components con-
tributing to the distress. The most important aspect of
the screening is assessing the components of the dis-
tress and providing real-time intervention from the
appropriate discipline. It is critical that the oncology
team refer to the appropriate discipline based on the
source of the distress rather than on only the inten-
sity. Findings from this project indicate that physi-
cal symptoms are frequently the source of distress and
may not require behavioral health intervention. How-
ever, for patients with psychosocial needs, rapid ac-
cess to behavioral health care services is critical for
quality veteran-centered cancer care.

Since 2015, all VA cancer centers are required to
have implemented distress screening. According to the
CoC, at least 1 screening must be done on every pa-
tient.!® Many institutions have begun to screen at diag-
nosis, but it is well known that there are many points
along the cancer trajectory when patients may experi-
ence an increase in distress. Simple screening with the
DT at every cancer clinic visit helps identify the veter-
ans’ needs at any point along the disease spectrum.

At LSCVAMC, the CoE was designed as an interdis-
ciplinary cancer clinic. With the conclusion of funding
in FY 2015, the clinic has continued to function. The
rollout into other clinics has continued with movement
toward use of formal consult requests and continual,
real-time evaluation of the process. Work on accurate,
timely identification of new cancer patients and identi-
tying pivotal cancer visits is underway. The LSCVAMC
is committed to improving care and access to its vet-
erans with cancer to ensure appropriate and adequate
services across the cancer trajectory. @
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