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Signfi cant gains have been made in the detection and treatment of

cancer, contributing to increased surviva4 but a cancer diagnosis
and treatment may be accompanied by physical and psychosocial
after-effects. Distress screening has been championed as a mecha
nism to identfy patients with high levels ofpsychosocial morbidity
for subsequent assessment and psychosocial care deliveiy. How
ever, implementation of distress screening has been variable in
scope and in the consistency and quality of metrics and methods
used. This capstone article identfies challenges in the measurement
and implementation of distress screening and examines future op
portunities for research and implementation.
KEYWORDS

distress screening, cancer survivorship, measure
ment; implementation, distress management; psychosocial care
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INTRODUCTION
significant gains have been made in the detection and treatment of can
cer, leading to a growing number of cancer survivors, currently estimated
at nearly 12 million (Parry, Ken, Mariotto, Alfano, & Rowland, 2011). However, a cancer diagnosis and treatment may be accompanied by physical and
psychosocial late- and long-term effects, including impaired cardiac, neuro
logical, renal, and body systems functions; difficulty in activities of daily
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living; elevated risk for second cancers; fatigue; sleep disorders; cognitive
dysfunction; and depression and anxiety disorders including posttraumatic
stress disorder (Adler & Page, 2008). Between 20% and 40% of survivors are
estimated to experience high levels of distress during their illness, with up
wards of 30% demonstrating clinically significant levels of distress (Carison
et al., 2004; Gao, Bennett, Stark, Murray, & Higginson, 2010; Holland et al.,
2010; Zabora, BrintzenhofeSzoc, Curbow, et al., 2001; Zabora, BrintzenhofeSzoc, Jacobsen, et aL, 2001). Distress screening has been championed as a
mechanism to identify patients with high levels of psychosocial morbidity,
with the intention that screening would be associated with subsequent assessment and psychosocial care delivery (American College of Oncology
Surgeons, Commission on Cancer [ACOS, CoCI, 2012; Holland & Bultz, 2007;
Holland et al., 2010; Holland. Greenburg, & Hughes, 2006; NCCN, 1999).
However, the implementation of distress screening has been variable, in
scope and in the consistency and quality of metric and methods used. In this
capstone article, we identify challenges in distress screening and examine
future directions and opportunities for research and implementation.
The proliferation of psychosocial care guidelines for cancer underscores
the need for distress screening as a means of targeting and triaging such care.
Yet, with respect to distress screening, progress in meeting these standards
has been modest and highly variable. In a 2007 study of NCCN member institutions, 53% of those surveyed reported conducting distress screening, with
only 20% conducting screening according to the NCCN recommendations
(Jacobsen & Ransom, 2007). A national survey of oncologists revealed even
lower estimates (Pin et al., 2007), and both studies cited difficulty evaluating
outcomes because of measurement variation and challenges to the validity
and reliability of instrumentation used. Moreover, evidence is lacking to assess whether compliance with the recommended screening guidelines results
in higher quality care, or in more effective management of cancer patients’
distress (Jacobsen, 2007).

CHALLENGES AND BARRIERS TO THE INTEGRATION OF DISTRESS
SCREENING INTO CANCER CARE
A growing body of literature has begun to highlight the challenges and barriers to successful execution of distress screening recommendations (Bultz &
Johansen, 2011; Carlson, Groff, Maciejewski, & Bultz, 2010; K. Clark, Bardwell, Arsenault. DeTeresa, & Loscaizo, 2009; Jacobsen, 2007, Loscaizo, Clark,
& Holland, 2011). As noted in that literature and the preceding articles of this
special issue, the primary challenges for distress screening lie in developing
consensus about instrumentation and in overcoming barriers to implementation. With the ACOS CoC 2015 implementation deadline looming, successful
navigation of these barriers becomes critical. In the remainder of this article,
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we provide an overview of challenges in measurement and implementation,
and discuss next steps in developing an integrated agenda for research and
implementation of distress screening and management.

Challenges in Measurement & Instrumentation
As addressed by Rohan and also by Kayser, Acquati, and Tran in this spe
cial issue, the challenges with measurement of distress screening center on
the choice of constructs, the rigor and psychometric properties of associ
ated instruments, navigating the tension between psychometric rigor and
brevity, the ultimate acceptability and usability of instruments to the patients
and providers who use them, and the lack of standardization of measure
ment in distress screening. The range of constructs nested under the distress
umbrella comprises depression, anxiety, global distress, and distress-related
physical symptoms (Adler & Page, 2008; Baken & Woolley, 2011; NCCN,
1999; Palmer, Taggi, DeMichele, & Coyne, 2012; Vodermaier, Linden, & Siu,
2009). Recent reviews of short screening instruments illustrate the difficulty of
screening for multiple distress-related constructs (Mitchell, 2010; Vodermaier,
Linden, & Siu, 2009), notably high sensitivity, combined with low specificity.
The research and practice communities desire instruments that are reliable.
valid, and demonstrate appropriate sensitivity and specificity. Providers ad
ditionally require brief instruments that can be readily integrated into clinical
workflow without undue burden to staff and patients (Jones & Doebbeling,
2007).
Longer screening tools, such as the Center for Epidemiological Studies Depression Scale, and the General Health Questionnaire—28, typically
demonstrate improved levels of reliability and validity and provide lower
rates of false-positives when compared with short measures (Mitchell &
Coyne, 2007; Palmer & Coyne, 2003). In addition, longer tools are capa
ble of assessing multiple domains of distress (Vodermaier et al., 2009).
Commonly used instruments include the 14-item Hospital Anxiety and
Depression Scale (HADS), the 13-item Psychological Distress Inventory
(PDI), the 18-item Brief Symptom Inventory (BSI), and the recently devel
oped 33-item Psycho-Oncology Screening Tool (POST) (Bjellan, Alv, Haug,
& Neckelman, 2007; Kilbourn et al., 2011; Morasso, Constantini, Baracc,
Borreani, & Capelli, 1996; Zabora, BrintzenhofeSzoc, Jacobsen, et al., 2001;
Zigmond & Snaith, 1983). By nature of their brevity, ultrashort measures
generally focus on only one psychological domain. Brief screening in
struments may have poor accuracy in detecting heightened levels of dis
tress, and only one ultrashort measure, using the question “are you de
pressed?,” has been determined to have reasonably sound psychometric
qualities (Jacobsen, 2007; Mitchell, 2007, 2010). Although short measures
often demonstrate high sensitivity in identifying truly distressed patients,
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their lack of specificity may contribute to high levels of false-positives, and
ultrashort measures often demonstrate low concordance with clinical assessments for individuals who score highly on longer screening instruments
(Vodermaier et al., 2009). In addition, the lack of specificity of short screening tools may lead to a lack of clarity as to the etiology of the distress due to
the fact that the observed single intensity rating has many possible causes. To
address this shortcoming, users may combine a short screening tool, such as
the Distress Thermometer, with a problem list that can help clinicians identify
the source of distress or unmet needs (Mitchell, 2010; Holland et al., 2010).
Other practices to increase the accuracy and utility of ultrashort measures
include repeated applications and inclusion of questions about the patient’s
desire for a referral for psychosocial support (Hoffman, Zevron, D’Arrigo, &
Cecchini, 2004, Marrit, Tuinman, Gazendam-Donofrio, & Hoekstra-Weebers,
2007, Mitchell, 2010).
Challenges in instrument selection are compounded by the need to select tools that are not only psychometrically sound, but also acceptable and
readily adoptable and adaptable to the assessment and service delivery pathways of busy clinical settings. As Mitchell, Vahabzadeh, and Magruder (2011)
noted, “the key lesson for all health care settings is that no matter what the accuracy of the screening tool, it is often acceptability that determines successful implementation” (pp. 575—576). In selecting instruments, researchers and
clinicians should consider the needs of the setting; its screening, follow-up,
and referral resources; familiarity with proposed instrumentation and scoring;
clear guidelines for action based on scores; and the usability, familiarity, and
acceptability of screening tools (Jacobsen et al., 2010; Mitchell, 2010). These
and other implementation considerations are discussed in detail below.
.
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challenges. A second, and perhaps more daunting, set of challenges
lies in the implementation of distress screening and management. Clinicians
and researchers have identified a host of factors contributing to difficulties in
the uptake and sustained adoption of distress screening, including barriers in
health care reimbursement, health care delivery systems, and provider and
patient-level barriers (Clark, Rochon, Brethwaite, & Edmiston, 2011; Bultz &
Johansen, 2011). At a macrolevel, implementation of distress screening and
management has been hampered by a lack of funding for psychosocial care,
by relatively poorer reimbursement rates for services delivered in outpatient
community settings, and by the understaffing that accompanies low levels
of reimbursement (Carison & Bultz. 2003a; Holland & Bultz, 2007). These
challenges are reflected in providers’ and organizations’ concerns about the
potential time, expense, and workload involved with screening and with
associated follow-up care (Absalom et al., 2011; Bultz et al.. 2011; Loscaizo,
et al., 2011; Madden, 2006; Mitchell, Karr, Coggan, & Herdman, 2008;

lead to
from a
identifyi
In addit.
may be
comple
2008).
Fiii
given th
and obs
services
2010; Gi
In a stud
follow-ti
for psyc

Toward an Integrated Agenda in Distress Screening

and
.1 asients
reenue to
s To
ch as
mtify
010).
sures
ient’s
o, &
bers,
o seand
path011)
ie ac;cesss and
v-up,
)ring;
and
Ehese

mges
clans
ies in
rs in
r and
dtz &
and
care,
tient
evels
hese
it the
with
alzo.
2008;

719

Vodermaier & Linden, 2008). In Jacobsen and Ransom’s (2007) study of
NCCN sites, two of the primary reasons cited for failure to screen were: lack
of resources to treat patients who were identified, and lack of resources
for the screening itself. A study of care team perceptions in the United
Kingdom echoed these findings; providers reported concerns that routine
distress screening could result in demand for services that could not be met,
leaving medical professionals responsible to address problems uncovered by
screening (Absalom et al., 2011). Concern about the level of demand and pa
tient volume may be further compounded by a lack of integrated electronic
systems to capture and communicate information about distress screening,
referral and management. A perceived or actual lack of resources to address
psychosocial difficulties identified by screening may result in a lack of will
to screen. Moreover, in the context of accountable-care mandates, organi
zations may perceive increased liability or risk associated with detection of
morbidity that cannot be reliably outsourced or handled internally.
In addition to system-level barriers, research has revealed implemen
tation challenges at the provider level. These include factors related to the
acceptability of screening: incongruity of screening with staff perceptions of
their roles and competencies, lack of familiarity with the use of standard
ized screening instruments, and perceptions about the usefulness (or lack
thereof) of the screening enterprise. Providers and front-line staff may feel
uncomfortable or ill equipped to query patients about distress or to adopt
new roles in distress management for which they feel inefficacious or in
adequately trained (Absalom et al., 2011; Madden, 2006; Rohan & Bausch.
2009). Front-line staff and clinical providers may also be unfamiliar with the
use of standardized tools and instead elect to rely on clinical observation
or personal assessment of distress (P. G. Clark, Rochon, Brethwaite, & Ed
miston, 2011; Dolbeaut, Boistard, Meuric, Copel, & Bredart, 2011; Jacobsen
& Ransom, 2007; Mitchell et al., 2008: Pin et al., 2007). Such practices can
lead to variability and inaccuracy in the detection of distress, as professionals
from a variety of clinical training backgrounds may have difficulty accurately
identifying mental health issues (Dolbeaut et al., 2011; Mitchell et al. 2011).
In addition to lack of familiarity with distress screening protocols, providers
may be hesitant to accept specific screening tools on the basis of perceived
complexity, burden, or difficulty of administration and scoring (Mitchell et al.,
2008).
Finally, providers may question the usefulness of distress screening,
given the lack of evidence as to its efficacy in improving patient outcomes,
and observed low levels of uptake among patients referred to psychosocial
services (Carlson et al.. 2010; Garssen & deKok, 2008; Garssen & van der Lee,
2010; Grassi et al., 2011; Jacobsen, 2007; Vodermaier, Linden, & Siu, 2010).
In a study of newly diagnosed cancer patients, Grassi et al. (2011) observed a
follow-through rate of 46% among patients who were screened and referred
for psychosocial services: The reasons for low acceptance of psychosocial

720

C. Fairy et al.

referrals are not yet well understood and warrant further inquiry but could be
related to stigma, patient burden (in the context of multiple providers), patients’ readiness for responding to psychosocial care, or failure of screening
systems to distinguish between those whose psychosocial needs are already
being met versus those with unmet needs (Garssen & deKok, 2008; Garssen
& van der Lee, 2010; Palmer et al., 2011). Van Scheppingen and colleagues
(2011) suggested that screening might be more effective if it sought to detect
unmet needs, based on their finding that 51% of identified distressed patients
did not report needing psychological services, and an additional 25% were
already receiving services. Although such findings may suggest some patients do not need psychosocial services, they alternately may reflect a lack
of patient knowledge and understanding of the benefits of such services
and suggest a need for normalization and patient education about psychosocial needs. Given the lack of research on the relationship between elevated
distress, reported need for services, and efficacy of services delivered in
the context of the screening and assessment pipeline, this issue warrants
further consideration (Garssen & van der Lee, 2010; Palmer et al., 2011;
Van Scheppingen et al., 2011; Vodermaier et al., 2010). Taken together, the
provider and patient-level barriers outlined above suggest that alongside issues of patient volume, time and staffing constraints, electronic infrastructure,
reimbursement, perceived usefulness, and acceptability are key factors determining successful implementation of distress screening and management
programs.
Strategies for successful implementation. With these barriers in mind,
a handful of thoughtful leaders in psychosocial care have offered strategies for successful implementation (Absalom et al., 2011; Bultz et al., 2011;
Loscaizo, Bultz, & Jacobsen, 2010; Loscalzo et al., 2011; Mitchell et al., 2008).
In comparison with the sizeable literature on measurement and the growing
body of evidence on barriers to implementation, the literature on successful
implementation of distress screening is sparse. Reported below, successful
implementation approaches share the following common themes: they are
strategic, collaborative, use phased-in approaches, explicitly attend to the culture of health care delivery, use research and evaluation as tools to support
successful implementation, openly acknowledge resistance and barriers to
implementation, and partner proactively with stakeholders to overcome such
barriers. We begin by discussing macrolevel implementation approaches, followed by meso- and microlevel strategies that focus on organizational and
provider change.
Bultz et al. (2011) provided an excellent overview of strategies used
to promote successful implementation of distress screening in four Canadian jurisdictions. In setting the stage for successful implementation, Bultz
and colleagues noted that distress had been coined the
vital sign in
Canada (effectively translating it into the terms of the medical model) and that
key screening recommendations generated by Cancer Journey Action Group
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explicitly included guidelines for implementation, calling for adequate fund
ing and quality improvement activities that could monitor the efficacy and
effectiveness of distress screening programs. At a macrolevel, successful im
plementation was fostered by engaging high-level stakeholders, establishing
steering groups that could align distress screening with accreditation and
organizational strategic plans, and using an incremental approach to im
plementation (single setting or disease site) that was less overwhelming to
adopters.
Alongside macroapproaches to systems change wcre meso- and mi
crolevel strategies targeting organizational and provider level behavioral
change. In the Canadian effort outlined by Bultz and colleagues (2011),
interprofessional implementation teams representing different levels of the
organization were established and staff were educated about distress screen
ing in the context of interactive discussions where they were able to provide
feedback. Stakeholder buy-in was increased by openly acknowledging front
line staff resistance, having an open dialogue about concerns, and attending
to the work culture and scope of work in which distress screening is nested.
For example, in allaying concerns about how screening might increase the
scope or volume of work, Buitz and colleagues (2011) noted the impor
tance of reminding adopters that screening served to standardize the iden..
tification of problems that were already present rather than identifying new
problems. This approach underscores the findings of Dolbeaut et al. (2011)
who advocated gradual acculturation and introduction of distress screening,
with an emphasis on the compiementarity (vs. superiority) of new tools and
practices.
Loscaizo and colleagues (2011) echoed these recommendations by fram
ing implementation of distress screening as a form of culture change and
called for the genesis of a culture of distress screening through coordinatud,
meaningful strategic action. Inherent in their proposed strategy are core
tenets of community organizing and implementation science: identification
of key influence points, engagement of key stakeholders, understanding
of partners’ values and motivations (e.g.. quality, patient safety, cost avoid
ance, patient satisfaction, time, etc.), demonstration of the value of screening
and psychosocial care within the context of those values and motivations,
and partnering to create mutually-beneficial solutions to perceived barriers
(Loscalzo et al., 2010; Loscalzo et al., 2011). Other practical strategies proposed to increase acceptability and reduce resistance to distress screening
included the use of automated screening tools (Jacobsen, 2007; Mitchell
et al., 2008), training of staff to increase confidence with distress screening
(Absalom et al., 2011), and presenting arguments that speak to the relative
potential cost savings of screening vs. costs of leaving patients untreated or
doing in-depth assessments of all patients (Carison & Bultz, 2003b; Loscaizo
et al., 2010). However, as J. Clark et al. (2009) noted, the practical issues in
implementation of distress screening are understudied.
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Future Directions in Distress Screening
The future of distress screening is dependent upon the development of an
integrated research and practice agenda informing the sustainable implementation of psychosocial care programs. To that end, it is important to recall
that distress screening was not conceptualized nor intended to be a standalone activity. Rather, distress screening was envisioned as one of several
activities in a clinical pathway, to be followed by secondary assessment and
delivery of psychosocial interventions (Adler & Page, 2008; Holland et al.,
2010). When selecting instruments or instituting screening procedures, researchers and clinicians must consider a priori the resources and models
of care that will follow screening in any given setting and provide clear
recommendations of next steps.
In addition to being contextualized in the clinical pathway, distress
screening occurs in the context of the culture of health care. Lessons from
the implementation of distress screening suggest the importance of aligning
screening initiatives with organizational values and seeking engagement with
key stakeholders at all levels of health care organizations. Without attention
to these factors, distress screening will likely occur haphazardly and lack
adequate follow-through or sustainability. Future directions that may prove
fruitful in achieving this aim include leveraging technology to support acceptable and cost-effective implementation of distress screening; attending
to factors such as cost, quality, and patient satisfaction in evaluation efforts;
utilizing strategies for successful implementation; and conducting research
to explore what distress screening and management practices contribute to
improved patient outcomes or quality of care, and if so, at what cost (Carlson
& Bultz, 2003h; Loscalzo et al., 2010; Loscalzo et al., 2011).
However, many empirical and practical questions remain. Which patients need to be screened in an ongoing manner, at what time pOjfltS,
with what degree of ongoing periodicity, and with which instruments (Bultz
& Johansen, 2011)? Although the ACOS CoC (2012) guidelines specify that
patients should be offered distress screening a minimum of one time per patient at a pivotal medical visit, it is not yet clear whether additional screening
at subsequent pivotal time points would proffer additional benefit, and if
so, for which patients. Similarly, questions remain regarding the instrumentation for screening. What are the best instruments and measurement approaches for screening, needs assessment, and coordinating and triaging
care (Adler & Page, 2008)? What are the best instruments for community and
outpatient settings that may lack onsite mental health professionals to perform secondary assessments prior to referral? What are the best triaging and
risk stratification approaches for secondary assessment? What is the anticipated workfiow and what outcomes are associated with activities following
screening, for example, number of patients screened, accurately identified
as distressed, reporting unmet psychosocial needs, provided with secondary
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assessment, referred for psychosocial intervention, completed intervention,
demonstrated improved outcomes? Which eHealth platforms may be ap
propriate for delivery of psychosocial support and for which risk strata of
patients? How will appropriate follow-up screening and care be coordinated
for patients who lack insurance? What is the demand on the health care
system if distress screening is implemented across the board? And what is
the relative value of such an endeavor in terms of costs, quality of care, and
patient, provider, and system-level outcomes? What are the cost-benefit and
cost-effectiveness models for distress screening? What payment approaches
are best suited to coverage of psychosocial care services? What provider,
organizational and systems factors promote successful adoption of distress
screening in a variety of environments? And finally, which providers are best
prepared to conduct screening and assessment, and what support or training
is necessary to improve provider competence and confidence?
Research and evaluation are needed to assess the value and efficacy of
distress screening and to determine the most effective methods of imple
menting screening in a variety of settings (Bultz & Johansen, 2011; jacob
sen, 2007). Because research and implementation of distress screening are
inextricably interwoven and interdependent, they require concurrent con
sideration in future research efforts. Future research should seek to gener
ate an evidence base regarding best practices, processes, and measurement
approaches to mitigate distress in cancer survivors and support successful
implementation of distress screening and management programs. Continu
ous evaluation efforts are also needed at the program level to monitor the
uptake, efficiency, and effectiveness of screening initiatives for performance
measurement and quality improvement purposes (Adler & Page, 2008 Bultz
& Johansen, 2011; Loscalzo et al., 2010; Holland et al., 2010). And finally,
in keeping with the theme of integration, measurement questions may be
most efficiently addressed through researcher-practitioner collaborations to
develop consensus on a standardized toolkit of screening instruments that
interfaces readily with quality indicators and performance measures.
Randomized controlled trials are needed to explore the relationship be
tween screening efforts and patient outcomes and specifically to determine
whether care delivered according to psychosocial care guidelines results in
improved care and patient outcomes when compared with care that does
not adhere to guidelines. Prospective longitudinal studies are needed to Un
derstand how distress screening and management strategies affect patient
outcomes across the survivorship trajectory. These data should explore the
best time points and periodicity for follow-up screening, identify the most
efficacious targeted interventions at follow-up time points, and track as
sociated costs and psychosocial morbidity outcomes. Large-scale, multisite
implementation, evaluation, and demonstration projects may prove useful
in understanding the best tools and approaches to implement psychosocial
care standards in a range of real-world care settings.
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Finally, evidence of efficacy and effectiveness may prove insufficient to
garner support for integration of distress screening in health care settings.
Researchers and practitioners should additionally seek to understand and
demonstrate the value, cost-effectiveness, viability, acceptability, and usefulness of proposed screening programs. Future research on distress screening
and management should seek to include health services researchers, health
economists, and other key stakeholders (such as payors and health care ad
ministrators) who can inform the selection of metrics and design of studies so
the results are meaningful and readily adoptable by healthcare organizations.
Finally, researchers and practitioners should work together to explore and
evaluate potential reimbursement strategies for psychosocial care, including
bundled and episodic payment strategies, and the viability of imbedding psychosocial screening and assessment within extant case management systems.
In the current era of health care reform, it is essential to articulate how
cost-effectiveness and caring may coexist to promote high-quality, affordable psychosocial care for cancer patients. Without attention to the business
of caring and integration of our collective research and practice expertise
and agendas, we may lose ground in the mission to provide high-quality
psychosocial care for caricer survivors.
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