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Abstract: Distress management (DM) (screening and response) is an essential
component of cancer care across the treatment trajectory. Effective DM has many
benefits, including improving patients’ quality of life; reducing distress, anxiety,
and depression; contributing to medical cost offsets; and reducing emergency
department visits and hospitalizations. Unfortunately, many distressed patients do
not receive needed services. There are several multilevel barriers that represent
key challenges to DM and affect its implementation. The Consolidated Framework
for Implementation Research was used as an organizational structure to outline
the barriers and facilitators to implementation of DM, including: 1) individual
characteristics (individual patient characteristics with a focus on groups who may
face unique barriers to distress screening and linkage to services), 2) intervention
(unique aspects of DM intervention, including specific challenges in screening and
psychosocial intervention, with recommendations for resolving these challenges), 3)
processes for implementation of DM (modality and timing of screening, the challenge
of triage for urgent needs, and incorporation of patient-reported outcomes and
quality measures), 4) organization—inner setting (the context of the clinic, hospital,
or health care system); and 5) organization—outer setting (including reimbursement
strategies and health-care policy). Specific recommendations for evidence-based
strategies and interventions for each of the domains of the Consolidated Framework
for Implementation Research are also included to address barriers and challenges.
CA Cancer ] Clin 2021;71:407-436. © 2021 The Authors. CA: A Cancer Journal
for Clinicians published by Wiley Periodicals LLC on behalf of American
Cancer Society. This is an open access article under the terms of the Creative
Commons Attribution-NonCommercial-NoDerivs License, which permits use and
distribution in any medium, provided the original work is properly cited, the use
is non-commercial and no modifications or adaptations are made.

Keywords: distress management, health policy, psychological /behavioral oncology,
supportive care, survivorship

Introduction

Managing distress in patients with cancer is well documented as an important com-
ponent of evidence-based approaches to optimizing cancer outcomes and is a key
component of whole-person cancer care. Distress management (DM) refers to the
comprehensive system that includes screening, assessment, triage, intervention, and
outcome monitoring related to patient distress (Fig. 1). The practice of DM involves
proactive use of patient-reported outcomes to identify and triage distressed patients
with specific care needs to appropriate supportive care services for relevant evidence-
based intervention. Over 20 years ago, the National Comprehensive Cancer Network
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Distress Management Recommendations

FIGURE 1. Distress Management Components and Process.

(NCCN) proposed DM as a way to facilitate the delivery
of evidence-based psychosocial support services to patients
across the continuum of cancer care: diagnosis, treatment,
posttreatment survivorship, advanced disease, and/or end
of life.! In recent years, multidisciplinary cancer care teams
have developed specific distress screening tools to effectively
and systematically measure distress experienced by patients
with cancer. In addition, clinical researchers have developed
and tested novel and effective interventions to promote ad-
herence to therapy, enhance shared decision-making, and
improve patients’ symptom management, quality of life, and
long-term survival.? Despite these advances, many patients
do not receive needed services, which may reflect lack of ac-
cess or ineffective screening, such that those with the great-
est need are not identified.® Moreover, those most likely to
benefit from psychosocial support services often are the least
likely to use them.* The incorporation of DM protocols can
aid cancer centers to bridge the gap from screening to provi-
sion of evidence-based psychosocial oncology care.

The objective of systematic DM is not only to identify
patients experiencing distress but also to address identified
symptoms and needs by implementing evidence-based in-
terventions with demonstrated efﬁcacy.S Adherence to
DM protocols in cancer care can improve patients’ qual-
ity of life, reduce distress, reduce anxiety and depression,
achieve medical cost offsets, reduce emergency department
visits and hospitalizations, and is associated with improved
survival through biobehavioral mechanisms. 278101112
However, many patients who could benefit from referral
to psychosocial care after a positive distress screen do not
receive appropriate referral or follow-up.*™* This gap in
care is likely associated with variability in the extent to
which DM procedures are implemented across and within
cancer programs and specialty departments. In addition,
professional/institutional responses to positive screens
have lacked systematization and utilization of evidence-
based interventions.

The goals of this review are to: 1) identify populations
in need of more targeted screening and equitable ac-
cess to interventions, 2) make specific recommendations
for evidence-based interventions in response to positive
screens, and 3) delineate operational challenges in DM and
recommend process and policy changes to address these
challenges. Therefore, we will identify and address spe-
cific population barriers encountered in the DM process
as well as challenges and recommendations for screening,

assessment, triage, intervention, and outcome monitor-
ing. We also provide recommendations to address gaps in
research on DM.

Background

The NCCN convened the first Distress Management Panel
in 1997, producing the first DM Guidelines.™ The current
NCCN DM Guidelines define distress broadly as “a mul-
tifactorial unpleasant experience of a psychological, social,
spiritual, and/or physical nature that may interfere with the
ability to cope effectively with cancer, its physical symptoms,
and its treatment.””> The NCCN standard for DM man-
agement includes: 1) recognizing, monitoring, document-
ing, and treating distress promptly at all stages of disease; 2)
identifying the level and nature of distress; 3) screening for
distress at every medical visit or regular intervals; and 4) as-
sessing and managing distress according to clinical practice
guidelines.

In the ensuing years, more organizations have called at-
tention to the importance of monitoring the psychosocial
well-being of individuals with cancer. In 2007, the National
Academies of Science, Engineering, and Medicine (formerly
the Institute of Medicine) advocated routine assessment of
the psychosocial needs of patients with cancer as a stan-
dard of care.'® Tn 2009, the American Society of Clinical
Oncology (ASCO) incorporated the assessment of patients’
emotional well-being into the Quality Oncology Practice
Initiative standards.)” In 2012, the American College of
Surgeons Commission on Cancer (CoC) identified distress
screening as an essential part of quality cancer care.'® In
2015, psychosocial distress screening became an accredita-
tion standard for the CoC, providing the first critical step
toward universal adoption of DM practices.'’” The CoC
accreditation standard includes general requirements re-
garding timing, methods, and tools for screening, follow-up
assessment and referral for positive screens, as well as docu-
mentation of screening results.

The American Psychosocial Oncology Society (APOS),
the Association of Oncology Social Workers, and the
Oncology Nursing Society issued a joint statement of rec-
ommendations for distress screening in 2014.%° These rec-
ommendations included:

* Adoption of the NCCN definition of distress,
* Selection and use of validated screening instruments fol-
lowing published threshold values and ranges,
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* Use of screening instruments that are focused broadly on
components of distress (vs one particular symptom),

* Screening at multiple time points,

* Screening results to be communicated to and reviewed by
the patient’s treatment team in a timely manner,

* Follow-up of positive screens by a trained clinician who
can differentiate causes of distress and ensure appropriate
referral, and

* Inclusion of referrals for the assessment and management
of distress as part of a patient’s routine medical care.

In recent years, some have also advocated for the inclu-
sion of caregivers as targets for distress screening,21 espe-
cially for pediatric patients and their families.?? In 2015, a
special issue of Pediatric Blood Cancer identified 15 standards
of care for essential services for patients with pediatric can-
cers and their families.”> One of the standards, Psychosocial
Assessment, outlines the provision of systematic early and on-
going assessment of patient and family psychosocial health
care needs, including distress.

Distress Management Challenges

Existing guidelines, recommendations, and accreditation
standards for DM are neither detailed implementation
guides nor are they consistent.”>?*** For example, the
CoC accreditation standards for patient-centered care
generally do not state when, how, or how often to screen
and respond to patients’ psychosocial needs.” As a result,
cancer treatment centers across the United States have
implemented DM protocols that vary widely in screen-
ing characteristics, including instrumentation, periodicity
of assessments, and procedures for responding to positive
screens.'?” This lack of consistency within the United
States (and across the world) contributes to variations
observed in clinical practice outcomes related to the im-
plementation of DM protocols and complicates the inter-
pretation of research results across studies that are geared
toward understanding and better managing this issue.?”?8
Thus further research is needed to determine which as-
pects of the DM process are essential to achieve optimal
patient outcomes across a variety of cancer care delivery
settings.

Multilevel barriers represent key challenges to DM and
impact its implementation (see Table 1). In discussing these
challenges, we have used the Consolidated Framework for
Implementation Research (CIFR) as an organizational
structure to outline the barriers and facilitators to the im-
plementation of DM and to develop a roadmap to inform
future research on and clinical guidelines for successful im-
plementation of DM (see Fig. 2)% Specifically, we make
recommendations for each of the 5 domains of CIFR: 1)
individual characteristics (considering individual patient

CA CANCER ) CLIN 2021;71:407-436

characteristics with a focus on groups who may face unique
barriers to distress screening and linkage to services),
2) intervention (examining the unique aspects of DM inter-
vention, including the specific challenges in screening and
psychosocial intervention and recommendations for resolv-
ing these challenges), 3) processes used to implement DM
(modality and timing of screening, the challenge of triage
for urgent needs, and incorporation of quality measures and
outcomes assessment), 4) organization—inner setting (the
internal context of the clinic, hospital, or health care sys-
tem), and 5) organization—outer setting (including exter-
nal factors, such as reimbursement strategies and health care

policy).

Individual Characteristics

Distress management may miss certain patient popula-
tions who experience inequities in cancer care or unique
sociocultural barriers to engaging in psychosocial evalua-
tion or treatment, or who are less adept at self-advocacy.
Self-advocacy has been defined as the ability of a cancer
survivor to get their needs met when facing a challenge
and includes the skills of making informed decisions and
communicating effectively with the oncology care team.>’
Given unique psychosocial needs, multilevel barriers to
cancer treatment and supportive care, and disparities in
cancer outcomes, targeted approaches are needed to in-
crease the reach of distress screening and promote equity
of access to appropriate services in response to positive
screens. We have focused here on several vulnerable pa-
tient groups but recognize that intersectionality entails si-
multaneous consideration of social categorizations such as
race, class, and sex to help understand potential underlying

. . . . . 31
influences on pers1stent dlSpaI’lthS 1n cancer treatment.

Patients Who Are Physically or Cognitively Unable
to Complete Screening

Functional limitations (eg, severe fatigue, motor impair-
ments secondary to cancer treatment, tumor-associated
spinal cord or brain injuries) and cognitive impairment
(eg, dementia, developmental delay, brain tumors, “chemo-
brain,” or delirium) can impact patients’ ability to complete
distress screening tools.

Recommendations

We recommend using screening tools validated with proxy-
report, being aware of potential discrepancies when prox-
ies report symptoms, and noting when discrepancies occur
between the patient’s and proxy’s report. Although the pa-
tient may need a caregiver or proxy to complete the screen-
ing instrument, if possible, the patient should also be asked
about their mood, symptoms, and function according to
the Americans with Disabilities Act guidelines.32 For some
patients, oral administration of screening or large-print
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FIGURE 2. Consolidated Framework for Implementation Research (CFIR) Domains and Constructs for Distress Management.

screening tools may work better. If distress screening instru-
ments or psychosocial interventions are completed or deliv-
ered orally, accommodations may be required for individuals
with speech or hearing impairment.

Socioeconomically or Geographically
Disadvantaged Patients

Multiple studies have demonstrated that patients with
low income are at risk for experiencing financial toxicity
(financial distress related to cancer), which can contribute
to the decision to forgo aspects of cancer care (or support-
ive services) to defray costs.*** There are additional bar-
riers for this patient group, including lack of insurance (or

inadequate insurance) and transportation issues. In gen-
eral, lower socioeconomic status and rural residence have
been associated with higher overall distress.***” Living in
a rural setting has also been associated with disparities in
cancer diagnosis, incidence, and treatment as well as with

poorer survival. 3%

Recommendations

These groups may benefit from focused screening to identify
sources of financial distress and to identify those at risk for
experiencing financial toxicity. Screening for social determi-
nants of health and material hardship could help identify pa-

tients at particularly high risk for distress and inequities.**"*!
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Referral to social workers, case managers, patient navigators,
and/or financial counseling services may prove helpful if pa-
tients report financial distress or come from rural or disad-
vantaged communities.*>* Providing DM services through
telehealth (including the option of phone) can reduce fi-
nancial and other barriers (transportation, childcare, etc) to
access to needed resources. It is also important to consider
access to technology and preferences for which technology
to use.

Language Barriers, Including Poor Health Literacy,
Among Patients and Insufficient Language Skills
Among Providers

Non-English-speaking patients may not be screened be-
cause of minimal institutional or governmental investment
in resources, including supportive care services adapted for
different language groups, or because non—English-speaking
patients may not feel comfortable with or understand the
purpose of DM. Communication difficulties also result
from a dearth of clinicians who speak multiple languages,
thus precluding comprehensive screening and assessment.
The inability of providers to speak the languages of their pa-
tient population or understand their culture may complicate
discussions of distress and receptivity to support services.
Furthermore, screening tools may not be validated in differ-
ent languages.

The US Department of Education reports that approx-
imately 36% of adults aged 18 to 64 years have poor health
Ii’teracy.44 Moreover, 59% of adults aged >65 years have poor
health literacy related to declining cognitive function, longer
time since formal education, and decreased sensory abilities
(hearing and vision). Additional characteristics associated
with poor health literacy include English as a second lan-
guage, not graduating from high school, poverty, minority
status, and poor health.**

Recommendations

Translation by family members should be avoided because
of the difficult position this creates for the family member
and the patient; instead, trained interpreters or translation
services (including virtual resources) should be available and
used. Ideally, measures and processes are adapted to cultural
contexts in partnership with the community served. We rec-
ommend using screening instruments that have been vali-
dated in the most common languages for the local setting.
The inclusion of navigators from underrepresented popula-
tions on treatment teams serving those populations can help
to bridge cultural and language barriers.*

When possible, we recommend the development and
dissemination of resources and products tailored for pa-
tient subgroups using multiple modes of communication
(visual, pictograms, auditory, written) and originating from
a trusted source of information. We recommend use of the

teach-back method—an effective tool for verifying that pa-
tients understand the information provided or recommen-
dations made. A wide variety of patients benefit from the
teach-back method, including those with low socioeconomic
status, education, and health literacy as well as minority pa-
tients, geriatric patients, those with cognitive impairment,
and those with limited English proficiency.*® A recent sys-
tematic review demonstrated strong evidence for the use of
teach-back, with 95% of included studies reporting positive
findings for primary outcomes of knowledge, skills, and at-
titudes (disease knowledge, comprehension and retention,
patient satisfaction), behavior change (self-care practices,
medication adherence), and objective health-related out-
comes (hospital readmissions, quality of life). ¥

Shared decision making should also be used as a tool to
improve health literacy because it promotes patient compre-
hension of decisions to be made and ensures that patients
understand their options as well as potential benefits and
harms. This process also leads to improved patient-provider
communication and empowers individuals to be involved in
their own health care.*® In addition, shared decision making,
although perhaps more difficult in this context, is important
to use with patients who have low health literacy to engage
them in decisions relevant to their care, thereby increasing

participation and reducing marginalization.49

Patients With Preexisting Mental lliness and
Substance Use Disorders

Patients with preexisting mental illness and addiction are
at high risk for not receiving equitable cancer treatment.
Individuals with preexisting psychiatric diagnoses are less
likely to receive timely, guideline-concordant cancer care,
and they have worse cancer-specific prognosis and sur-
vival and higher rates of acute care use and health care
costs.’®! In part, the cause for this may be that individu-
als who have any mental illness (including anxiety disorder,
post-traumatic stress disorder, major depressive disorder) are
screened for cancer less frequently compared with the gen-
eral population.s2 Adults with schizophrenia have increased
mortality from breast, colorectal, and lung cancer and are at
increased risk of not receiving guideline-concordant cancer
care.’! Oncologists may not document mental illness sys-
tematically, and mental health care is frequently delivered
in separate health systems.” In addition, individuals with
substance use disorders have greater comorbid medical and
psychiatric disorders as well as a greater risk of homeless-
ness.”* These patients are also at risk of being undertreated
for pain, although this could be mitigated by the use of uni-

versal precautions for opioid management.”

Recommendations
Proactive identification of mental illness and substance
use disorders (using diagnostic codes, medical history in
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the electronic health record (EHR), and substance screen-
ing approaches), and linkage to relevant treatment for these
disorders may protect against delays and disruptions in com-
prehensive cancer care.”> An ASCO guideline for assess-
ment and treatment of anxiety and depression recommended
the use of the Patient Health Questionnaire (PHQ-9)%
for assessment of depression and the Generalized Anxiety
Disorder (GAD-7) measure’’ for assessment of anxiety.s 8
The guideline also includes pathways for management of
depression and anxiety. Other practices include: 1) asking
directly about mental health treatment, 2) establishing com-
munication with community-based mental health clinicians
and pharmacists, and 3) involving caregivers, including fam-
ily members and community-based staff, in screening and
treatment efforts. Given the increased risk of suicide among
patients with czmcer,59 it is particularly important to screen
for suicidal ideation and establish pathways to triage, refer,
and link to mental health services. Evidence-based care de-
livery models, such as collaborative care (discussed below in
more detail), have been adapted to proactively address the
mental health needs of patients with cancer and extend the
reach of psycho-oncology services.®"%!

Symptom management (pain control) and treatment
adherence for patients with substance use disorders can be
enhanced by: screening for a history of substance use (partic-
ularly alcohol and opiate use disorders), the use of universal
precautions for opioid management, regular monitoring of
aberrant drug-related behaviors (eg, urine drug testing, pre-
scription monitoring programs, red flag behawiors),62 train-
ing of oncology clinicians, co-management of substance
misuse, and the use of evidence-based treatments, includ-
ing medication-assisted treatments.”>® As noted above, the
most affordable and feasible approach for addressing these
problems in the population of patients with cancer is to train
oncology and psycho-oncology clinicians to co-manage pain
and addiction in their patients, with referral to specialty clin-
ics for addiction management when needed.

Sexual and Gender Minority Patients

Currently, the lesbian, gay, bisexual, transgender/transsexual,
and queer/questioning (LGBTQ) population experiences
greater risk of poor cancer outcomes and heightened chronic
stress because of experiences of discrimination and distrust
associated with sexual and gender minority status®* in addi-
tion to multiple barriers to accessing support services.”

Recommendations

Leading organizations, including the American Cancer
Society and the National Academy of Medicine, have called
for targeted approaches to working sensitively with the
LGBTQ_ population.®®®” Recommendations include in-
corporating standardized sexual orientation/gender identity

(SOGI) information into the EHR using gender-affirming,

CA CANCER ) CLIN 2021;71:407-436

person-centered language. It is also recommended to use
an affirming SOGI approach to clinical care, which entails
developing targeted support services for LGBTQ_patients
with cancer and their caregivers, fostering relationships with
community-based advocacy groups, and training clinicians in
strategies for caring for this population (eg, National LGBT
Cancer Network Cultural Competency Training).*®%”

Older Adult Patients’ Needs

Cancer disproportionately affects older adults; however,
the geriatric oncology population frequently faces signifi-
cant barriers to accessing and receiving comprehensive can-
cer care. Older patients often have lower rates of reporting
depression and anxiety on standard screening instruments,
particularly ethnically diverse older adults.*®*” This group is
also more likely to experience deficits in multiple functional
domains, including visual or hearing impairments, mobility,
cognition, and social support, and is at higher risk for ex-
periencing polypharmacy and treatment 'co:)<icity.70’71 These
barriers may impair the ability of these patients to actively
participate in their cancer care, complete distress screening,
and/or participate in psychosocial interventions.

Recommendations

Assessment of older adults should be sensitive to geriatric-
specific issues (such as physical function, quality of life, and
social support needs). We concur with ASCO in recom-
mending the use of geriatric-specific assessment tools, such
as the Geriatric Depression Scale.”” When screening identi-
fies problems, a comprehensive geriatric assessment can be
useful for these patients to help address the multifactorial

nature of their needs.”>”*

Pediatric and Adolescent and Young Adult Patients
When a child is diagnosed with cancer, patients and family
members experience significant emotional upheaval and sud-
den changes to their lives, roles, and routines. Caregivers are
expected to absorb a vast amount of information to make quick
decisions about and consent to often complicated treatment
plans. Importantly, family distress and anxiety are significantly
elevated at the time of diagnosis.75 Parents typically report more
distress than pediatric patients with cancer, although adoles-
cents and young adults (AYAs), patients with brain tumors, and
siblings of patients who have cancer report still higher levels
of distress.”*® Screening pediatric patients requires a develop-
mental approach because sources of distress and their expression
may vary across age and developmental stage.79’80 Late effects
of pediatric cancer may include neurocognitive sequelae®” (ie,
learning, attention, concentration, memory, executive function-
ing, etc) and/or long-term psychosocial chal]lenges82 (ie, anxiety,
depression, posttraumatic stress, compromised social function-
ing, etc), which negatively correlate with patients’ quality of life,
warranting ongoing DM across the treatment trajectory.
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AYA patients experience unique psychosocial needs;
they are different from pediatric and adult populations in
the most common types of cancer diagnosed, the biology
of the disease, and response to treatment.5>%* AYAs also
face unique stressors related to limited access to health in-
surance, delayed diagnosis, lack of AYA-specific treatment
protocols (most are pediatric or adult protocols), fewer clin-
ical trial protocols, lower clinical trial participation, poorer
adherence, and lack of patient follow through.®>% In addi-
tion, this developmental phase includes multiple changes in
cognitive, social, emotional, and physical development.23 It
is a time of increased autonomy, independence and separa-
tion from family of origin, and attainment of social, roman-
tic, academic, and occupational milestones. A diagnosis of
cancer can disrupt the normative developmental trajectory
(because of having to move back home, reduced indepen-
dence, loss of privacy) and important milestones (ie, playing
on school team, attending prom, graduating, going away to

college).

Recommendations
We recommend using developmentally appropriate screen-
ing tools: the NCCN Distress Thermometer (D), the
DT-Parent,®® the Psychosocial Assessment Tool 2.0,%
the Pediatric Quality-of-Life Inventory,90 the Children’s
Depression Inventory,”! or the Patient-Reported Outcomes
Measurement Information System (PROMIS).*

screening of patients’ parents or caregivers and siblings

Distress

should also be considered. When follow-up assessment is
indicated after initial general screening, we advise using as-
sessment tools that address specific needs (ie, development,
cognitive, academic, social, behavioral, emotional, and fam-
ily functioning). We recommend that pediatric and AYA
patients receive regular, ongoing psychosocial screening and
that AYA patients are given the opportunity for care plan-
ning away from caregivers to promote privacy. Screening
and assessment should include areas specific to the unique
stressors of the AYA population, such as the following do-
mains: emotional, physical, spiritual, social (peers, family,
romantic), practical (education, career development, em-
ployment), and informational (fertility and healthy lifestyle
behaviors—safe sex and tobacco, alcohol, and substance

abuse).”

Intervention Characteristics

Distress management outcomes are greatly determined by
the selection of screening methods as well as the degree to
which providers adhere to evidence-based interventions to
address distress. In this section we explore the challenges as-
sociated with screening measure selection, use of validated
thresholds on measures, selection of evidence-based inter-
ventions and the challenges specific to DM with under-
served populations.

Measure Selection

Institutions make decisions about screening tools based on
various stakeholders and values (ie, dedicated resources, use
of data, operational impact, administration/physician buy-
in, time demands, etc). The CoC standard recommends the
use of validated measure(s) of distress and validated cutoff
score(s).”> Current approaches to distress screening tend to
rely on unidimensional distress screening instruments (eg.
The PHQ-9 for depression56), which help with efficiency
but fail to assess dimensions of distress that may contribute
equally or additively to distress. Although the CoC does not
advocate for specific measures, measurement domains are
specified and include physical functioning and symptoms
as well as emotional, cognitive, social, sexual, and spiritual
needs.”?*% Furthermore, clinicians and researchers have
recognized the need to screen for social determinants of
health given the association of financial toxicity with poor
quality of life, reduced treatment adherence, and worse treat-

41
ment outcomes.

Recommendations
According to NCCN DM guidelines, screening tools
should be selected based on the most common and dis-
tressing needs of patients with cancer as well as available
resources in the cancer center and local community.15
Ideally, a backward design approach®® should be used, in
which DM oversight committees would begin with the
end (available resources and desired outcomes) in mind.
A screening system should be designed on the prem-
ise that a program will have available resources to meet
screening target demand using institutional or community
resources. According to NCCN guidelines, individuals
who will screen and provide targeted interventions should
be involved in developing the DM protocol, including
selecting screening tool(s), planning triage procedures, and
establishing intervention protocols to increase uptake.ls
This addressed further in the
Organization—Inner Setting section (see below).

We concur with the NCCN and the CoC recommen-
dations for a broad, multidimensional conceptualization

of distress and thus recommend the use of a multidimen-
15,25

recommendation is

sional screening measure or combination of measures.
This aligns with other recommendations for more com-
prehensive screening of multiple symptoms and functional
impairment.%’95 97,98 Ideally, the measure(s) would include
measurement of each domain (eg, physical, psycholog-
ical, spiritual) on the same rating scale for ease of com-
parison and resource allocation. Recommended measures
include: the DT and Problem List,” James Supportive

99,100

Care Screening, the Edmonton Symptom Assessment

Scale,'®! the Functional Assessment of Cancer Therapy-
General,'®? and PROMIS measures.”> General multidimen-

sional screening can be followed-up with measures tailored

416
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to patient-centered needs (eg, depression, physical symp-
toms). Examples of specific follow-up measures include the

PHQ-9 for depression,56 the GAD-7 for anxiety,57 and the

Brief Pain Inventory.103

Use of Validated Thresholds on Selected Measures
The use of validated instruments typically includes the
use of empirically validated thresholds or cutoft scores for
determination of positive screens.’® Standardized thresh-
olds ensure that patients above the cutoff score for specific
symptoms receive appropriate referral for treatment, whereas
those below the cutoff receive education and/or monitoring,
when needed. Of note, high cutoff scores can result in false
negative results and may miss patients who need services
(ceiling effects), whereas low cutoff scores can result in false
positive results and lead to an inefficient use of program re-
sources (floor effects).'® Some institutions may subjectively
choose cutoff scores based on system and resource capacity,
which can be problematic.

Recommendations

Cutoft scores for screening should incorporate established,
validated ratings or scores to identify patients with a targeted
condition or problem who may benefit from intervention.
Cutoff scores ideally should be tied to known clinical condi-
tions amenable to treatment. For instance, cutoff scores for
depression or anxiety should be validated in clinical studies
and should be associated with clinical diagnoses of depres-
sion and anxiety that are amenable to treatment (vs those
associated with other self-report measures of depression).106
Cutoff scores can vary by age, sex, race/ethnicity, or other
identifying variables, which warrants further evaluation of

screening instruments for diverse populations.lw’108

Addressing Physical and Psychological Symptoms
With Evidence-Based Care

Several authors point to the failure to triage distressed
patients to evidence-based interventions as a primary
reason DM protocols have failed to improve distress out-
comes.10%110 Screening alone, without targeted referrals or
access to evidence-based intervention, is inadequate to ad-
dress distress.

More generally, several problems persist in reviews and
meta-analyses of psychosocial interventions for patients
with cancer. In particular, there is broad variability in what
is considered a psychosocial intervention. Several meta-
analyses include nonevidence-based and basic, information-
only psychosocial interventions in their reviews, diluting the
potential effect size. Another notable research gap is the in-
clusion of patients who are not clinically distressed in psy-
chosocial intervention studies, which also mutes the effect of
targeted interventions.''! Most studies to date have focused
on interventions for patients with breast cancer, and further

CA CANCER ) CLIN 2021;71:407-436

work to determine the generalizability of these interventions
is essential 1127114

Recommendations
We recommend referral of patients to evidence-based inter-
ventions as determined by prior randomized trials, system-
atic reviews, meta-analyses, and national and international
guidelines. This may involve establishing a referral network
within and outside the local institution with the requisite
skills to effectively address patient symptoms and problems.
To address a potential knowledge gap, Table 2 provides an
overview of the 12 most common cancer-related symptoms/
problems and recommendations for evidence-based, tar-
geted interventions to address each. 4042 111,115-203

In Table 2, we include evidence-based, targeted inter-
ventions with moderate-to-strong effects, as determined
by meta-analyses, rigorous randomized controlled trials
(RCTs), or oncology guidelines for each of these 12 cancer-
related symptoms/problems. Although there are additional
evidence-based biobehavioral interventions for patients
with cancer,"*®?* for the current review, we have focused
on targeted interventions to address specific problems con-
tributing to patient distress. For most of these problems,
psychosocial interventions are the recommended first-line
intervention. For example, cognitive therapy is superior or
equivalent to medications for moderate or severe depres-
sion.?® To our knowledge, no current published research
has reported comparative medication-therapy trials among
patients with cancer—a significant gap given the association
between depression and cancer mortality.””® Given the sub-
stantial differences in biochemistry, immunity, and physical
symptoms for patients with cancer, it is important not to
assume that interventions (psychological, medical) that work
in the general population will definitely work with the on-
cology population. RCTs are the standard to guide interven-
tion selection. Additional RCTs are necessary to continue to
translate intervention research from the general population
to more diverse oncology samples.

Interventions for Underserved Populations

Continued gaps remain in the psychosocial intervention lit-
erature with regard to demographic, disease, and treatment
characteristics that may impact treatment effectiveness.**
Current intervention studies frequently have limited diver-
sity and often do not include patients with metastatic or
advanced disease. In a 2006 review of 60 studies of psycho-
social treatment and 12 studies of pharmacologic treatment
for anxiety or depression in patients who had cancer, only
9% of studies focused on patients with stage IV or metastatic
disease.?’” Furthermore, it is projected that, by 2044, approx-
imately 50% of the US population will belong to a minority
group,208 suggesting that a key goal of future psychotherapy

research in the cancer setting must involve a combination
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of discovery-oriented and standard hypothesis-testing para-
digms to define and evaluate evidence-based treatments in

diverse populations.209

Recommendations
We recommend developing targeted approaches to identify-
ing diverse and underserved patient populations proactively to
help enable efficient clinician assessment and more nuanced
triage to services.® Adaptation of DM efforts to different
cultures/backgrounds is facilitated by cultural competency
training and workforce diversity.zlo'211 Enhancing workforce
diversity in the context of limited finances may be accom-
plished by including chaplains, lay health workers, and peer
navigators. These peer advocates and navigators can increase
illness understanding across cultures, address cu/tural-clinical
mix/yapx,210 and facilitate referral of patients to programs and
services to meet specific needs. It can be very helpful to in-
clude diverse voices on the Patient-Family Advisory Council
in settings that use this structure.”? Someone on the care
team should be tasked with identifying and vetting commu-
nity resources that fill in the gaps of resources for patients
with cancer; this role often falls to social work.
Complementary qualitative, ethnographic, and quan-
titative approaches should respect and incorporate ethnic
and cultural values into treatment research.*! In addition,
clinicians must develop proficiency in discussing race and
ethnicity (as well as other aspects of sociodemographic di-
versity) and discerning when culturally tailored interven-
tions are indicated as a standard component of assessment

and intervention, 3?1

Interventions for Key Psychosocial Outcomes for
Patients and Caregivers
Several psychosocial needs have not yet been addressed by
evidence-based intervention research or have a fairly limited
evidence base. Patients who are diagnosed with cancer use
medication to treat depression or anxiety at twice the rate of
the general population®'®; however, the reasons for this are
not well understood. Furthermore, there are limited RCTs of
psychosocial interventions for hot flashes, complicated grief,
demoralization, fears of recurrence, self-perceived burden,
financial toxicity, and coping with cognitive and functional
changes by disease type—all issues of known importance to
patients with cancer and caregivers.

Although caregiver intervention research has shown tre-

H7218 srudies focused on

mendous growth in recent years,
screening and triage processes for caregivers have lagged far
behind. This is particularly relevant for parents of children
with cancer, caregivers of patients with brain tumors, and

other vulnerable caregiver popula'cions.219

Recommendations
The current NCCN guidelines provide decision trees and
clinical assessment and referral for each component of

CA CANCER ) CLIN 2021;71:407-436

distress."” These guidelines can serve as a map for clinical
pathways that are consensus-based when evidence is not
available. The APOS Roadmap is a useful resource out-
lining several key areas in need of research and clinical
development.”” National organizations should prioritize
interventions and models of care that incorporate the pa-
tient (and caregiver) perspective with attention to the in-
clusion of vulnerable and diverse populations. Comparison
trials featuring standardized pharmacologic and psycho-
logical interventions, including cost-effectiveness data, are
also warranted.

Processes

For DM programs to result in effective and efficient out-
comes, careful planning is needed for the implementation
of DM protocols. This includes the selection of screening
format and timing, policies and training on triage processes,
improvement in patient access to services to best meet their
needs, and close attention to urgent situations such as pa-
tient and family crises, suicidality, and end-of-life needs.

Screening Format

Programs must decide whether to implement paper versus
electronic methods of screening. The use of paper-based
screening requires additional work, such as entry of screen-
ing information into the electronic medical record and filing
of forms in Health Insurance Portability and Accountability
Act (HIPAA)-protected systems. Conversely, development
of web-based entry systems can be time-consuming, ex-
pensive, and require the availability of technology support.
Some systems are available for purchase221 but can be costly
in terms of both initial purchase and ongoing technology
support. Other systems, such as PROMIS-CAT (computer-
adaptive testing), have demonstrated low rates of completion

222,223

(50%), particularly if sent using online systems, neces-

sitating back-up paper tools.

Recommendations
We recommend implementation of procedures that are sup-
portive of routine, regular screening, including selection of
a tool that can be completed quickly (to not disrupt clinic
flow) by patients using an electronic format. Useful strate-
gies may include the incorporation of screening into existing
procedures by registration staff or clinic check-in procedures
(particularly if there is an electronic aspect to this). To the
degree possible, the overall assessment process should be
taken into account to reduce repetition of questions across
the course of a patient visit, particularly coordinating distress
screening with other nursing assessments.

We recommend electronic screening for its timeliness in
getting screening data to relevant clinicians while the patient

1’224

is on-site. Tablet-based screening can be very helpfu par-

ticularly with a system that automatically sends results to
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relevant staff members who can follow-up with the patient
in meaningful and timely clinical encounters. This is partic-
ularly important for distress screening tools assessing suicid-
ality because protocols for timely follow-up are crucial for
risk mitigation and safety monitoring. Electronic methods
can also be helpful for tracking of screening results. Ideally,
information technology personnel would work collabora-
tively with supportive care staff to design, implement, and
evaluate a user-friendly system for screening, triage, referral,
and outcomes assessment. When DM becomes more sys-
temic, time must also be allocated by administration for staff
training in electronic implementation procedures. It can
also be helpful to have templated language and smar¢ phrases
available to staff for documenting screening results or man-
aging relevant triage to increase efficiency. For completeness,
we recommend a back-up option for screening in the clinic
setting (for patients who are unable or unwilling to use elec-
tronic means).

For programs that can only use paper-based screening,
we recommend integration of the screening process into
clinic procedures (eg, when completing other paperwork at
check-in). Effective response to distress screening also re-
quires timely distribution of the screening results to relevant
clinicians who will see the patient. This can be accomplished
by routing the paper results to the clinical staff seeing the pa-
tient or quickly entering the screening results into the EHR.

Timing of Screening

The timing of administration can be another challenge faced
by programs. Of note, if patients complete screening at their
initial oncology visit, high levels of distress can be antici-
pated.”®® For instance, in the comprehensive cancer center
pilot reported by Ehlers and colleagues, all new patients
received DT and PROMIS screening at their first clinic
visit.”® The most commonly reported problems included
fatigue, difficulty coping, feeling anxious or fearful, pain, and
sleep disturbance. Although patients commonly report these
symptoms, understanding how symptoms evolve across the
disease trajectory and considering DM in this context will
be important. Existing evidence suggests that psychological
adjustment is likely to improve over time from diagnosis to
completion of treatment for patients with early stage breast
cancer.??’ However, patients diagnosed with advanced dis-
ease and those with severe physical symptoms or limited life
expectancy are particularly vulnerable to distress,””” with
an often rapidly changing symptom picture, suggesting the
need for more frequent screening.

The frequency of distress screening represents another
point of variability in screening practice. The NCCN guide-
lines have specified the aspirational goal of screening every
patient/every visit as a component of patient-centered
care, but many institutions struggle with the logistics and
resources associated with screening at every visit.”> CoC

guidelines specify that patients should be screened once
during their first course of treatment.” The latest Quality
Oncology Practice Initiative Certification Program
Standards (Standard 1.4) require screening and intervention

with each cycle of chemotherapy.*

Recommendations

On the basis of NCCN DM guidelines, we recommend
screening at every medical visit, “as a hallmark of patient-
centered care.””> Minimally, patients should be screened
close to their initial visit, at regular intervals based on
initial disease status, and as clinically indicated at certain
times (ie, initiation/completion of treatment, disease re-
currence/progression, and end of life). We recommend
screening more frequently for patients with advanced dis-
ease because of the high prevalence and severity of symp-

toms and distress.?%’

Patients Declining Services

Recent research suggests that some patients who report high
levels of distress exhibit low uptake of services. In a review
of EHRs, 30% of patients reported elevated distress.??® Of
those patients, approximately 17% declined further assess-
ment; and, of the remaining patients who screened positive
and completed the initial assessment, only 19% attended a
follow-up appointment. This leaky pipeline presents a chal-
lenge in effectively addressing distress.

Multilevel factors can impact access to recommended
follow-up, and tailored approaches are needed. Patients
may not be aware of psychosocial or rehabilitation services
or how these services can help them. Patients may be con-
cerned about stigma associated with mental health care’”
or may also have had previous negative experiences with
access to and utilization of mental health care. In addition,
patients may lack insurance coverage for mental health ser-
vices. Finally, depression symptoms can affect motivation for
treatment and make it harder to follow through on referrals.

Recommendations

Because of the multilevel factors that can negatively impact
uptake of psychosocial services, tailored approaches to tri-
age are needed. First, patient education materials should be
available that explain each service to patients, the evidence
base for interventions, logistics to access care, as well as
costs of services. To address issues related to mental health
stigma, physicians and nursing staff can normalize these ser-
vices as part of state-of-the-art comprehensive cancer care.
Occasional check-ins with patients reporting high distress
and the provision of informational resources and written
materials (ie, handouts outlining the importance of psycho-
logical, behavioral, and lifestyle factors in cancer treatment,
recovery, survivorship/quality of life, and outcomes), even if
the patient declines services, may prove beneficial over time
and promote receptivity to services.

422
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Oncology clinicians may benefit from education about the
evidence for supportive care services so that they can answer
patients’ questions on these topics. This may also help to ad-
dress negative biases about supportive care and facilitate on-
cologist buy—in,230 which is key to patient uptake. In addition,
it is recommended that psychosocial clinicians partner with
oncology teams to provide regular educational presentations,
inclusive of language that promotes interdisciplinary partner-
ship and decreases stigma (eg, normalizing mental health care
as akin to physical health care). Evidence suggests that training
for clinicians that includes direct contact with individuals who
have mental illness can change attitudes about mental illness.*"

Given the low baseline of uptake, psychosocial oncology
clinicians should explore ways of addressing barriers to ac-
cess for psychosocial services. Collaborative care models that
are integrated into cancer care increase access to psycho-
oncology care.”®? Telehealth interventions, including phone
and video conferencing, now widely available after the coro-
navirus disease 2019 (COVID-19) pandemic, can increase
access to palliative and psycho-oncology care for patients and
carf:givers.233’234 In addition, linking psychosocial visits with
oncology visits on the same day or conducting joint visits can
be effective ways to build trust and decrease patient burden.

Patients Requesting Support but Not Meeting
Screening Criteria

Patients who do not screen positive may request access to
support resources. This may be attributable to the use of high
thresholds for a positive screen, the use of a narrowly focused
tool for screening, patient discomfort with the screening
process or with self-disclosure, or high patient receptivity to
support services. For example, one study of women with gy-
necologic cancer found that uptake of support services was
higher among patients with a greater number of noncancer-
related stressors as well as those with lower levels of support
and an expressed interest in self-management options.”*®
Although distress screening can assist in identifying pa-
tients with self-reported distress, staff may become aware of
patients’ desire for support through other means—patients
with a negative screen who may nevertheless identify several
problems on a problem list or patients who may share per-
sonal concerns with staff outside of the screening process.

Recommendations

A negative screen should not preclude access to services. All
oncology and support staff should feel comfortable report-
ing patient concerns to appropriate personnel and making
referrals to psychosocial oncology staff and providers, with
or without a positive distress screen. Brief assessments, ed-
ucation, or provision of information and resources can be
offered and may be sufficient. As an alternative, when re-
sources are limited, these patients can be directed to online,
self~-management, or community resources.

CA CANCER ) CLIN 2021;71:407-436

Triage to Relevant Services

Diftusion of responsibility may play a role in failure to iden-
tify and help patients who are experiencing distress. In using
a patient-centered approach for designing services, screen-
ing would be based on the most common and distressing
problems/concerns experienced by patients with cancer.”’
On the basis of previous studies, the most common and
distressing problems include pain, fatigue, worry, and un-
certainty; feeling down or depressed; coping with functional
challenges; concentration/memory issues; financial toxicity;
and sleep difficulties.”>*** The COVID-19 pandemic may
be a new source of distress, including financial distress, the
risk of being immunocompromised, and increased social iso-
lation.*” Most patients who screen positive for distress cite
physical (49%), followed by emotional (42%) and then prac-
tical (28%) concerns.**® Family problems and nutritional
concerns are also prevalent.

Institutions vary on who/which discipline is respon-
sible to triage positive screens. Many institutions have
psychosocial-oncology clinicians respond to all positive
distress screens. However, if more broad-based tools are
used, other disciplines may need to assist with the identi-
fication and response to problems highlighted by screening.
Importantly, proactive identification and linking of patients
to appropriate treatment is associated with higher rates of

completing cancer care.239

Recommendations

Development of an institutional protocol identifying who
is most appropriate to triage distress is helpful and should
include both medical and psychosocial clinicians. Before ini-
tiation of screening, institutions will need to assure they have
appropriate referral resources and trained clinicians in place.
In some clinical settings, clinicians may feel overwhelmed by
the sheer level of need. It is important to establish both tri-
age models and extensive referral networks, using resources
inside and outside the clinical setting, and to implement
care delivery models that can expand reach, including col-
laborative care and telehealth. For example, for unmet gen-
eral support needs, there may be community agencies, faith
communities, or local champions that could be added to a
referral network. A trained navigator can establish commu-
nity partnerships, maintain connections between the cancer
setting and community resources, and serve as the bridge to
access for patients.” Having a broad array of available re-
sources provides patients with multiple avenues for receiving
needed support and perhaps greater opportunity to find an
intervention that best fits their needs.

Urgent Referrals

Some patient groups may require more urgent triage to
certain services, including patients with advanced or ter-
minal disease, patients in crisis, those recently hospitalized
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for psychiatric reasons, and patients at high risk for suicide.
Although this likely represents a minority of patients among
those needing support services, usual triage procedures may
not be able to accommodate the increased urgency. If these
patients are unable to receive the support they need, not only
could their participation in treatment or follow-up care be
jeopardized, but their safety may be at risk.

Recommendations

Systems should be put into place to ease access to services
for patients with urgent needs for psychological/psychiatric
care. This might include a few blocked hours in providers’
schedules to accommodate urgent referrals, a psychosocial
clinician on call during business hours, a crisis clinic with
clinicians trained to address cancer-specific problems, and/
or providers trained to meet the specific needs of patients
approaching the end of life (eg, advance care planning,
symptom management, spiritual issues, family communica-
tion needs). Care should also be taken to distribute urgent
cases evenly among outpatient clinicians as well to prevent
burnout, recognizing that patients with urgent needs often
require greater time and coordination.

We also recommend program development and coordi-
nation between general inpatient psychiatric and inpatient
or outpatient oncology programs. Patients requiring urgent
psychiatric admissions related to cancer may have distinct
needs that are not typically addressed by inpatient and in-
tensive outpatient mental health programs that lack ease and
expertise in caring for patients with cancer. Depending on
the urgency of cancer care, psychiatric care may need to be
integrated into a medical hospitalization to prevent delays
in receiving needed chemotherapy or radiation. As exam-
ples, steroids given to decrease nausea and prevent allergic
reaction to chemotherapy may contribute to symptoms of
mania in a patient with bipolar disorder; or edema related
to a frontotemporal brain tumor may cause disinhibition,
aggression, or mood lability. Flexibility and person-centered
approaches are needed given limited facilities with joint ex-
pertise in medical and psychiatric needs.

Organization—Inner Setting

Institutional (hospital, clinic, and health care system) fac-
tors contribute to breakdowns in DM. These include the
size and type of cancer programs, leadership engagement in
psychosocial care and evaluation, organizational culture, and
the system incentives and rewards for providers engaging
in a comprehensive screening and psychosocial care model.
These characteristics can vary across types of cancer center
organizations (eg, large academic safety-net hospital vs
small community cancer center) and within a single cancer
center (eg, breast vs head/neck cancer clinic). In addition,
surveys of clinical staff that address the barriers to adopting
distress screening have found that time, staff uncertainties,

competing demands, and ambiguous accountability are some
of the biggest barriers.”>"*? To incorporate DM into a com-
prehensive approach to evidence-based delivery of cancer
care, the following potential inner organizational barriers

should be addressed.

Lack of Clearly Defined Policy and Procedures for
Distress Management

According to the CoC 2020 accreditation standards, cancer
centers are required to have a psychosocial service policy and
a process that address the broad spectrum of distress, includ-
ing “physical, psychological, social, spiritual, and financial
needs” as well as procedures for the provision and monitor-
ing of distress screening and referral.?® Many cancer centers
fail to establish procedures for addressing positive screens
and making the relevant referral, leading to protocols that
are difficult to maintain and do not adequately address the
intervention and monitoring aspects of DM.

Recommendations

A clearly documented policy for comprehensive DM should
be readily available. Concise, user-friendly algorithms for the
appropriate screening and triage of identified needs are nec-
essary. These algorithms should include referral mechanisms
to address patient’s comprehensive supportive care needs, in-
cluding the domains cited by the CoC standard.* As noted
above, individuals who will screen and provide targeted in-
terventions should be involved in developing the local DM
protocol to increase uptake.'® In addition, a process should
be specified for monitoring outcomes over time and adjust-
ing course when indicated.

Lack of Training for Relevant Staff in Procedures for
Distress Management

Mental health clinicians may lack training in psycho-
oncology given the limited number of psycho-oncology
training programs. Therefore, providers may not be aware
of effective, evidence-based treatments for common areas
of psychosocial distress, limiting interventions to supportive
counseling and patient-led groups with more limited evi-
dence of effect. Mental health clinicians who lack training
in psycho-oncology may experience anxiety about treating
patients with cancer, particularly at the end of life, leading
to additional barriers to care in the community. In addition,
oncology medical training and mental health training are
fragmented, with the result that oncology physicians often
receive limited education in strategies to address depression,
anxiety, and the risk of suicide.

Recommendations

Administrators must allocate time for training relevant staff
on the policies for screening and the methods for assessing,
triaging, and referring patients to supportive care services, as
well as monitoring outcomes. Ideally, this is incorporated in
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on-boarding procedures for new oncologists, advanced prac-
tice clinicians, nurses, and psychosocial and rehabilitation
staft and is reviewed annually with all clinical staff. Policy
and procedures should be reviewed at departmental and
treatment team meetings, with regular reminders for use of
the DM protocol in institutional publications. We strongly
recommend that clinicians hired to work in psychosocial
oncology have specific training in psychosocial assessment
and evidence-based treatment of patients who have cancer.
For those who are postdegree, educational opportunities are
available at professional conferences (APOS, Association
of Oncology Social Workers, Oncology Nursing Society),
through continuing education programs, or through the
professional literature. In addition, APOS has developed a
core curriculum and is currently translating this into an on-
line training program to expand the psychosocial oncology
workforce.

Lack of Procedural Accountability

Zebrack and colleaguesZ4O evaluated fidelity to DM proto-
cols across 2 comprehensive cancer centers and found that
clinicians deviated from the protocol 25% to 50% of the
time. In subsequent research, adherence to a locally estab-
lished DM protocol was associated with lower emergency
room utilization and reduced rate of hospitalization.lo
Factors precluding adherence to DM protocols were identi-
fied and included inadequate numbers of psychosocial care
personnel, lack of funding, inadequate amount of time, lack
of systematic procedures, and inadequate training for on-
cology providers.241 These findings highlight the potential
importance of organizational and provider commitment to
screening and adherence to the locally established protocol,
recognizing the importance of provider acceptance or buy-in
as a key contributor to adherence.?*® Attention to screening
efficiency is an essential strategy to enhance oncology team
buy-in.

Recommendations

Programs must establish review procedures to ensure that
screening tools are consistently administered across clinics.
The CoC accreditation standard requires a psychosocial
services coordinator as a member of the cancer committee
and imbues this person with responsibility for overseeing
the DM process.” This individual can lead a broadly mul-
tidisciplinary committee to develop and review DM proto-
cols and outcomes. When specific clinics are not meeting
screening targets, a quality-review process should be used to
identify and address relevant issues. Ideally, these processes
are integrated into quality incentives, and the psychosocial
services coordinator has accountability for the success of the
DM process. Even in settings not accredited by the CoC, it
is useful to have one person identified as responsible and ac-
countable for DM processes and procedures.

CA CANCER ) CLIN 2021;71:407-436

Inadequate Staff to Meet Demands
On-site support services can reduce barriers to access for
many patients. In practice, many psychosocial services are

d™ and not financially self-supporting,

institutionally funde
thus many cancer settings have limited psychosocial staff in
house. Even when on-site psychosocial staff are available,
competing demands or urgent patient needs may preclude
timely access to support services.

Recommendations

Similar to palliative medicine clinician/patient metrics, 243
staffing ratios should be balanced to meet patients’ needs
based on standardized benchmarks for each specialty area
(ie, psychology, psychiatry, social work, nursing, chaplaincy)
and should take into account the complex case manage-
ment and other nonclinical responsibilities of psychosocial
providers, particularly in academic medical centers. APOS
is currently completing benchmarking with psychosocial
oncology programs nationwide to provide guidance on set-
ting reasonable staffing ratios and other metrics. For an on-
cology social worker, a recommended staft-to-patient ratio
is 1:400.>** Preliminary results of an APOS survey of 104
members indicate that, for a full-time outpatient psycho-
social oncology therapist/counselor, 20 to 25 direct patient
hours is the average caseload for most institutions, resulting
in a caseload of not more than 50 to 60 patients to accom-

M0 patients are

modate twice-monthly follow-up visits.
unable to access initial appointments within 2 months, ad-

ditional psychosocial hires are recommended.

Lack of Utilization of Efficient Psychosocial Models
of Care

Given the shortage of mental health care professionals in
most cancer institutions,28 it is essential that patients are tri-
aged based on need. When screening measures lack high sen-
sitivity or specificity, referred patients may have subthreshold
symptoms, resulting in inefficient use of limited specialist
resources. Clinicians may also be poorly used by not being
asked to function at the peak of their licensed abilities.

Recommendations

Stepped or collaborative care models incorporate screen-
ing and triage based on the patient’s level of distress. These
models also re-assess patients over time to ensure treat-
ment effect. Butow and colleagues provide a useful review
of a stepped care model, including a description of evidence-
based interventions for each level of care.?*® Pirl and col-
leagues provide a similar endorsement of collaborative care,
taking into account the variability of institutional mental
health resources.®! Collaborative care models are evidence-
based, team-based approaches that increase access to mental
health care and improve depression symptoms for patients
in oncology settings while also being relatively more cost-
effective.232?*7?* These models can also be extended to
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serious mental illness and cancer.”’ Stepped care and collab-
orative care models are consistent with ASCO guidelines®
which recommend regular monitoring of clinical progress,
side effects, and satisfaction with care using frequent psy-
chosocial interventions, depending on the severity of the
condition. These models allow for the right patient to be
matched with the right treatment at the right time.

Organizations should familiarize themselves with
stepped or collaborative care models and align their pro-
cesses and providers accordingly, such that those patients
who have subthreshold scores receive universal guidance
or psychoeducation; those with mild-to-moderate symp-
toms receive supportive care, counseling, or coping skills
training; and those with moderate-to-severe symptoms
receive specialist care provided by a psychologist or psy-
chiatrist. Patients referred for specialist care ideally would
have moderate-to-severe distress, clinically significant
levels of depression and/or anxiety, or preexisting mental
illness. Community providers and resources can be used to
address distress that is not related to cancer or distress that
is subthreshold.

Clinician Burnout

Compassion fatigue and burnout are well documented chal-
lenges in the oncology workforce among oncologists, nurses,
and psychosocial providers..%g’250 Clinician burnout can in-
terfere with and serve as a barrier to effective DM. Providers
who are experiencing emotional exhaustion or depersonali-
zation may have less energy, compassion, and empathy, and
they may be less likely to recognize, initiate, or follow through
with DM for their patients. When the workforce is affected
by burnout, there are adverse costs to health care at various
levels: institution (eg, staff turnover), clinician (eg, decreased
job satisfaction), and patient (eg, increased risk of errors). >
There is increased recognition of the problem in health care
in general, particularly because of the COVID-19 pandemic,

and many wellness efforts are underway.

Recommendations
Contributing factors to burnout are numerous and complex
and a result of both organizational and individual clini-

>2 with a disproportionate amount of burnout

cian factors,’
(80%) attributed to workplace environments.”>® Therefore,
we recommend institutional efforts to build an organiza-
tional culture to support provider well-being, support work-
place efficiency, and offer programs that support individual
resilience. Examples of this may include acknowledgment
and discussion of the problem, targeted interventions, de-
velopment of peer support, and promotion of work-life
balance.”*?*® Work environments that fully embody and
implement a wellness culture will benefit all providers. In
addition, we recommend addressing individual factors by
including education about burnout, enhancing resilience,

and offering communication skills training, and cognitive-

behavioral and mindfulness interventions.>>®2>’

Organization: Outer Setting

Reimbursement for Psychosocial Services

The American Medical Association Common Procedural
Terminology (CPT) Editorial Panel defines who can use
specific CPT codes, and the American Medical Association
Relative Value Scale Update Committee recommends reim-
bursement rates to the Centers for Medicare and Medicaid
Services each year in the Physician Fee Schedule. These
rates often influence how private insurers reimburse men-
tal health clinicians. When patients are no longer able to
work because of cancer or cancer treatment, they are often
faced with large COBRA (Consolidated Omnibus Budget
Reconciliation Act) payments for health insurance followed
by a transition to Social Security Disability with Medicare
and/or the Medicaid program, depending on their financial
well-being before cancer. Medicaid reimbursement rates for
Level 2 through 5 providers (ie, psychologists, social work-
ers, clinical nurse specialists, mental health trainees), who
provide the majority of psychosocial care,zs8 are substantially
lower than the rates for physicians. In effect, psychologists
and social workers who work in communities with the high-
est proportion of Medicaid patients have difficulty meeting
the productivity demands of their jobs when productivity
is determined by revenue generation. Relative value units
(RVUs) may be a poor measure of the complexity of care
and coordination required of psychosocial clinicians.

Recommendations

The American Psychological Association, the American
Psychiatric Association, and the National Association of
Social Workers have been working diligently to increase
RVU and reimbursement rates for generalist clinicians. We
recommend that the APOS partner with the American
Cancer Society, ASCO, and the Association of Community
Cancer Centers to seek RVU and reimbursement rates more
representative of the specialized training and expertise of
psychosocial oncologists, particularly noting the need for
urgent care, for example, with the incidence of suicide for
patients who have cancer being nearly twice the incidence of

suicide in the general population.59

Health Care Policy

In 2019, there were an estimated 1,762,450 new cancer
cases diagnosed and 606,880 cancer-related deaths in the
United States.”’ Approximately 20% to 52% of patients
who have cancer are distressed”®’; however, in the United
States, <19% of patients with newly diagnosed cancer’?®
and 28% of those with advanced cancer access mental
health services.?®! The most common barriers include

lack of awareness regarding the benefit of psychosocial
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interventions among patients and physicians, transporta-
tion issues, stigma, time pressure in the cancer clinic, and
undervaluing of psychosocial care in the culture of the
practice setting.%2

Recommendations

Individuals can work with professional organizations, such
as the American Psychosocial Oncology Society and the
Association of Oncology Social Workers, to advocate for
necessary policy changes. US health care policy changes
should focus on enhancing access to psychosocial oncol-
ogy care, particularly in underserved geographic locations.
All psychosocial oncology clinicians should have training
in evidence-based interventions and work to ensure that
patients and oncology teams are aware of the benefits and
logistics of access for these services. Training of this sort
ideally should come from established professional training
programs, but continuing education is available through the
professional societies listed above as well as through other

organizations like ASCO or the Association of Community
Cancer Centers. The NCCN DM guidelines include infor-
mation and references for evidence-based interventions.'
Policy decisions should continue to ensure parity of physi-
cal and mental health care and access for our most vulnerable
populations (see Individual Characteristics, above), striving for
universal coverage, telehealth/virtual models of care, and ed-
ucational strategies to reduce the stigma and increase patient
and clinician understanding of evidence-based interventions.
Policies would ideally prioritize reimbursement strategies that
value complex emotional and interpersonal therapeutic skills
commensurate with the value of physical procedures and tests.

Implementation Science and Distress
Management
Unless implemented successfully, evidence-based interven-
tions have reduced chances for eliciting desired outcomes.
Therefore, program evaluations are needed that assess ex-
plicitly defined implementation outcomes as well as factors
that promote and/or prohibit successful implementation. For
example, Proctor and colleagues describe a set of measurable
implementation outcomes that are distinguishable from ser-
vice and clinical outcomes, including: the perceived accept-
ability or appropriateness of an intervention (from either the
patient or provider perspective); its feasibility, penetration
and adoption across a system; its potential for sustainabil-
ity over time; and its overall cost.*> Emergent hybrid study
designs evaluate both implementation and effectiveness and
may be useful in this regard.

Implementation of DM protocols can be viewed as
a multilevel intervention involving behavior and system
changes across various levels (see Fig. 2). Qualitative and
quantitative studies (including those reviewed by Ehlers

CA CANCER ) CLIN 2021;71:407-436

et al*?) have identified specific factors influencing the up-
take of implementation efforts, including characteristics of
individuals (eg, language barriers, preexisting mental health/
substance use conditions), characteristics of the intervention
(eg, choice of instrument, threshold score for referral to ser-
vices), aspects of the process (eg, methodology for screening,
urgent referrals), and both internal and external organiza-
tional setting influences (eg, institutional and national poli-
cies, training, and availability of staff ).98’264'265

These studies, however, are limited by the absence of
standardized measures and/or the lack of a theoretical
framework to assure validity of the results. Nor do they all
elicit suggestions from direct practice providers of psychoso-
cial care regarding strategies and institutional changes that
may increase the likelihood of successful implementation
of DM protocols and subsequent improvements in patient
outcomes. The current knowledge base lacks empirical ev-
idence regarding the contextual elements and interactions
across these elements that, if addressed, would most likely
enhance DM implementation and subsequent achievement
of desired patient outcomes. In addition, research is needed
on how to improve DM programs for and reduce disparities
among subgroups of patients with cancer who are typically
underserved in both medical and psychological care.

On the practice side, we encourage organizations to
screen broadly for distress, followed by further assessment in
the identified problem areas to delineate the patients’ areas
of need. Furthermore, we encourage organizations to iden-
tify online, community, and self-help resources to extend the
array of options for referral for individuals who have a pos-
itive screen. We also suggest integration of screening results
into clinic procedures to decrease burden and to facilitate re-
sponse to a positive screen by allowing the clinician to review
the details of a positive distress screen before seeing the pa-
tient and to address associated problems, when appropriate,
or to make timely referral to relevant services or resources to
address identified problems.

These recommendations are grounded in empirical evi-
dence, but their success will depend upon the identification
and implementation of evidence-based strategies that over-
come organizational and system-level barriers that preempt
successful DM protocol implementation and subsequent
benefit for patients. A recent systematic review of screening
and referral for psychosocial distress among patients with
cancer identified 5 studies of interventions aimed at im-
proving the uptake and implementation of routine DM and
concluded that these studies were methodologically weak.”®
Jacobsen and Norton suggested that DM implementation
interventions may lack clinical utility in routine care because
of their complexity, the amount of resources required to
deliver them, and the limited range of distress-related prob-
lems they address.”®
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The development and testing of interventions aimed at
overcoming barriers to implementing an evidence-based
DM protocol requires knowing which contextual elements,
if changed or reinforced, have the greatest likelihood of
achieving successful penetration and sustainability of DM
protocols as well as improved patient outcomes. Patient abil-
ity to access and benefit from DM protocols and referrals to
psychosocial and supportive care services may be a function
of institutional structures and processes that comprise do-
mains of the CIFR.?’ Further investigations are needed to
identify organizational and system-level change strategies
that overcome the structural and procedural barriers to DM
protocol implementation.

Summary and Next Steps

As cancer treatment has become increasingly tailored, psy-
chosocial care and other supportive services must also become
more tailored. We recommend patient-centered approaches

to screening and intervention, reducing patient burden, and
increasing access to needed services. While recognizing that
this approach is more complicated than a one-size-fits-all
approach, it is consistent with comprehensive cancer care.

Ultimately, the primary indicator of success as it relates
to DM and symptom management protocols must be pa-
tient utilization of and benefit from exposure to the protocol.
A next logical step for research in DM may be to develop
and test interventions that target high-priority contextual
conditions/domains that evidence suggests are significant,
changeable, and statistically associated with penetration or
sustainability of DM protocols. Research is also needed to
further examine the impact of combining patient-reported
outcomes and EHR data on identification of the target
population and linking distressed patients to appropriate
treatment, such as multisymptom interventions®® (vs sol-
itary symptom and problem interventions) to enhance the
efficiency of treatment delivery. ll
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