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IMPORTANT: Please read the following.

The Advisory Board Company has made efforts to verify the accuracy of the information it provides to members. This
report relies on data obtained from many sources, however, and The Advisory Board Company cannot guarantee the
accuracy of the information provided or any analysis based thereon. In addition, The Advisory Board Company is not in
the business of giving legal, medical, accounting, or other professional advice, and its reports should not be construed as
professional advice. In particular, members should not rely on any legal commentary in this report as a basis for action, or
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The Advisory Board Company has prepared this report for the exclusive use of its members. Each member acknowledges and
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(except as stated below), or (b) any third party.
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workshop or membership program of which this Report is a part, (b) require access to this Report in order to learn from the
information described herein, and (c) agree not to disclose this Report to other employees or agents or any third party. Each
member shall use, and shall ensure that its employees and agents use, this Report for its internal use only. Each member may
make a limited number of copies, solely as adequate for use by its employees and agents in accordance with the terms herein.

The Advisory Board is a registered trademark of The Advisory Board Company in the United States and other countries.
Members are not permitted to use this trademark, or any other Advisory Board trademark, product name, service name,
trade name, and logo, without the prior written consent of The Advisory Board Company. All other trademarks, product
names, service names, trade names, and logos used within these pages are the property of their respective holders. Use
of other company trademarks, product names, service names, trade names and logos or images of the same does not
necessarily constitute (a) an endorsement by such company of The Advisory Board Company and its products and
services, or (b) an endorsement of the company or its products or services by The Advisory Board Company. The
Advisory Board Company is not affiliated with any such company.
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4. Each member shall not remove from this Report any confidential markings, copyright notices, and other similar indicia herein.
5. Each member is responsible for any breach of its obligations as stated herein by any of its employees or agents.

6. If a member is unwilling to abide by any of the foregoing obligations, then such member shall promptly return this Report and
all copies thereof to The Advisory Board Company.
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Available Within Your Oncology Roundtable Membership
Over the past several years, the
Oncology Roundtable has developed
numerous resources to assist
program leaders in enhancing the
patient experience. The most relevant
resources are outlined here. All of the
resources are available in unlimited
quantities through your membership.

Strategic Guidance for Improving the Patient Experience
Maximizing the Value of
Patient Navigation
Lessons for Optimizing
Program Performance

• Identify unmet patient needs and
opportunities for process improvement
• Secure physician buy-in for the
navigator role
• Measure the impact of navigation

Delivering on the Promise of
Patient-Centered Care
Designing Services to Support the Whole Patient
• Establish a systematic approach to
psychosocial screening and support
• Improve communication between patients and
the care team
• Recognize the hallmarks of effective patient
education and how to implement them

• Learn how leading institutions have
demonstrated a return on their
investment in navigation

• Discover proven strategies for engaging
patients as partners in their care

Inside the Mind of the Cancer Patient
Uncovering Patient Preferences to Guide
Cancer Program Investment

Delivering Sustainable Survivorship Care

• Position and promote quality

• Explore potential pitfalls associated with
survivorship program implementation

• Design patient services

• Prioritize program investment
• Elicit actionable feedback from patients

• Understand the pros and cons of existing
survivorship models

• Assess different approaches to providing
survivorship treatment summaries and care plans
• Learn best practices for engaging patients in
survivorship care
• Learn the keys to designing a financially
sustainable model

To Order via Advisory.com
To order copies of these and other Oncology Roundtable
presentations, please visit our website:
advisory.com/or/publications
©2013 The Advisory Board Company • 27453
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Executive Summary

Cancer providers have long sought to deliver coordinated care that addresses each individual patient’s physical, emotional,
spiritual, and social needs. Distress screening has the potential to be a powerful tool for helping providers achieve that goal;
however, adoption remains low due to lack of reimbursement and limited support services.
Two major pressures are expected to drive implementation of distress screening programs across the next few years. The first
and more immediate pressure comes from the American College of Surgeon’s Commission on Cancer. By 2015, all accredited
cancer programs will be required to screen patients for distress at least once during the course of their treatment and manage
patients’ concerns. Second, the shift towards value-driven reimbursement is driving cancer programs to provide higher quality
care and reduce avoidable utilization, such as emergency department visits and hospitalizations, which requires programs to
proactively identify patients’ biopsychosocial concerns and provide appropriate support. Success under new payment models will
also require programs to both attract new patients and retain current patients throughout their treatment. Distress screening will
be particularly important to help providers avoid patient drop-off during their cancer care.
To meet these demands, cancer providers should implement distress screening programs that efficiently and effectively identify
patients’ supportive care needs. Unfortunately, there is no universally applicable approach to distress screening. Each
organization must thoughtfully evaluate their institution’s priorities and capabilities, and design a program that efficiently screens
each patient while limiting the burden on existing workflows.

Managing the needs identified by distress screening in a timely manner presents an even bigger challenge for many institutions.
Given the lack of dedicated reimbursement for many support services, cancer programs must ensure that staff are provided with
support and education to appropriately triage patients and tap into all available resources in the cancer center, as well as in the
surrounding community.
This publication describes eight lessons for developing best-in-class distress screening and management programs. The case
studies presented here, along with the Distress Screening Playbook, aim to guide cancer program leaders as they work to
implement these processes within their own institutions.
.

©2013 The Advisory Board Company • 27453
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Essay: A Building Block of High-Value Cancer Care
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Caring for the Whole Patient
At any point along the cancer care
continuum, patients may experience
distress – whether it be in the form of
physical, psychosocial, or practical
concerns. In fact, studies report that
35%-45% of cancer patients
experience significant distress at
some point.
Because distress can significantly
impact patients’ experiences and their
outcomes, many leaders in the field
classify distress as the sixth vital sign
of cancer. This classification
emphasizes the importance of
constantly monitoring patients’
unmet needs.
Additionally, by routinely assessing
patients’ distress, providers can
focus on the concerns that are most
important to each patient, making
clinic visits more efficient
and impactful.

Patients Experience a Wide Range of Biopsychosocial Stressors

Elements of Distress
Practical

The Six Vital Signs of Cancer

Social

Spiritual

Physical

Emotional

Psychological

9 Temperature
9 Respiration

9 Heart rate

35%-45%
Percentage of cancer patients reporting
significant levels of distress

9 Blood pressure
9 Pain
9 Distress

Source: Carlson LE, et al., “High Levels of Untreated Distress and Fatigue in Cancer Patients,” Br J
Cancer, 90, no.12 (2004):2297-2304; Zabora J, et al., “The Prevalence of Psychological Distress by
Cancer Site,” Psycho-Oncology, 10, no.1 (2001):19-28; Oncology Roundtable interviews and analysis.

©2013 The Advisory Board Company • 27453
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Practice Standards Raising the Bar

According to the Oncology
Roundtable’s 2013 Patient Experience
Quick Poll, about 15% of cancer
programs are not screening patients
for distress, and another 14% are
screening patients only once. While
45% of programs indicate that they
screen patients more than once, it is
often only a select subset of patients
that receive more frequent screening.
To ensure that patients are receiving
comprehensive support, programs
need to develop more standardized
and efficient processes.

Practice Standards

n=148

CoC1 2012 Program Standards
“Patients with cancer are offered screening for distress
a minimum of one time per patient at a pivotal medical
visit to be determined by the program.”

NCCN2 Distress Management Guidelines
“All patients should be screened for distress at their
initial visit, at appropriate intervals, and as clinically
indicated, especially with changes in disease status.”

Do Not
Screen
15%

More Than
Once per
Treatment
Cycle

14%

45%

Once
Total

26%
Once per
Treatment
Cycle

Source: National Comprehensive Cancer Network, “Distress Management,”
http://www.nccn.org/professionals/physician_gls/pdf/distress.pdf; Commission on Cancer, 2012 Standards,
http://www.facs.org/cancer/coc/programstandards2012.pdf; Oncology Roundtable interviews and analysis.

1) Commission on Cancer.
2) National Comprehensive Cancer Network.

©2013 The Advisory Board Company • 27453

Frequency of Distress Screening
Among Cancer Programs
2013 Patient Experience Quick Poll

”

The National Comprehensive Cancer
Network (NCCN) recommends an
even more rigorous approach, calling
for patients to be screened multiple
times throughout the entirety of their
experience with cancer, particularly
during critical events such as
diagnosis or changes in
treatment modality.

Many Programs Doing Just Enough to Get By

”

Several professional societies have
issued screening guidelines for cancer
providers. The 2012 Commission on
Cancer (CoC) standards require that
all accredited cancer programs have
systems in place by 2015 to screen all
patients for distress at least once
during their care.
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High Stakes for Distress Management
Distress screening is important for
improving communication between
patients and providers and for
revealing issues, which left
unchecked, can derail patient care.
For example, researchers from the
University of Pittsburgh Medical
Center found a statistically significant
relationship between depression
levels and median survival for patients
with advanced cancer. As shown in
the graph to the right, non-depressed
patients in their sample survived more
than twice as long on average than
severely depressed patients.

Similarly, researchers at ACORN and
The West Clinic demonstrated that
patients with increased symptom
burden were far more likely to
discontinue their treatments than
patients with lower symptom burden.
As shown in the graph to the right,
metastatic breast cancer patients with
more than 15 distress symptoms were
almost six times as likely to
discontinue treatment early when
compared to a matched cohort with no
symptom burden. Still, many patients
are reluctant to report their concerns
to their care team.

Patients Reluctant to Report Distress, but Significant Impact on Outcomes

1

Median number of
symptoms volunteered

Median number of symptoms
found by systematic assessment

Relationship Between Depression and
Median Survival for Patients with
Advanced Cancer

Relationship Between Symptom Burden and
Risk of Early Treatment Discontinuation1 for
Patients with First-Line MBC2

Months, Adjusted for Demographics
and Disease Specific Factors

Hazard Ratio Versus Composite Symptom
Burden Score on PCM3 Survey

n=474

n=797

13
5.75
10

3.09

6

1

Severely
Depressed

Mildly Depressed Not Depressed

15+

10+

No Symptom
Burden

Source: Shoemaker LK, et al., “Symptom Management: An Important Part of Cancer Care”, Cleveland Clinic
Journal of Medicine, 78, no.1 (2011): 25-34; Steel, J et al. “The Course of Depression, Inflammation in the Serum
and Tumor Microenvironment, and Survival in the Context of Advanced Cancer,” Journal of Clinical Oncology,
2013, http://abstracts2.asco.org/AbstView_132_112947.html; Walker M, et al., “Real-world Symptom Burden and
Early Treatment Discontinuation in First-Line Metastatic Breast Cancer,” Journal of Clinical Oncology, 2013,
http://abstracts2.asco.org/AbstView_132_110594.html; Oncology Roundtable research and analysis.

1) Defined by direct indication of early stopping in the medical record, or by
treatment duration ≤ 6 weeks without evidence of disease progression.
2) Metastatic Breast Cancer.
3) Patient Care Monitor.

©2013 The Advisory Board Company • 27453
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The Era of Reform Adding New Urgency
Payment reform is another factor
increasing the pressure on cancer
programs to improve the value of care
they provide each patient. Under new
payment models, providers assume
increased responsibility and financial
risk for a patient.
To succeed in a value-driven world,
providers will have to improve the
quality of care patients receive while
simultaneously decreasing the cost
of care.
Distress screening has the potential to
improve outcomes by improving
patient retention, treatment adherence,
and proactive symptom management.
It can also reduce costs by addressing
unmet patient issues before they
evolve into crises, thus decreasing
emergency department visits and
hospitalizations.

Distress Screening Positively Impacts Levers for Success Under Accountable Care

Improve the
Patient
Experience

Deliver HighQuality Care

• Improve treatment
adherence

• Improve patient
engagement

• Address psychosocial
barriers

• Educate patients on
symptom management

• Improve symptom
management

• Increase awareness of
support services

Reduce
Avoidable Costs

• Reduce ED visits
• Decrease
hospitalizations
• Reduce appointment
no-shows

• Open communication
with care team

Source: Oncology Roundtable interviews and analysis.

©2013 The Advisory Board Company • 27453
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A Road Map for Success
Given these pressures, cancer
programs must design and implement
distress screening programs that
effectively identify patients’ unmet
needs and ensure that patients receive
appropriate and timely support.

Drawing on an extensive review of
literature, as well as conversations
with experts in distress screening, we
identified eight lessons that will serve
as a framework for cancer service line
leaders seeking to advance their
efforts in distress screening and
management.

Eight Lessons for Implementing Effective Distress Screening and Management

1

2

Design a Systematic Distress
Screening Process

Hardwire Efficient and Effective
Distress Management

1. Align Screening with
Institutional Priorities

6. Maximize Use of
Available Resources

2. Make Distress Reporting Easy
for Patients

7. Hardwire Patient Triage

3. Integrate Screening into Workflow

8. Automate Referrals to
Support Services

4. Put Distress Data into Context
5. Account for the Needs of Different
Patient Populations

Tool in Brief: Distress Screening Playbook
To access our six-step guide aimed at helping cancer service line leaders implement effective
distress screening and management programs, visit advisory.com/or/dsplaybook

Source: Oncology Roundtable interviews and analysis.

©2013 The Advisory Board Company • 27453
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Chapter 1

Design a Systematic Distress Screening Process

Lesson #1: Align Screening with Institutional Priorities
Lesson #2: Make Distress Reporting Easy for Patients
Lesson #3: Integrate Screening into Workflow

Lesson #4: Put Distress Data into Context
Lesson #5: Account for the Needs of Different Patient Populations

©2013 The Advisory Board Company • 27453
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Distress Screening a Significant Undertaking
There are a number of barriers to
putting in place a systematic and
effective distress screening program,
some of which are described on the
right. They include finding the time
and resources to design a program,
selecting a screening tool, and
assigning responsibility for
screening patients.
Given the lack of reimbursement, it
can be difficult to justify dedicating
time and money to distress screening.
Moreover, many cancer program
leaders worry that distress screening
will reveal vast and diverse patient
needs that their program is unable
to manage.
Consequently, we recommend that
cancer programs take an incremental
approach to program development.
Cancer leaders should start with
small, well-defined pilots and collect
data to enable them both to refine
their process and quantify patients’
needs. Ultimately, data on utilization
and patient outcomes can be used to
make the case for further investment.

Programs Must Overcome Numerous Challenges

Steps to
Designing a Screening Program

1

Challenges to
Designing a Screening Program

Choosing a screening tool

2

Deciding who will perform screening

3

Deciding where patients will be screened

4

Determining how often to screen patients

Incorporating screening
into workflow

Integrating screening
with IT capabilities

Overcoming lack of
resources

Obtaining stakeholder
buy-in

Source: Oncology Roundtable interviews and analysis.

©2013 The Advisory Board Company • 27453
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Building an Effective Distress Screening Program
Five Lessons for Cancer Programs

To help cancer leaders get started,
we have identified five lessons, listed
on the right, to support the
development of a successful distress
screening program.
First and foremost, screening
programs need to be aligned with
institutional priorities so that screening
complements the institution’s mission
and stakeholders support it. Second,
patients will be more likely to
complete distress screening if it is
quick, easy, and accessible. Third, to
reduce the burden on staff, programs
need to integrate distress screening
into cancer center workflow. Fourth,
helping providers understand distress
in the context of the individual and a
matched cohort allows the care team
to identify distress symptoms
requiring immediate attention. Lastly,
programs should account for the
needs of different patient populations
by tailoring distress screening to their
unique needs.

5

4

3

2

1
Align Screening
with Institutional
Priorities
• Identifying
priorities

Make Distress
Reporting Easy
for Patients
• Accessing the
survey

Integrate
Screening into
Workflow
• Reducing staff
burden

Put Distress
Data into
Context
• Assessing
baseline distress

Account for the
Needs of Different
Patient Populations
• Identifying patient
population needs
• Accounting for
needs throughout
care continuum

• Normalizing data
against cohorts

• Increasing
patient capture

• Completing the
survey quickly

• Piloting
initiatives

Source: Oncology Roundtable interviews and analysis.

©2013 The Advisory Board Company • 27453
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Lesson #1: Align Screening with Institutional Priorities

No One-Size-Fits-All Approach

There are numerous questions
programs must consider when
developing a distress screening
strategy, including which domains of
distress to include, how the screening
will be administered, how screening
data will be collected and analyzed,
and what internal and external
resources are available to support
patients once needs are identified.

Involving multiple stakeholders in this
discussion will make it easier for the
cancer program to obtain institutionwide buy-in and support for distress
screening.
As mentioned previously, programs
can position themselves for success
by piloting distress screening in one
clinic or tumor site so that they can
collect data and evaluate the
program’s design before implementing
distress screening more broadly.

Stakeholders Must Work Together to Define a Unified Vision

Important Considerations for Designing a Screening Program

Which domains of
distress should we
screen for?

How should we
administer the
screening?

How will we
analyze patient
data?

What resources
can we offer
patients?

What community
resources are
available for patients?

”

Each cancer program must determine
its optimal strategy for distress
screening according to its specific
needs and capabilities, available
resources, and market dynamics.

Look Before You Leap
“Most programs fail because they did not take the time to ask, who are we
and where are we going?”
Matthew Loscalzo, Executive Director of Supportive Care Medicine
City of Hope

Source: City of Hope, Duarte, CA; Oncology Roundtable interviews and analysis.

©2013 The Advisory Board Company • 27453
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Distress Thermometer a Good First Step
Choosing a distress screening tool is
a critical first step as it inevitably
influences how many patients will be
identified as “distressed.” It also
dictates the domains of distress
evaluated and impacts the length and
ease of screening.
According to the Oncology
Roundtable’s 2013 Patient
Experience Quick Poll, a majority of
Roundtable members are currently
using the Distress Thermometer,
which is provided by the National
Comprehensive Cancer Network
(NCCN). The NCCN Distress
Thermometer has been validated in
multiple studies and is easy for
patients to complete.
However, the Distress Thermometer
may not be the perfect solution for
every organization. For example,
some clinicians report that the
number of problems included in the
screening tool itself can be
overwhelming to patients.

But Not a Comprehensive Screening of Patient Needs
Most Common Tools Used for Distress Screening

NCCN Distress Thermometer

2013 Patient Experience Quick Poll

Benefits

n=118

• Quick

NCCN DT 1

69%

• Easy for patients to complete
• Validated in multiple studies

• Useful for ruling out distress
Homegrown

CancerSupportSource

SupportScreen

FACT-G 2

17%

Drawbacks

3%

• High rate of false positives

• Reflects level of distress in
that moment

2%

• Cannot stratify scores because of
yes/no response options in
Problem List

2%

Organizations need to weigh the
benefits and drawbacks of each
potential screening tool and ultimately
decide which tool best aligns with
their goals.
1) National Comprehensive Cancer Network Distress Thermometer.
2) Functional Assessment of Cancer Therapy – General.

©2013 The Advisory Board Company • 27453

Source: Oncology Roundtable 2013 Patient Experience
Quick Poll; Oncology Roundtable interviews and analysis.
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Exploring Other Possibilities
To help programs evaluate their
options, the Oncology Roundtable has
compiled a list of the most commonly
used distress screening tools, a
snapshot of which is shown on the
right. This list contains details on 18
different tools, including length,
distress domains screened, and
pricing. The full-length table is
included within the Distress
Screening Playbook.

The Roundtable’s Distress Screening Playbook

Tool in Brief: Distress Screening Playbook
• Step-by-step guide to implementing effective distress screening and management programs

• Includes comparison of 18 commonly used tools
• Guides programs through identification of internal and community resources
• Access the full playbook at advisory.com/or/dsplaybook

1) Patients scoring above the recommended cut-off score may have significant distress,
requiring further assessment and intervention by the care team.
2) National Comprehensive Cancer Network.

©2013 The Advisory Board Company • 27453
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Designing a Tool to Fit Their Priorities
Some programs may find that their
needs are not met by any available
tools. In this case, they may wish to
develop their own. The James Cancer
Hospital chose this path, creating a
supportive care screening tool to fit
their organization’s and their patients’
unique needs.
They began by assembling a
taskforce, including socials workers,
physician champions, and palliative
care specialists. This team developed
a 83-item screening tool that met their
specific goals. To make sure that the
survey accurately reflected patients’
priorities, the supportive care task
force piloted the tool within their
Center for Palliative Care. Using
patient feedback, the task force
eliminated symptoms that occurred
infrequently, were associated with a
low distress rating, or were redundant.
To ensure that patients’ needs
continue to be met, they plan to
continuously assess and refine their
screening tool.

Multidisciplinary Team Creates Tailored Supportive Care Screening Tool

Developing Supportive Care
Screening Tool

Incorporating
Patient Feedback

• 37-member spiritual and psychosocial
services task force developed
priorities for screen:
9 Questions based on available
supportive care resources
9 Survey covered six quality of life
domains: emotional, physical,
social/practical, spiritual, cognitive,
and decision making

• Tested tool with 596 oncology
patients in the Center for
Palliative Care
• Eliminated items that occurred
infrequently, had minimal average
distress rating, or were redundant

Improving Supportive
Care Screening
• 83-item screening tool
reduced to 45 items

• Ongoing research and
refinement of tool to improve
consistency and reliability

• Included symptoms that were
widespread and/or had a high impact
on quality of life

9 Comprehensive; no other measures
or disease-specific modules needed

Case in Brief: The Ohio State University Comprehensive Cancer Center - James
Cancer Hospital and Solove Research Institute
• 228-bed, NCI-designated comprehensive cancer center located in Columbus, Ohio
• Multidisciplinary taskforce assembled to create a distress screening tool tailored for The James’s
cancer patients and resources

Source: Wells-Di Gregorio S, et al., “The James Supportive Care Screening: Integrating Science and
Practice to Meet the NCCN Guidelines for Distress Management at a Comprehensive Cancer Center,”
Psycho-Oncology, 22, no. 9 (2013): 2001-2008; Oncology Roundtable interviews and analysis.

©2013 The Advisory Board Company • 27453
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Lesson #2: Make Distress Reporting Easy for Patients

Making Screening as Painless as Possible
What Matters to Patients?

Patients, who are often overwhelmed
with paperwork, prefer a tool that is
short and easy to complete.
Consequently, the second lesson for
cancer programs as they develop
distress screening is to make it easy
for patients.

Patient Priorities

Short in length

Due to the stigma associated with
psychosocial concerns, the cancer
program should ensure that patients
feel that the screening process is
private, that their results are sent
immediately to their care team, and
that the care team is prepared to
support them.

Easy to access and complete

Private

Linked to instant feedback

Tailored to individual needs

Source: Oncology Roundtable interviews and analysis.

©2013 The Advisory Board Company • 27453
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Letting Patients Choose Where to Complete Surveys
Northwestern University makes
distress screening convenient for
patients by allowing them to complete
the survey at home through their
EPIC MyChart patient portal.
Using this system, Northwestern has
significantly improved patient data
capture. The cancer care team also
has access to patients’ screening
results prior to their appointment,
which allows clinicians to spend their
time with the patient addressing the
patient’s needs, rather than identifying
their needs.

Northwestern Offering Distress Screening Through MyChart Portal

Option 1: Patient Portal
Patient Receives Email
Prior to Appointment

Patient follows hyperlink to complete
distress surveys

72 hours before scheduled appointment,
patients receive email with instructions
to complete survey through MyChart
patient communication portal

Option 2: Cancer Center
Patient completes tablet-based
survey in clinic before appointment

Case in Brief: The Lurie Cancer Center at Northwestern University
• NCI-designated comprehensive cancer center located in Chicago, Illinois
• Distress screening integrated into EPIC MyChart patient portal
• Patients can complete surveys online at home or on a tablet in the cancer center

Source: Wagner LI, et al., “Using the Science of Psychosocial Care to Implement the New
American College of Surgeons Commission on Cancer Distress Screening Standard,” JNCCN,
11, no. 2 (2013): 214-221; Oncology Roundtable interviews and analysis.
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Tailoring Questions to Specific Patients
Northwestern University has also
made distress screening more
patient-friendly by using a computeradaptive testing platform.
Patients’ answers influence which
questions they will be asked next. As
a result, patients answer fewer
questions and only the questions that
are most relevant to their situation.
Additionally, the computer adaptive
testing methodology helps provide the
cancer care team with a more
nuanced understanding of
patients’ needs.
For programs interested in conducting
research on patient distress, the
surveys used by Northwestern are
available through the National
Institutes of Health Patient-Reported
Outcomes Measurement Information
System (PROMIS) platform.

Northwestern Asking Meaningful Questions with Computer Adaptive Testing
PROMIS®1 Testing Platform
In the past 7 days
I felt unhappy
o Never
In the past 7 days
I felt depressed

o Never

o Rarely
o Sometimes
o Often
o Always

o Rarely
o Sometimes
o Often

o Always

In the past 7 days
I felt hopeless

A computer adaptive test can be
shortened by 50% and still maintain a
higher level of precision than fixed tests

o Never
o Rarely
o Sometimes
o Often
o Always

Case in Brief: PROMIS®
• Web-based resource and database available to researchers as part of the NIH
Roadmap Initiative

• Links to Assessment CenterTM computer adaptive tests (CATs) measuring pain,
fatigue, physical function, depression, anxiety, and social functioning
• Each item bank asks three to seven questions that adapt to the previous
response to produce computerized scores
Source: Wagner LI, et al., “Using the Science of Psychosocial Care to Implement the New American College of
Surgeons Commission on Cancer Distress Screening Standard,” JNCCN, 11, no. 2 (2013): 214-221; PROMIS,
http://www.nihpromis.org/; Oncology Roundtable interviews and analysis.

1) Patient-Reported Outcomes Measurement Information System.
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Allowing Patients to Define Their Own Metrics
As technology evolves, cancer
providers can leverage new tools to
make distress screening more
consistent, more individualized, and
more convenient for patients.
Researchers at the University of
Washington have improved distress
screening through the development of
a mobile information management
application called HealthWeaver.
The application allows patients to
track their symptoms in real-time, no
matter where they are. To make
tracking easy for patients,
HealthWeaver comes pre-loaded with
a set of standard metrics, such as
weight, nausea, and fatigue, and
allows patients to create
individualized, custom metrics.
Patients can rate each symptom on a
scale of zero to four and on a sliding
scale of “better” to “worse” as shown
to the right.

University of Washington Develops Real-Time Patient Self-Tracking App
HealthWeaver Mobile App

Patients choose metrics to
track from the following:
• Four default metrics
• Twelve optional metrics
• Customized metrics
Patients choose to score
each symptom on a sliding
or numeric scale

Technology in Brief: HealthWeaver
• Real-time tracking tool developed by researchers at the University of Washington in
Seattle, Washington
• Mobile application allows patients to track defined or customized metrics
• Companion web-page allows patients to track outcomes over time and share
information with providers
• In a clinical trial, patients tracked more metrics than required and reported numerous
benefits, including improved communication with care team and improved
psychological comfort
Source: Patel RA, et al., “Probing the Benefits of Real-Time Tracking During Cancer Care,” AMIA
Annu Symp Proc, 2012 (2012): 1340-1349; Oncology Roundtable interviews and analysis.
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Numerous Benefits of Self-Tracking
Patients using HealthWeaver have
already identified a number of
benefits.
All patients, young and old, report that
HealthWeaver is easy to use and
simplifies the process of symptom
tracking. They also assert that
tracking this data improves their
recollection of symptoms and their
severity. By recording negative and
positive life events, patients receive
psychosocial support from
HealthWeaver, which helps them feel
more in control of their disease.

Patient Benefits Using HealthWeaver

Easy to Use

Enhanced
Recollection

Increased
Psychosocial Comfort

Improved
Communication

• Tracked average
of nine symptoms, only
required to track one

• Tracked data provided
better answers than
memory alone

• Improved emotional
well-being by tracking
positive moments

• Simplified the process
of symptom tracking
by keeping data in
one place

• Helped patients
understand and
problem solve
health issues

• Helped patients cope
with the “ups and
downs” of cancer

• Improved patient
recall of symptoms
and issues during
clinic visits
• Increased confidence
to answer clinicians’
questions

”
“I definitely feel more empowered. Instead of having 50 pieces
of paper all over, I have it all right in front of me.”
Breast Cancer Patient

Source: Patel RA, et al., “Probing the Benefits of Real-Time Tracking During Cancer Care,” AMIA
Annu Symp Proc, 2012 (2012): 1340-1349; Oncology Roundtable interviews and analysis.
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A Helpful Tool for Patient Communication
HealthWeaver also enhances patientcare team communication,
aggregating data on a personalized
symptom-tracking webpage. This
allows patients and providers to
assess how each symptom has
changed over time and to focus
attention appropriately.

App Allows Patients to Bring Distress Data to Clinicians
HealthWeaver Webpage

Through HealthWeaver and similar
tracking applications, cancer
programs have the ability to go above
and beyond typical distress screening,
encouraging patients to track their
needs in real time and enhancing their
ability to communicate during visits
with their care team.

Patients track their
progress over time
using symptom,
weight, and
medication logs

Check-in feature allows patients to
track selected health issues, such as
overall state, weight, blood pressure,
and minutes of exercise

Source: Patel RA, et al., “Probing the Benefits of Real-Time Tracking During Cancer Care,” AMIA
Annu Symp Proc, 2012 (2012): 1340-1349; Oncology Roundtable interviews and analysis.
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Lesson #3: Integrate Screening into Workflow

Wasting Precious Time
The next lesson for cancer providers
is to integrate distress screening into
cancer center workflow. By failing to
dedicate time to the planning and
implementation of a distress program,
organizations increase the potential
for inefficiencies and errors.
Inefficient distress screening
processes add time to patient
appointments and increase staff
workload. Furthermore, without clear
guidance, staff are often unwilling to
assume responsibility for distress
screening. Without a standardized
process in place, cancer programs
risk missing patients or failing to
connect patients to needed services in
a timely fashion.

Poorly Planned Distress Screening Leading to Workflow Disruptions
Three Common Mistakes…

…With Adverse Effects

×
×

Longer patient appointments
Increased staff work

Staff Roles Not Delineated

×
×

Lack of staff and clinician accountability
Disagreement over individual
responsibilities

Lack of Standardized Process

×
×

Patients not uniformly screened
Patient not connected to necessary
support services

Inefficient Screening Process

Source: Oncology Roundtable interviews and analysis.
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Laying the Foundation for Distress Management
Recognizing the need for
standardized distress screening, the
oncology leadership at Central Baptist
Hospital set out to develop a system
that would enable them to screen
every cancer patient for distress at
regular intervals and to connect
patients to appropriate resources.
They first assembled a task force to
develop the necessary policies and
procedures.
The resulting distress management
program had five essential elements:
clear assignment of responsibility for
distress screening, a distress
screening tool, protocols for referring
patients to appropriate support
services, training for the nursing staff
on how to conduct screenings and
make referrals, and nurse champions
to oversee the implementation and
management of the program.

Elements of Distress Management at Central Baptist
1

Assigned
responsibility for
distress screening

2

3

Selected NCCN
distress thermometer
as screening tool

Developed
referral protocols

4

Provided training
for nursing staff

5

Identified nurse
champions

Case in Brief: Central Baptist Hospital
• 383-bed hospital in Lexington, Kentucky
• Set goal of achieving compliance with NCCN guidelines for distress management
• Created task force to design distress management program; task force included nurses,
chaplains, social workers, palliative care and mental health specialists

• Launched three-month distress screening pilots in radiation oncology and medical oncology
• Success of pilots led to permanent establishment of distress management protocols

Source: Delivering on the Promise of Patient-Centered Care, Oncology Roundtable,
The Advisory Board Company; Oncology Roundtable interviews and analysis.
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Integrating Screening into Clinical Practice
To ensure that patients are
forthcoming about their issues and
concerns, nurses must broach
distress screening in a way that
encourages dialogue. To that end,
nurses explain the concept of distress
and how to use the distress screening
tool at the patient’s first visit using
neutral, non-judgmental language. If
patients rate their distress level four or
higher, the nurse engages with them
in a discussion about the underlying
issues, using the list of concerns
printed on the screening tool as a
reference. Patients are then referred
to appropriate support services.
While many patients’ anxiety peaks
soon after diagnosis, others
experience growing distress during or
after treatment. Consequently, Central
Baptist recognized the importance of
re-screening patients for distress at
regular intervals. Patients undergoing
radiation therapy are screened every
week during their regular status
checks. Medical oncology patients are
screened at every infusion center
visit. In the event that a patient is
experiencing distress but is not
expected to return for a visit, the
nurse follows up with that individual
by phone.
©2013 The Advisory Board Company • 27453

Screening and Referral Process at Central Baptist Hospital

Teaching Session

At patient’s first visit,
nurse explains distress
and screening tool

Screen

Triage

Refer

Patient completes NCCN
distress thermometer

If patient rates distress
four or higher, nurse
initiates referral

Depending on need,
patient referred to social
work, financial counseling,
pastoral care, palliative
care, or mental health
specialist

Repeating Screening at Regular Intervals
• Radiation oncology patients screened during
weekly status checks
• Medical oncology patients screened at infusion
center visits; nurses may check in by phone with
patients experiencing distress

Source: Delivering on the Promise of Patient-Centered Care, Oncology Roundtable, The
Advisory Board Company; Oncology Roundtable interviews and analysis.
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Taking the Time to Develop an Efficient Process
Dartmouth-Hitchcock Norris Cotton
Cancer Center also realized the
importance of standardizing distress
screening for head and neck cancer
patients-a population that typically
experiences high levels of
psychosocial and physical distress.
Initially, the screening process
involved five steps as shown on the
right. However, the process was not
systematically integrated into nurses’
workflow. As a result, depending on
who was staffing the clinic, a number
of patients were not being screened
for distress.

To improve patient capture, the clinic
underwent a number of process
improvement PDSA (Plan Do Study
Act) cycles until distress screening
was integrated into clinician workflow.

Dartmouth-Hitchcock Improves Screening for Head and Neck Cancer
Original Screening Process

Nurse gives survey
to patient

Nurse gives survey
to physician

Patient completes
survey

Nurse collects
survey

Physician analyzes
results

Process Streamlined with
Continuous PDSA1 Cycles
• Compare actual and
expected results
• Identify new changes

• Define the question
• Plan how to collect data
and answer question

Act

Plan

Study

Do

• Complete data
analysis

• Carry out plan

• Summarize findings

• Begin data analysis

• Collect data

Case in Brief: Dartmouth-Hitchcock Norris Cotton Cancer Center
• NCI-designated comprehensive cancer center located in Lebanon, New Hampshire
• Implemented distress screening in head and neck clinic using paper-based NCCN distress
thermometer
• Performed multiple PDSA (Plan-Do-Study-Act) cycles to efficiently integrate screening process
into cancer center workflow and improve patient capture
• To make process as efficient as possible, automated screening by linking tablet-based NCCN
distress thermometer to EMR
• Physicians automatically alerted if patient distress score is four or above
Source: Dartmouth-Hitchcock , Lebanon, NH; Riblet N, et al., “Addressing Distress
in Head and Neck Cancer Patients: A Quality Improvement Project,” ASCO Quality
Care Symposium, 2012; Oncology Roundtable interviews and analysis.

1) Plan-Do-Study-Act.
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Moving from Paper to Automated Screening
After multiple PDSA cycles,
Dartmouth-Hitchcock decided to
further streamline the screening
process through automation, moving
their screening tool onto
touchscreen tablets.

By automating the process, the
patients’ screening results are
instantly uploaded into the cancer
center’s EMR and physicians are
immediately alerted if the distress
score exceeds a certain threshold.
The alert prompts the physician to
further assess the patient’s needs and
discuss appropriate next steps.
Automating distress screening has
greatly simplified the screening
process and markedly decreased staff
workload. As a result, the percentage
of head and neck cancer patients
being screened for distress has
increased significantly since the
process was first implemented.

Automation Driving Improved Efficiency and Patient Capture

Automated Screening Process

Percentage of Head and Neck Cancer
Patients Screened for Distress

74%
Nurse gives survey
to patient

Patient completes
survey
38%

Results automatically
sent to physician

0%
January
2011

July
2011

April
2012

Source: Dartmouth-Hitchcock , Lebanon, NH; Riblet N, et al., “Addressing Distress
in Head and Neck Cancer Patients: A Quality Improvement Project,” ASCO Quality
Care Symposium, 2012; Oncology Roundtable interviews and analysis.
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A Clear Value Proposition
In addition to improving the integration
of distress screening into cancer
center workflow, there are a number
of additional benefits associated with
automated distress screening.
Patient results can be immediately
stored, shared, and viewed online,
which leading to significant time
savings. Furthermore, studies have
shown that the vast majority of
patients feel comfortable using
touchscreens rather than paper and
pencil. In fact, research suggests that
patients tend to be more forthcoming
about their concerns when responding
to questions on a computer.

Benefits of Automated Screening
Immediate data collection and sharing
Automatic scoring and integration into EMR
Information available online
Cost and time savings
Printouts immediately available for patient charts
Automated risk stratification for patient triage

2:1

94%

Patients who preferred touchscreen
surveys over paper surveys in 1999

Percentage of patients recommending
tablet computer screening to others

Source: Velikova G, et al., “Automated Collection of Quality-of-life Data: A Comparison of Paper and
Computer Touch-screen Questionnaires.” J Clin Oncol.,17, no. 3 (1999):998-1007; Abernethy A, et al.,
“Feasibility and Acceptability to Patients of a Longitudinal System for Evaluating Cancer-Related Symptoms
and Quality of Life: Pilot Study of an eTablet Data Collection System in Academic Oncology,” Journal of Pain
and Symptom Management, 37, no. 6 (2009): 1027-1038; Oncology Roundtable interviews and analysis.
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A Simple Business Case for Many Programs
Despite the numerous advantages of
automating distress screening, many
organizations may feel the cost of
automation cannot be justified.
However, as shown on the graph to
the right, automation may prove to be
a lower-cost option than paper-based
screening for many organizations.
Depending on the size of the cancer
program and the frequency of
screening, nurses can spend
significant amounts of time on paperbased screening-ultimately
decreasing productivity and adding
costs. With an automated platform,
clinicians spend less time screening
patients and more time providing
patient care.

Automated Screening a Worthwhile Investment for Medium-High Volume Institutions
Annual Cost of Distress Screening
$40,000

$30,000

$20,000

$10,000

$0

0

250

500

750

1,000

1,250

Patients per Year
Paper-Based

Automated

.

Assumptions in Brief
• Nurses administer distress screening
• Average staff time associated with paper-based screening is ten minutes
• Average staff time associated with automated screening is two minutes

• Nurse hourly wage is $351
• Average annual cost of automated system is $15,000
• Each patient receives five distress screenings per year

1) Based on 2011 Bureau of Labor Statistics, varies by institution.

©2013 The Advisory Board Company • 27453

Source: Oncology Roundtable interviews and analysis.
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Lesson #4: Put Distress Data into Context

Contextualizing Patient Data
Using Benchmarks to Help Illuminate Distress Severity

Another distinct advantage of
automated distress screening is that it
simplifies data management and
analysis, enabling cancer providers to
more easily identify urgent patient
needs. There are two important data
contexts to consider when it comes to
distress screening.

The second context is comparing an
individual’s distress to a matched
cohort. There are distinct points along
the cancer care continuum where
patients tend to report high distress,
such as at diagnosis and completion
of treatment. By comparing
individuals’ distress to other patients,
providers can more readily distinguish
severe, abnormal concerns.

Individual Context

2

Patient Distress Scores
Over Time

Cohort Data

Patient Distress Scores Compared to
Matched Cohort at Same Point of Care

6
5

Average

Distress Score

The first context is longitudinal patient
distress or, more simply, how a
patient’s distress changes over time.
By understanding an individual’s
baseline level of distress, providers
can easily identify when immediate
help is needed.

1

3.8

4

3
2

Patient X

7.0

1
0

!
Critical Distress Points
• Initial diagnosis
• Treatment start

• Change in treatment
• Survivorship

Source: Oncology Roundtable interviews and analysis.
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Individual Context

Understanding Distress Changes Over Time
To help physicians better understand
a patient’s individual history of
distress, Johns Hopkins University
developed a web-based portal,
PatientViewpoint, that depicts patient
distress over time. Through this
portal, physicians select distress
screening surveys for their patients
and, once completed, the survey
results are stored in a centralized
database.
Providers can access their patients’
data in an online report that
graphically depicts patient scores
from each completed distress
screening to date. PatientViewpoint
even highlights symptoms that have
worsened over time, which helps
physicians decide where to focus
their efforts.

Johns Hopkins Develops Website for Patient-Reported Outcomes
Patient Reports Within PatientViewpoint

Depression

PatientViewpoint

Physical Functioning

100

100

80

80

60

60

40

40

20

20

0

0
Sep. 16 Nov. 8 Mar. 10 Mar. 19 Apr. 22

Sep. 16 Nov. 8 Mar. 10 Mar. 19 Apr. 22

Technology in Brief: PatientViewpoint
• Web-based system designed by researchers at Johns Hopkins University in
Baltimore, Maryland
• Physicians select distress surveys for patients to complete

• Database allows for management and storage of patient responses
• Provider can access patient responses over time, worsening symptoms highlighted

Source: Bennett AV, et al., “Electronic Patient-reported Outcome Systems in Oncology Clinical Practice,” CA
Cancer, 62, no. 5 (2012):336-347; Snyder CF, et al., “PatientViewpoint: A Website for Patient-reported Outcomes
Assessment,” Qual Life Res, 18, no. 7 (2009):793-800; Oncology Roundtable interviews and analysis.
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Cohort Data

Benchmarking Patients Against Their Peers
To provide further insight into patient
distress, providers should compare an
individual’s distress to that of a similar
cohort. One commercial platform that
provides this capability is the Polaris
Oncology Distress Management
System. Using this automated
system, patients complete distress
surveys, and the care team receives a
detailed report for each patient.

Polaris Distress Management System Comparing Patients with Cohort Data
Polaris Provider Reports

The report includes patient scores
over time, as well as benchmarks for
each individual score against a
matched cohort of cancer patients.
The benchmarking data is derived
from the Polaris database, which
contains thousands of cancer patients’
distress scores.
Using this system, providers receive a
better understanding of the severity of
patient distress and are able to
improve the effectiveness of their
interventions.

Overall level of
distress compared
to matched cohort

Individual symptom scores normalized against
database of thousands of cancer patients

Company in Brief: Polaris Health Directions
• Behavioral research firm located in Langhorne, Pennsylvania
• Automated distress management system provides care team with individual patient reports
• Patient overall distress and individual symptom scores are normalized against database of
thousands of cancer patients

Source: Polaris Health Directions, http://www.polarishealth.com/oncology/;
Oncology Roundtable interviews and analysis.
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Lesson #5: Account for the Needs of Different Patient Populations

Still Relying on Our Support After Active Treatment
The last lesson for organizations
developing distress screening
programs is to account for the needs
of different patient populations by
adapting screening to their unique
concerns. The needs of patients will in
part be determined by their diagnosis,
staging, and progression along the
continuum of care. For example,
patients in active treatment have
different needs than survivors.
Although the challenges faced by
survivors are well documented, their
needs have remained largely
unaddressed. An overwhelming
percentage of survivors report that
their information needs are unmet and
that they receive no psychosocial
support from their provider.

As cancer incidence increases and
treatments become more effective,
the number of cancer survivors will
continue to steadily grow, increasing
the imperative to support this
population's unique needs.

Many Cancer Survivors Not Receiving Sufficient Support
Percentage of Cancer Survivors
Reporting Unmet Needs

n=1,777

Information Need

Percent Reporting
Need Unmet

55.1%

31.4%
Side Effects and
Symptoms

75.8%
4.5%

Tests and Treatment

8.9%

71.5%

Health Promotion

64.5%

Interpersonal and
Emotional

60.2%

Neither
Provider
Discussion nor
PCSG 1

2x

Provider
Discussion
Only

PCSG Only

Both Provider
Discussion and
PCSG

Likelihood of depressed cancer
survivors dying prematurely
compared to non-distressed survivors

Source: Forsythe LP, et al., “Receipt of Psychosocial Care among Cancer Survivors in the United States,”
Journal of Clinical Oncology, 31, no. 16 (2013):1961-1969; Kent E, et al., “Health Information Needs and
Health-Related Quality of Life in a Diverse Population of Cancer Survivors,” Patient Educ Couns,
89(2012):345-352; Mols F, et al., “Depressive Symptoms Are a Risk Factor for All-cause Mortality: Results
from a Prospective Population-based Study among 3,080 Cancer Survivors from the PROFILES Registry,”
Journal of Cancer Survivorship, 7, no. 3 (2013): 484-492; Oncology Roundtable interviews and analysis.

1) Professional counseling or support groups.
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Designing a Screening Program for Survivors
Pippen Cancer Center-a pseudonymrealized that their survivors have
distinct unmet needs and made it an
institutional priority to address them.

Pippen Cancer Center1’s Survivorship Screening Tool

Because their standard distress
screening tool did not adequately
address survivors’ concerns, a
multidisciplinary task force, made up
of individuals across the organization,
created a new tool for use in their
survivorship clinic.

Top Concerns of Cancer Survivors

The tool includes issues that are
priorities for survivors, such as
concerns about fertility and adjusting
to a “new normal” after treatment.
By using this survey in its survivorship
clinic, Pippen ensures that it is
meeting the needs of its survivors,
thereby improving their experience
and positioning Pippen as their care
provider of choice.

9 Financial concerns

9 Worries about the future

9 Finding community
resources

9 Adjusting to a “new
normal”

9 Concerns about fertility

9 Spiritual concerns

9 Feelings of isolation

9 Weakness

9 Trouble with memory

9 Fatigue

Case in Brief: Pippen Cancer Center
• Comprehensive cancer center located in the North

• Institution wanted to create a program to meet the unique needs of cancer survivors
• Multidisciplinary team, including physician and service line leaders, developed a distress
screening tool and piloted the survey within bone marrow clinic
• 27-item tool will be used to screen all patients finishing treatment

1) Pseudonym.

©2013 The Advisory Board Company • 27453

Source: Oncology Roundtable interviews and analysis.
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Key Takeaways

No One-Size-Fits-All Answer to Distress Screening
To meet the biopsychosocial needs of their cancer patients, cancer programs must implement
effective distress screening processes. Prior to developing a distress screening program, program
leaders must thoughtfully evaluate their institution’s priorities and resources and their patients’
unique needs. There are four key lessons for programs to consider:
1. Lack of guidance on screening frequency
NCCN guidelines assert that patients should be screened at “regular” intervals, but more
explicit guidance on how frequently patients should be screened does not exist. Each program
needs to optimize screening frequency to best fit their capacity and their patient needs. By
increasing the frequency of screening, programs will improve the ability to identify distress and
unmet patient needs.
2. Don’t limit screening because of limited resources
Cancer programs may be tempted to limit their distress surveys to ask about only those areas
for which they can provide support. While program leaders do need to consider the best way
to connect patients to existing resources, there may be community resources available to
meet patient needs.
3. Patients more willing to disclose needs to automated devices
Allowing patients to complete screening tools on computers or electronic tablets opens the
potential for improved communication. Many patients feel uncomfortable disclosing their
needs directly to providers, but patient-managed devices can destigmatize requests for help.
4. Certain patients prone to high distress
Many factors affect distress, including age, background, personality, support from family and
friends, and diagnosis. For instance, patients with lung, pancreatic, and head and neck
cancers tend to be highly distressed. Understanding how each patient reports distress and
comparing scores to a matched cohort provides a more clear picture of patient needs.

Source: Oncology Roundtable interviews and analysis.
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Chapter 2

Hardwire Efficient and Effective
Distress Management

Lesson #6: Maximize Use of Available Resources
Lesson #7: Hardwire Patient Triage
Lesson #8: Automate Referrals to Support Services
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Screening Just the Beginning
Identifying patients with unmet needs
is only the first step. Connecting those
patients to appropriate support can be
an even bigger undertaking.
To illustrate the magnitude of this
challenge, the Cancer Journey Action
Group recently released a distress
screening guide estimating the
percentage of patients requiring each
level of support. According to their
estimates, every cancer patient
should receive distress screening and
basic education on symptom
management. Of those patients, a
significant percentage will need more
tailored information and many will
require professional interventions,
such as consults with a psychiatrist or
dietitian. In addition, a small subset of
cancer patients will have more serious
concerns, such as thoughts of suicide
or behavioral concerns. These
patients will require significantly more
complex care.

Meeting Patient Needs Requires Connection to Supportive Care Services

Supportive Care Services

Distress screening, basic education
and information

Estimated Percentage of Patients
Needing Each Level of Support

100%

Tailored education and
information

80%

Professional
services

35%

Complex
care

10%

Source: Cancer Journey Action Group, “Guide to Implementing Screening for Distress, the 6th
Vital Sign,” http://www.partnershipagainstcancer.ca/wp-content/uploads/2.4.0.1.4.5Guide_CJAG.pdf; Oncology Roundtable interviews and analysis.
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A Tall Order for Cancer Programs
Typically, the patient’s cancer care
team shoulders the responsibility of
connecting patients to appropriate
resources.

Distress Management a Labor-Intensive Process for Care Team
Managing Patient Distress

This process can be extremely time
intensive, requiring clinicians to score
distress surveys, assess patient
needs, locate the appropriate support
services, and refer patients to
those resources.

This process is not an efficient use of
nurse and physician time. Moreover,
many clinicians have not been
trained to accurately assess patient
psychosocial and supportive
care needs.

Evaluate Survey

Assess Needs

Address Needs

Coordinate Referrals

Many Problems with Status Quo
• Time intensive
• Resource intensive
• Clinicians not trained to assess supportive
care needs
• Clinicians ill-equipped to meet supportive
care needs
• Lack of knowledge of available resources

Source: Oncology Roundtable interviews and analysis.
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Providing Patients with the Support They Need
To make the most of staff time and
cancer center resources,
organizations should explore each of
the following: providing patient
education; maximizing use of
community resources; and hardwiring
patient triage.
Even when cancer programs
implement the above strategies,
distress management is still a
tremendous undertaking. To make
distress management even easier on
staff, cancer programs can outsource
distress management, using a
commercial platform to more
effectively triage patient needs.

Patients and Providers Benefit from Optimized Distress Management

Levers to Improve Efficiency of Distress Management

Provide targeted
education

Maximize use of
community resources

Hardwire patient triage

Utilize commercial
platform

Source: Oncology Roundtable interviews and analysis.
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Lesson #6: Maximize Use of Available Resources

Making the Most of What You’ve Got
In order to improve the efficiency of
distress management for staff,
Northwestern University provides
education to patients to meet lowrisk needs.
Northwestern asks patients on
distress assessments to describe the
severity of their distress, as well as
how they would prefer to receive
support for each concern. Patients
can opt to receive support from a
clinician or social worker, but they can
also choose to receive support
through educational materials.
Educational requests are sent directly
to Northwestern’s medical librarian
who gathers the appropriate
resources and follows up with patients
during their clinic visit.

This strategy has minimized
unnecessary resource use at
Northwestern. In a pilot study, over
23% of patients chose to receive
support through educational materials
only. Consequently, the cancer care
team is able to focus its efforts on
high-risk patients or patients that
prefer to receive personal support.

Solving Many Issues with Targeted Patient Education
Distress Management at Northwestern

Clinicians

Physical symptom alerts
sent to physician and
nursing team

Social Workers

Anxiety and depression
alerts sent to social
work team

Medical Librarian

Requests for tailored
education sent to
medical librarian

Distress Survey
• Patient completes distress
surveys, indicating how
they would like to
receive help
• Automatic triage to
appropriate resources

23%
Percentage of patients who requested
educational materials provided by the
medical librarian

Case in Brief: The Lurie Cancer Center at Northwestern University
• NCI-designated comprehensive cancer center located in Chicago, Illinois
• Patients complete surveys online at home or on a tablet in the cancer center

• Patients indicate how they would like to receive support
• All requests for educational materials are immediately triaged to medical librarian
Source: Wagner LI, et al., “Using the Science of Psychosocial Care to Implement the New
American College of Surgeons Commission on Cancer Distress Screening Standard,”
JNCCN, 11, no. 2 (2013): 214-221; Oncology Roundtable interviews and analysis.
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Cancer Support Community Helps Fill the Gaps
Another concern for many programs
is not being able to meet each patient
need identified through screening.
Fortunately, there are a number of
national and local organizations that
can help cancer programs manage
patient needs, often at no cost. One of
these organizations is Cancer Support
Community, a national non-profit
offering a variety of support services
to patients, caregivers, and providers.
Any cancer patient can access
Cancer Support Community’s
resources online, via telephone, or inperson at affiliate and satellite sites.
Cancer Support Community has even
developed its own automated distress
management system, which provides
patients and clinicians with a
personalized support care plan to
manage patient needs.

Imperative for Programs to Maximize Use of Community Resources
Working with Patients and Providers

Services Available to All Cancer Patients

Education

Treatment Decision
Counseling

• Over 170 affiliate and satellite locations
• Online support

Healthy
Lifestyle Programs

• Telephone support helpline

Referrals to
Financial Assistance

• Services available for patients, family,
caregivers free of charge
• Educational resources for providers
Support Groups

Distress Management

Organization in Brief: Cancer Support Community
• Non-profit organization headquartered in Washington, DC
• Cancer Support Community provides a number of services at no cost to cancer patients,
caregivers, and providers via telephone, internet, or at national sites
• Automated distress management system, CancerSupportSource, provides web-based screening
and generates a real-time report for clinicians on patient distress, unmet needs, and requests
for assistance
• Patients receive Personal Support Care Plan customized with vital resource information
• Patients who completed CancerSupportSource reported a significant decrease in overall distress
and a 25% reduction in the number of concerns ranked moderate or very serious 30 to 45 days
after the initial screening 44
Source: Cancer Support Community, http://www.cancersupportcommunity.org/Default.aspx;
Oncology Roundtable interviews and analysis.
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Connecting Patients to External Organizations
All cancer programs, especially those
with limited resources, should seek
out available resources in their
community that might help them
provide more comprehensive support
to their patients.

Community Resources for Cancer Patients

To help cancer leaders identify
available resources, a list of national
organizations providing services to
cancer patients and educational
resources for providers is included
within the Distress Screening
Playbook.

Please see the Oncology Roundtable’s Distress Screening Playbook at
advisory.com/or/dsplaybook for a list of national organizations that
provide free services to cancer patients and providers.

1) Sites nationwide.
2) Sites in NY, NJ, CT.

©2013 The Advisory Board Company • 27453

Source: Oncology Roundtable interviews and analysis.

45

advisory.com

Struggling with a Lack of Supportive Care Training
Not all patient needs can be
adequately supported through
targeted education or community
resources. Cancer patients will often
require direct support from their
providers. In these instances, the care
team needs to be prepared to
efficiently and appropriately meet
those needs.
Unfortunately, many cancer clinicians
have not been trained to triage
patients’ needs. This lack of training
was evident in a 2011 study that
surveyed how familiar medical
oncologists were with pain
management guidelines. In the
survey, respondents were asked to
respond to two clinical scenarios and
indicate how they would manage
each situation.

Many Oncologists Unaware of Pain or Other Distress Guidelines
National Survey on Cancer Pain Management

87%
Clinical vignette #1

482 medical oncologists
complete pain
management survey

Failed to choose the only answer
a pain specialist would consider
appropriate

60%
Clinical vignette #2

Failed to choose one of several
answers a pain specialist would
consider appropriate

In both scenarios, a majority of
oncologists failed to select the
answers considered appropriate by
pain specialists.
To help clinicians accurately triage
and address patients’ supportive care
needs, cancer programs must
develop clear distress management
guidelines.
Source: Bruer B, et al., “Medical Oncologists’ Attitudes and Practice in
Cancer Pain Management: A National Survey,” Journal of Clinical Oncology,
29, no. 36 (2011): 4769-4775; Oncology Roundtable interviews and analysis.
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Lesson #7: Hardwire Patient Triage

Supporting Physicians with Robust Triage Algorithms
Cancer programs do not need to start
from scratch to develop distress
management guidelines. Mullin
Cancer Center, a pseudonym, worked
with a psychiatry resident to adapt
pre-existing guidelines developed by
Cancer Care Ontario.
At Mullin, if a patient scores over a
four on the NCCN distress
thermometer, providers use the
algorithm to further triage the nature
and severity of the patient’s concerns
and determine the most appropriate
intervention.
These algorithms have been critical in
better managing patients’ needs and
maximizing use of physician time.

Empowering Physicians to Meet Patients’ Distress Needs
Mullin Cancer Center1 Anxiety and Depression Algorithms2

Treatment Algorithm

Distress
Assessment

Provision of
Support Services

• If a patient’s distress
screening score exceeds a set
threshold, provider is notified
within EMR

Depending on symptom severity,
provider will:
9 Consult psychiatrist or social worker

9 Refer patient to support group
or therapy

• Provider follows algorithms to
assess nature and extent of
symptoms

9 Refer patient to mental health
professional

• Algorithms originally developed
from publically available guidelines

9 Prescribe medication

Case in Brief: Mullin Cancer Center1
• Academic cancer center located in the North
• Created depression and anxiety algorithms using Cancer Care Ontario
Symptom Management Tools as a guide
• Providers use algorithms to appropriately assess and manage patients

1) Pseudonym.
2) Algorithms provided are representative.
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Stratifying Patients According to Symptom Severity
Physicians at Harbin Clinic also
recognized the need to standardize
distress management protocols,
developing algorithms for physical,
functional, spiritual, and nutrition
wellness. To help hardwire
appropriate patient triage, the clinic
also developed an automated scoring
system which stratifies each patient
symptom according to severity.
At Harbin, once patients complete a
distress screening survey, their
answers are uploaded to a symptom
calculation score sheet within the
EMR. Each patient symptom score is
categorized as low, intermediate, or
high risk.

Harbin Clinic Develops Triage Scoring System
Symptom Scoring Key

Calculation of Symptom Scores

Low Risk

• Patients complete tablet-based
FACT-G surveys
• Scores upload to EMR and entered
into calculation score sheet
• Each symptom stratified based on
severity score

Intermediate Risk

High Risk

Case in Brief: Harbin Clinic
• Privately owned multispecialty physician group in Rome, Georgia
• Radiation and medical oncology clinics perform distress screening, and individual
symptoms are stratified according to severity as high, intermediate, or low risk
• Clinicians provide appropriate resources to patients based on symptom score
• High-risk patients receive prescriptive, distinct interventions directly from physicians to
enhance compliance
Source: Harbin Clinic, Rome, GA; Oncology Roundtable interviews and analysis.
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Allocating Resources According to Risk
Each risk category corresponds to a
hardwired intervention category.

Each Risk Category Receives Customized Interventions Based on Need

For example, patients at low risk for
nutritional distress receive a limited
response, including customized
educational materials and a
suggested nutrition class.
However, high-risk patients receive a
more significant intervention in which
physicians schedule individual
counseling, enroll patients in a
nutritional treatment class, and refer
patients to food access services.
Furthermore, high-risk patients
undergo more frequent screening to
ensure their needs are met.
Through the creation of these
pathways, Harbin Clinic focuses the
most resource-intensive interventions
on the highest-acuity patients,
enabling clinicians to efficiently and
appropriately manage patient distress.

Triage for Nutritional Needs at the Harbin Clinic

High Risk
• Introductory information

Intermediate Risk
Level of
Intervention

Low Risk
• Introductory information
• Targeted worksheets
• Offer pre-treatment class

• Targeted worksheets

• Introductory information

• Enroll in pre-treatment
class

• Targeted worksheets

• Individual counseling

• Recommend pretreatment class

• Referrals to food access
services

• Repeat assessment in
three months

• Repeat assessment in
six weeks

• Repeat assessment in
three months
Symptom Severity

Source: Harbin Clinic, Rome, GA; Oncology Roundtable interviews and analysis.

©2013 The Advisory Board Company • 27453

49

advisory.com

Lesson #8: Automate Referrals to Support Services

Outsourcing Distress Management
Triaging and connecting patients with
appropriate care is a significant
undertaking, and in many cases,
programs may not have the staff or
time to implement an effective
process. For those programs, one
option may be to purchase an
automated distress screening and
management platform, such as the
Polaris Oncology Distress
Management System.
Polaris automatically coordinates
referrals to support services or to
members of the care team through
email, fax, and text alerts. For
example, if a patient indicates that
they have a financial concern, Polaris
will automatically email the
institution’s financial counselor with
the patient’s information and initiate
appointment scheduling.
One of the key benefits of the Polaris
system is that it automates much of
the manual work typically performed
by members of the care team, such
as scoring distress screening surveys
and saving patient scores within the
medical record.

Automated Interventions Decreasing Staff Work
Polaris Oncology Distress Management System

Evaluate Survey

Assess Needs

Address Needs

Coordinate Referrals

• Automated data analysis and reporting
• Automated triggers and email, fax, or text alerts

Company in Brief: Polaris Health Directions
• Behavioral research firm located in Langhorne, Pennsylvania
• Oncology distress tool screens patients for psychosocial distress using computer-adaptive
testing module
• Provides automated referrals to treatment providers or support groups
• Patients are provided with real-time information on management, tailored resources, referral list,
and education
• Providers are given a report listing global functioning, percentile ranks based on patient norms,
and depression and anxiety scales
• For more information, contact Polaris Health Directions at 215-359-3878 or visit
www.polarisoncology.com
Source: Polaris Health Directions, http://www.polarishealth.com/oncology/;
Oncology Roundtable interviews and analysis.
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Automatically Sending Information to Patients
A major benefit of Polaris is that it
encourages increased patient
engagement.
After completing distress screening,
patients receive a multipage report
which details each of the concerns
included in the screening. For each
concern, whether they are low or high
risk, patients are provided with
suggested next steps and contact
information for support resources
available within the cancer center or
in their local community.

Polaris Patient Report

Report contains
information for each
identified symptom

Community and
internal resources
provided for each
symptom

The report also contains an action
plan that each patient completes,
further encouraging engagement. This
action plan helps patients define their
care goals and create concrete steps
to help them accomplish their goals.
Action Plan
encourages
proactive selfmanagement

For a list of questions to audit commercial vendors, please see the Assessment for
Commercial Distress Screening Platforms in the Appendix.

Source: Polaris Health Directions, http://www.polarishealth.com/oncology/;
Oncology Roundtable interviews and analysis.
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Keeping the Care Team in the Loop
To ensure that the patient’s care team
is kept in the loop, the Polaris system
also produces a provider-centric
report for each patient. As discussed
on page 35, the Polaris provider
report contains benchmarks
comparing individual distress to a
database of cancer patient outcomes.
This report provides the care team
with extensive details on each
distress category, including a
breakdown of each symptom and how
patients want to receive support for
each concern.
Polaris also provides the care team
with the same list of suggested action
steps that patients receive. Armed
with this list, physicians and nurses
can ensure that patients are following
through with their care plan and
receiving appropriate support.

Polaris Provider Report

Summary of patient
social work needs

Overview of physical
functioning

Interest in genetic
counseling and/or
clinical trials

Action Summary allows
providers to ensure that
patients follow up with
recommended care

.

Source: Polaris Health Directions, http://www.polarishealth.com/oncology/;
Oncology Roundtable interviews and analysis.
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Key Takeaways

Managing Patients’ Distress the Bigger Challenge
While screening patients for distress is an important first step, assessing and managing the needs
identified presents a bigger challenge to cancer programs. Service line leaders should focus efforts on
devising methods to ensure that cancer center resources are allocated to patients as effectively as
possible. Consider the following methods to help manage patient needs:
1. Start small by piloting distress programs
Well-designed pilots can help cancer leaders quantify the types and prevalence of patient needs
before they implement distress screening and management processes more broadly.
2. Allow patients to drive the distress response
Consider how to account for patient preferences when designing distress interventions. By
allowing patients to select how they want to receive support, patients feel more in control of
distress management and are apt to more freely disclose their needs.
3. Maximize use of tailored education
To optimize allocation of resources, offer tailored education to meet low-acuity patient needs.
Programs can further reduce the burden of distress management on their staff and clinicians by
identifying and employing all institutional resources, including librarians and information centers, to
help provide customized information to cancer patients.
4. Stratify patients according to symptom severity
To ensure that high-risk patients are connected to the most resource-intensive services, develop
triage systems to stratify each individual symptom according to its severity. This will allow cancer
providers to more easily assess each patient’s need and better allocate limited resources.

Source: Oncology Roundtable interviews and analysis.
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Appendix

Assessment for Commercial
Distress Screening Platforms
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Assessment for Commercial Distress Screening Platforms

Questions to Ask About Commercial Solutions

What is the yearly cost of the system?

Does the system store longitudinal patient data?

Are there other components, such as touchscreen tablets, that are not
included in the cost?

What reporting functionality does the system contain?

Can the system interface with our organization’s EMR?

How does the system support HIPAA compliance and data security?

Can the screening questions be tailored to our patient population or
individual patients?

Who has access to your data?

Can the questions be easily changed or updated?

Are the termination provisions clear?

How much hands-on support is provided by the vendor during the installation
of the product?

Does the vendor provide networking with other organizations already using
the product?

How much ongoing support is provided by the vendor?

How often is the system upgraded?

Have any studies demonstrated the effectiveness of this system?

Is there a patient portal associated with the system?

Have any studies demonstrated this system’s ease of use for patients?

Can patients complete the screening assessment from home?

Can the data collected on patients be used for research purposes?

What is included in the product’s warranty?

Does the system facilitate patient triage and referral to support services?

Are patient education materials embedded into this system?
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