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Preface

nosed before the late 20th century, cancer now competes with

cardiovascular disease as the leading cause of death in North
America. With people living longer, the continued use of tobacco prod-
ucts, infectious diseases that transmit cancer-causing viruses and other
pathogens, and an obesity epidemic, the cancer burden is projected to in-
crease substantially in the United States over the coming decades. Almost
14 million people, more than 4 percent of the U.S. population, are cancer
survivors; by 2012 this will grow to 18 million cancer survivors. Survivors
have complex journeys, and even after completing cancer treatment, must
engage in medical follow-up care to help manage the long-term and late
effects of their treatments, and monitor the possibility of cancer recurrence
or development of new secondary cancers.

For the 1.6 million people in the United States who join the ranks of
newly diagnosed cancer patients each year, the cancer care system can be
overwhelming. The complexity of the cancer care system is driven by the
biology of cancer itself, the multiple specialists involved in the delivery of
cancer care, as well as a health care system that is fragmented and often ill
prepared to meet the individual needs, preferences, and values of patients
who are anxious, symptomatic, and uncertain about where to obtain the
correct diagnosis, prognosis, and treatment recommendations. Moreover,
older individuals comprise the majority of people with cancer. Address-
ing the unique needs of an aging population of patients diagnosed with
cancer, who are already experiencing comorbid conditions and loss of
independence, is a critical challenge. We are not prepared to take care of
this growing cancer patient population, as few of our standard treatment

ﬁ cancer diagnosis is one of the most feared events. Rarely diag-

xiii
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approaches have been evaluated in this setting. Instead, we extrapolate
from trial results and toxicities that emerge from treating younger and
healthier patients with the same diagnoses. On top of this, the quality of
cancer care varies tremendously.

As someone who has been an oncology practitioner for almost 40
years, | have seen dramatic changes in the treatment of cancer that have
benefited my patients—greater precision in diagnosis, surgical treatments
that are less radical and disfiguring, diagnoses of earlier stage disease as a
result of screening, and more long-term disease-free survivors. However,
the human and economic costs of these advances are enormous. Cancer
patients often endure protracted periods of primary and adjuvant thera-
pies, multimodal treatments with substantial toxicities and comorbidities,
which may take years of physical and psychological recovery, with great
financial hardship and social disruption. Palliative care and hospice ser-
vices are underutilized and usually employed much later in the course of
a patient’s cancer journey than recommended. Patients and their families
often play the role of principal communicator as they visit one cancer
treatment specialist after another, conveying the recommendations to sub-
sequent consultants in a serial fashion. Coordination of complex cancer
care, using a common electronic health record, with treating specialists
who jointly discuss the patient’s case and then confer with the patient
about their recommendations, is the exception and not the rule. Receipt
of psychosocial support at the time of diagnosis and during treatment is
also rare, as these “high-touch” services are seldom compensated through
health insurance and are usually supported through ad hoc philanthropic
funding rather than institutional or clinical practice resources.

We all want the best care for our family members and friends, but our
current cancer care delivery system falls short in terms of consistency in
the delivery of care that is patient centered, evidence based, and coordi-
nated. We are at an inflection point in terms of repairing the cancer care
delivery system. If we ignore the signs of crisis around us, we will be
forced to deal with an increasingly chaotic and costly care system, with
exacerbation of existing disparities in the quality of cancer care.

How can we change this situation? This report is the result of the
thoughtful deliberations of our study committee, as well as the hard
work of the Institute of Medicine (IOM) staff who supported our quest
for the evidence behind the report’s ten recommendations. Those recom-
mendations are based on a unifying conceptual framework for improv-
ing the quality of cancer care. This report also rests on the foundation of
the transformative 1999 IOM report Ensuring Quality Cancer Care, which
called for improvements in the technical quality of cancer care, the use of
evidence-based guidelines to direct care, the use of electronic data capture
and quality monitoring, as well as the assurance of access to cancer care
for all, including high-quality end-of-life care. While that report generated
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much attention in the oncology community, and drove some concerted
action among oncology professional organizations and the federal gov-
ernment, a critical review of progress since the report’s recommendations
were issued identified many continuing gaps and new challenges that
could not have been anticipated. Sadly, the key recommendations regard-
ing implementation of evidence-based care and quality monitoring have
had limited uptake, and are needed even more today due to the expan-
sion in cancer diagnostics, imaging, and therapeutics in the past decade,
as well as the expected growth in the number of new cancer patients. The
cost of cancer care is rising much faster than for other diseases, and there
are few systematic efforts or incentives to eliminate waste and the use of
ineffective therapies.

Facing this crisis, the committee’s vision for tackling these challenges
and creating a high-quality cancer care delivery system is based on the
IOM'’s extensive work defining the quality of health care, with its patient-
centered focus and emphasis on the needs, values, and preferences of
patients, including advance care planning. Patient-centered care is at
the core of a high-quality cancer care delivery system, as depicted by
the study committee’s conceptual framework, and is something that is
feasible in every clinical care setting, and can be supported by existing
information technology if necessary (e.g., guidelines, evidence syntheses,
pathways). Patient-clinician communication that focuses on information
sharing about the diagnosis, prognosis, and treatment options, and that
elicits the patient’s preferences for treatment is central to high-quality
cancer care. Surrounding the patient and their family caregivers are mem-
bers of a well-prepared cancer care delivery team that is able to ensure
coordinated and comprehensive patient-centered care and close collabora-
tion with other health care professionals not directly involved in cancer
care delivery, such as geriatric specialists and primary care clinicians.
Because evidence-based care is also at the heart of a high-quality cancer
care delivery system, research must fill important gaps in our knowledge,
especially pertaining to how best to treat older cancer patients and others
who have multiple comorbid conditions in addition to cancer. Further,
clinical trials and comparative effectiveness research must include data
collection that reflects patient-reported outcomes, as well as information
about other relevant patient characteristics and behaviors, to provide ac-
curate information that will inform future patients about what they can
expect to experience from recommended cancer treatments.

A high-quality and efficient information technology infrastructure
is critical to collecting these outcome data from ongoing clinical practice
at the point of care, along with specific information about the cancer, its
treatment, and the clinical outcomes of treatments received over time.
That data collection system, as depicted in the conceptual framework, will
be at the center of a rapid learning health care system which will, in turn,
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rely on regular assessments of the quality of care delivered in relationship
to the costs of the associated care. Understanding how well we are do-
ing with individual cancer patients, as well as groups of similar patients,
could allow us to develop strategies for performance improvement and
identify gaps in care that need our attention. Finally, in the high-quality
cancer care delivery system of the future, payment models and financial
incentives must focus on improving the affordability and quality of care
for patients and payers. Eliminating disparities in access to high-quality
cancer care for all members of our society remains a challenge; however,
without relevant patient-centered information and quality measurement,
we will not be able to create a more equitable system.

Although the committee’s conceptual framework may seem far re-
moved from much current oncology practice, the committee believes that
most elements of the framework are in place or are being developed. In
many ways, oncology care is an extreme example of the best and worst
in the health care system today—highly innovative targeted diagnostics
and therapeutics alongside escalating costs that do not consistently relate
to the clinical value of treatments, tremendous waste and inefficiencies
due to poor coordination of care, and lack of adherence to evidence-based
guidelines with frequent use of ineffective or inappropriate treatments.

In the setting of this crisis, there are many opportunities. If we can
use this framework to successfully address the challenges to delivering
high-quality oncology care, the same principles will be transferrable to
other complex and chronic conditions that place continued demands
on the health care system. In my closing years as an oncology profes-
sional, I dream of a cancer care delivery system that will ensure access to
high-quality, patient-centered, evidence-based care, and that patients with
cancer will have care teams supported by a system that enables them to
provide compassionate and timely care.

It has been my privilege to serve as the chair of this study committee
and to learn so much from the other committee members who worked
extremely hard and collaboratively to refine the recommendations and
evidence that we present in this report. As someone who was a reviewer
of the 1999 IOM report, I feel that I have come full circle in helping to lead
the efforts of this committee. I am sure that a decade from now, someone
else will be reviewing these recommendations and they will either be
commenting about how foolish we were or complimenting us on our vi-
sion and prescience. I hope the latter is the case and that this report will
chart a new course for the cancer care delivery system that ensures high-
quality, evidence-based care for all.

Patricia A. Ganz, Chair

Committee on Improving the Quality of Cancer Care:
Addressing the Challenges of an Aging Population
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Summary!

vivors and more than 1.6 million people are newly diagnosed with

cancer each year. By 2022, it is projected that there will be 18 million
cancer survivors and, by 2030, 2.3 million people are expected to be
newly diagnosed with cancer each year. However, more than a decade
after the Institute of Medicine (IOM) first addressed the quality of cancer
care in the United States, the barriers to achieving excellent care for all
cancer patients remain daunting. The growing demand for cancer care,
combined with the complexity of the disease and its treatment, a shrink-
ing workforce, and rising costs, constitute a crisis in cancer care delivery
(see Box S-1).

The complexity of cancer impedes the ability of clinicians, patients,
and their families to formulate plans of care with the necessary speed,
precision, and quality. As a result, decisions about cancer care are often
not evidence-based. Many patients also do not receive adequate explana-
tion of their treatment goals, and when a phase of treatment concludes,
they frequently do not know what treatments they have received or the
consequences of their treatments for their future health. In addition, many
patients do not receive palliative care to manage their symptoms and side
effects from treatment. Most often this occurs because the clinician lacks
knowledge of how to provide this care (or how to make referrals to pal-

In the United States, approximately 14 million people are cancer sur-

! This summary does not include references. Citations for the findings presented in the
summary appear in the subsequent chapters.

1
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2 DELIVERING HIGH-QUALITY CANCER CARE

BOX S-1
The Crisis in Cancer Care Delivery

Studies indicate that cancer care is often not as patient-centered, accessible,
coordinated, or evidence-based as it could be, detrimentally impacting patients.
The following trends amplify the problem:

* The number of older adults is expected to double between 2010 and 2030,
contributing to a 30 percent increase in the number of cancer survivors
from 2012 to 2022 and a 45 percent increase in cancer incidence by 2030.

¢ Workforce shortages among many of the professionals involved in provid-
ing care to cancer patients are growing, and training programs lack the
ability to rapidly expand. The care that is provided is often fragmented and
poorly coordinated. In addition, family caregivers and direct care workers
are administering a substantial amount of care with limited training and
support.

e The cost of cancer care is rising faster than are other sectors of medicine,
having increased from $72 billion in 2004 to $125 billion in 2010; costs are
expected to increase another 39 percent to $173 billion by 2020.

e Advances in understanding the biology of cancer have increased the
amount of information a clinician must master to treat cancer appropriately.

¢ The few tools currently available for improving the quality of cancer care—
quality metrics, clinical practice guidelines, and information technology—are
not widely used and all have serious limitations.

liative care consultants) or does not identify palliative care management
as an important component of high-quality cancer care.

Complicating the situation further are the changing demographics in
the United States that will place new demands on the cancer care delivery
system, with the number of adults older than 65 rapidly increasing. The
population of those 65 years and older comprises the majority of patients
who are diagnosed with cancer and who die from cancer, as well as the
majority of cancer survivors. The oncology workforce may soon be too
small to care for the growing population of individuals diagnosed with
cancer. Meanwhile, the Centers for Medicare & Medicaid Services (CMS),
the single largest insurer for this population, is struggling financially. In
addition, the costs of cancer treatments are escalating unsustainably, mak-
ing cancer care less affordable for patients and their families and creating
disparities in patients” access to high-quality cancer care.

To address the increasing challenges clinicians face in trying to deliver
high-quality cancer care, this report charts a new course for cancer care.
There is great need for high-quality, evidence-based strategies to guide
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cancer care and ensure efficient and effective use of scarce resources.
Responding to these new and continuing challenges, this IOM report
updates the 1999 report and revisits the need to improve the quality of
cancer care.

The IOM appointed an independent committee of experts with a
broad range of expertise, including patient care and cancer research,
patient advocacy, health economics, ethics, and health law. The commit-
tee was charged with examining challenges to and opportunities for the
delivery of high-quality cancer care and formulating recommendations
for improvement. The committee’s recommendations aim to ensure the
delivery of high-quality cancer care across the care continuum, from
diagnosis through end of life. Prevention, risk reduction, and screening
were not addressed by the committee. Another way to conceptualize the
period of the cancer care continuum that this report addresses is through
the three overlapping phases of cancer care: (1) the acute phase, (2) the
chronic phase, and (3) the end-of-life phase (see Figure S-1).

Cancer care for older adults, as noted throughout this report, is es-
pecially complex. Age is one of the strongest risk factors for cancer, and
there are many important considerations to understanding the prognoses
of older adults with cancer and formulating their care plans, such as al-
tered physiology, functional and cognitive impairment, multiple coexist-
ing morbidities, increased side effects of treatment, distinct goals of care,
and the increased need for social support. The current health care delivery
system is poorly prepared to address these concerns comprehensively.
Thus, meeting the needs of the aging population will be an integral part
of improving the quality of cancer care.

CONCEPTUAL FRAMEWORK

The committee’s conceptual framework for improving the quality of
cancer care takes into account the heterogeneity of clinical settings where
cancer care is delivered as well as the existing models of high-quality care.
The central goal of its conceptual framework is delivering comprehensive,
patient-centered, evidence-based, high-quality cancer care that is acces-
sible and affordable to the entire U.S. population, regardless of the setting
where cancer care is provided. The committee identified six components
of a high-quality cancer care delivery system that will be integral to this
transformation:

1. Engaged patients: A system that supports all patients in making

informed medical decisions consistent with their needs, values,
and preferences in consultation with their clinicians who have

Copyright National Academy of Sciences. All rights reserved.
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expertise in patient-centered communication and shared decision
making (see Chapter 3).

2. An adequately staffed, trained, and coordinated workforce: A
system that provides competent, trusted, interprofessional can-
cer care teams that are aligned with patients’ needs, values, and
preferences, as well as coordinated with the patients” noncancer
care teams and their caregivers (see Chapter 4).

3. Evidence-based cancer care: A system that uses scientific research,
such as clinical trials and comparative effectiveness research
(CER), to inform medical decisions (see Chapter 5).

4. Alearning health care information technology (IT) system for can-
cer: A system that uses advances in IT to enhance the quality and
delivery of cancer care, patient outcomes, innovative research,
quality measurement, and performance improvement (see Chap-
ter 6).

5. Translation of evidence into clinical practice, quality measure-
ment, and performance improvement: A system that rapidly and
efficiently incorporates new medical knowledge into clinical prac-
tice guidelines; measures and assesses progress in improving the
delivery of cancer care and publicly reports performance informa-
tion; and develops innovative strategies for further improvement
(see Chapter 7).

6. Accessible, affordable cancer care: A system that is accessible to all
patients and uses new payment models to align reimbursement
to reward care teams for providing patient-centered, high-quality
care and eliminating wasteful interventions (see Chapter 8).

Figure S-2 illustrates the interconnectivity of the committee’s six compo-
nents for a high-quality cancer delivery system.

Prioritization

The committee recognizes that improving the quality of the cancer
care delivery system will take substantial time and effort to achieve and
that implementation will require efforts by all stakeholders in the cancer
care community. The committee numbered its six components for high-
quality cancer care in order of priority for implementation, taking into
account both the need and the feasibility of achieving each component of
the framework. Thus, achieving a system that supports patient decision
making is the top priority, followed by an adequately staffed, trained,
and coordinated workforce, evidence-based cancer care, a learning health
care IT system, the translation of evidence into practice, measurement of
outcomes and performance improvement, and, finally, accessible and af-
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6 DELIVERING HIGH-QUALITY CANCER CARE

A High-Quality Cancer Care Delivery System

Evidence Base to Inform Clinical Care

Workforce

Patient-Clinician Interactions

Learning Health Care Information Technology System

Performance Improvement
and New Payment Models

FIGURE S-2 An illustration of the committee’s conceptual framework for im-
proving the quality of cancer care.

Quality Measurement
(including patient
outcomes and costs)

Accessible, Affordable
High-Quality Care

— =

fordable cancer care. The top priorities for implementation are depicted
within the rectangle in Figure S-2, with the most important component
in the center (i.e., patients). The committee recognizes the importance of
access and affordability in a high-quality cancer care delivery system but
expects the Patient Protection and Affordable Care Act (ACA) to make
substantial changes in these areas of health care. Because much of the law
has not yet been implemented, these issues will need to be revisited once
the law’s full impact is known.

Approach to Implementation

The committee utilizes a variety of approaches in its recommenda-
tions to improve the quality of cancer care. In many circumstances, the
recommendations provide specific direction to individual stakeholders.
However, fully achieving the goals of the committee’s framework will
also necessitate collaboration among relevant stakeholders to define the
best path to implementation. Although there are numerous challenges to
such collaboration, examples of ongoing collaborations among diverse
stakeholders in the cancer community already exist and there may be
greater incentives for such coordinated efforts in the current environ-

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/18359

Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis

SUMMARY 7

ment. For example, the ACA is focusing national attention and resources
on improving the coordination and quality of the U.S. health care system.
Many stakeholders are already making changes in response to health
care reform and the committee’s framework provides guidance on this
process. In addition, the current financial situation in the United States is
placing pressure on the health care delivery system to develop actionable
solutions for eliminating waste in care while maintaining or improv-
ing quality. Again, the committee’s conceptual framework charts a new
course for achieving this task.

RECOMMENDATIONS

The committee structured its recommendations for action around
the six components outlined in its conceptual framework. Each compo-
nent is discussed briefly below and elaborated on in more detail in the
respective chapters. Box S-2 provides an overview of the committee’s
recommendations.

BOX S-2
Goals of the Recommendations

1. Provide patients and their families with understandable information about
cancer prognosis, treatment benefits and harms, palliative care, psycho-
social support, and costs.

2. Provide patients with end-of-life care that meets their needs, values, and
preferences.

3. Ensure coordinated and comprehensive patient-centered care.

4. Ensure that all individuals caring for cancer patients have appropriate
core competencies.

5. Expand the breadth of data collected in cancer research for older adults
and patients with multiple comorbid conditions.

6. Expand the depth of data collected in cancer research through a common
set of data elements that capture patient-reported outcomes, relevant
patient characteristics, and health behaviors.

7. Develop a learning health care information technology system for cancer
that enables real-time analysis of data from cancer patients in a variety
of care settings.

8. Develop a national quality reporting program for cancer care as part of a
learning health care system.

9. Implement a national strategy to reduce disparities in access to cancer
care for underserved populations by leveraging community interventions.

10. Improve the affordability of cancer care by leveraging existing efforts to
reform payment and eliminate waste.
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Patient-Centered Communication and Shared Decision Making

Patients are at the center of the committee’s conceptual framework
(see Figure S-2), which conveys the most important goal of a high-quality
cancer care delivery system: meeting the needs of patients with cancer
and their families. Such a system should support all patients in making
informed medical decisions that are consistent with their needs, values,
and preferences. In the current system, information to help patients un-
derstand their cancer prognoses, treatment benefits and harms, palliative
care, psychosocial support, and costs of care is often unavailable or not
regularly communicated. Additionally, patient-clinician communication
and shared decision making is often less than optimal, impeding the de-
livery of patient-centered, high-quality cancer care. For example, several
recent studies found that approximately 65 to 80 percent of cancer patients
with poor prognoses incorrectly believed their treatments could result in
a cure.

Recommendation 1: Engaged Patients

Goal: The cancer care team should provide patients and their fami-
lies with understandable information on cancer prognosis, treat-
ment benefits and harms, palliative care, psychosocial support, and
estimates of the total and out-of-pocket costs of cancer care.

To accomplish this:

e The National Cancer Institute, the Centers for Medicare & Med-
icaid Services, the Patient-Centered Outcomes Research Insti-
tute, as well as patient advocacy organizations, professional
organizations, and other public and private stakeholders should
improve the development of this information and decision aids
and make them available through print, electronic, and social
media.

e Professional educational programs for members of the cancer
care team should provide comprehensive and formal training
in communication.

e The cancer care team should communicate and personalize this
information for their patients at key decision points along the
continuum of cancer care, using decision aids when available.

e The cancer care team should collaborate with their patients to
develop a care plan that reflects their patients’ needs, values,
and preferences, and considers palliative care needs and psy-
chosocial support across the cancer care continuum.
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e The Centers for Medicare & Medicaid Services and other payers
should design, implement, and evaluate innovative payment
models that incentivize the cancer care team to discuss this in-
formation with their patients and document their discussions
in each patient’s care plan.

Patients with advanced cancer? face specific communication and
decision-making needs. Clinicians should discuss these patients” options,
such as implementing advance care plans, emphasizing palliative care
and psychosocial support, and maximizing quality of life by timely use
of hospice care. These difficult conversations do not occur as frequently
or as timely as they should, resulting in care that may not be aligned with
patient preferences.

Recommendation 2: Engaged Patients

Goal: In the setting of advanced cancer, the cancer care team should
provide patients with end-of-life care consistent with their needs,
values, and preferences.

To accomplish this:

¢ Professional educational programs for members of the cancer
care team should provide comprehensive and formal training
in end-of-life communication.

e The cancer care team should revisit and implement their pa-
tients” advance care plans.

e The cancer care team should place a primary emphasis on pro-
viding cancer patients with palliative care, psychosocial sup-
port, and timely referral to hospice care for end-of-life care.

e The Centers for Medicare & Medicaid Services and other payers
should design, implement, and evaluate innovative payment
models that incentivize the cancer care team to counsel their
patients about advance care planning and timely referral to
hospice care for end-of-life care.

The Workforce Caring for Patients with Cancer

A diverse team of professionals provides cancer care, reflecting the
complexity of the disease, its treatments, and survivorship care. These

2 Cancer that has spread to other places in the body and usually cannot be cured or con-
trolled with treatment.
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teams include professionals with specialized training in oncology, such
as medical, surgical, and radiation oncologists and oncology nurses, as
well as other specialists and primary care clinicians. In addition, family
caregivers (e.g., relatives, friends, and neighbors) and direct care workers
(e.g., nurse aides, home health aides, and personal and home care aides)
provide a great deal of care to cancer patients. Patients, at the center of
the committee’s conceptual framework, are encircled by the workforce
(see Figure S-2), depicting the idea that high-quality cancer care depends
on the workforce providing competent, trusted interprofessional care that
is aligned with patients” needs, values, and preferences. To achieve this
standard, the workforce must include adequate numbers of health care
clinicians with training in oncology. New models of interprofessional,
team-based care are an effective mechanism of responding to the existing
workforce shortages and demographic changes, as well as in promoting
coordinated and patient-centered care.

Recommendation 3: An Adequately Staffed, Trained, and Coordi-
nated Workforce

Goal: Members of the cancer care team should coordinate with
each other and with primary/geriatrics and specialist care teams
to implement patients’ care plans and deliver comprehensive, ef-
ficient, and patient-centered care.

To accomplish this:

o Federal and state legislative and regulatory bodies should elim-
inate reimbursement and scope-of-practice barriers to team-
based care.

e Academic institutions and professional societies should de-
velop interprofessional education programs to train the work-
force in team-based cancer care and promote coordination with
primary/geriatrics and specialist care teams.

o Congress should fund the National Workforce Commission,
which should take into account the aging population, the in-
creasing incidence of cancer, and the complexity of cancer care,
when planning for national workforce needs.

The workforce must also have the distinct set of skills necessary
to implement the committee’s conceptual framework for a high-quality
cancer care delivery system. The recent IOM report Retooling for an Aging
America: Building the Health Care Workforce recommended enhancing the
geriatric competency of the general health care workforce. The committee
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endorses this recommendation as it is especially important to cancer care,
where the majority of patients are older adults. Currently, many clinicians
also lack essential cancer core competencies.?

Recommendation 4: An Adequately Staffed, Trained, and Coordi-
nated Workforce

Goal: All individuals caring for cancer patients should have appro-
priate core competencies.

To accomplish this:

o Professional organizations that represent clinicians who care
for patients with cancer should define cancer core competencies
for their memberships.

e Cancer care delivery organizations should require that the
members of the cancer care team have the necessary compe-
tencies to deliver high-quality cancer care, as demonstrated
through training, certification, or credentials.

e Organizations responsible for accreditation, certification, and
training of nononcology clinicians should promote the devel-
opment of relevant core competencies across the cancer care
continuum.

e The U.S. Department of Health and Human Services and other
funders should fund demonstration projects to train family
caregivers and direct care workers in relevant core competen-
cies related to caring for cancer patients.

The Evidence Base for High-Quality Cancer Care

Because a high-quality cancer care delivery system uses results from
scientific research, such as clinical trials and CER, to inform medical deci-
sions, the committee’s conceptual framework (see Figure S-2) depicts the
evidence base as supporting patient-clinician interactions. The committee
envisions clinical research that gathers evidence of the benefits and harms
of various treatment options, so that patients, in consultation with their
clinicians, can make treatment decisions that are consistent with their
needs, values, and preferences.

Currently, many medical decisions are not supported by sufficient
evidence. Additionally, research participants are often not representative
of the population with the disease, which makes it difficult to generalize

3 The tasks or functions that providers of health care should be able to do or perform.
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the research results to a specific patient. Another limitation of the current
evidence base is that it frequently does not capture information about the
impact of a treatment regimen on quality of life, functional and cognitive
status, symptoms, and overall patient experience with the disease. Given
that the majority of cancer patients are over 65 years and have comorbid
conditions complicated by other health (e.g., physical and cognitive defi-
cits) and social (e.g., limited or absent social support, low health literacy)
risks, the committee is particularly concerned about the lack of clinical
research focused on older adults and individuals with multiple chronic
diseases.

Recommendation 5: Evidence-Based Cancer Care

Goal: Expand the breadth of data collected on cancer interventions
for older adults and individuals with multiple comorbid conditions.

To accomplish this:

e The National Cancer Institute, the Agency for Healthcare Re-
search and Quality, the Patient-Centered Outcomes Research
Institute, and other comparative effectiveness research funders
should require researchers evaluating the role of standard and
novel interventions and technologies used in cancer care to
include a plan to study a population that mirrors the age distri-
bution and health risk profile of patients with the disease.

e Congress should amend patent law to provide patent extensions
of up to 6 months for companies that conduct clinical trials of
new cancer treatments in older adults or patients with multiple
comorbidities.

Recommendation 6: Evidence-Based Cancer Care

Goal: Expand the depth of data available for assessing interventions.

To accomplish this:

e The National Cancer Institute should build on ongoing efforts
and work with other federal agencies, the Patient-Centered
Outcomes Research Institute, clinical and health services re-
searchers, clinicians, and patients to develop a common set of

data elements that captures patient-reported outcomes, relevant
patient characteristics, and health behaviors that researchers
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should collect from randomized clinical trials and observa-
tional studies.

A Learning Health Care Information Technology System for Cancer

The committee’s conceptual framework for a high-quality cancer care
delivery system calls for implementation of a learning health care IT sys-
tem: a system that “learns” by collecting data on care outcomes and cost
in a systematic manner, analyzing the captured data both retrospectively
and through prospective studies, implementing the knowledge gained
from these analyses into clinical practice, evaluating the outcomes of the
changes in care, and generating new hypotheses to test and implement
into clinical care.

A learning health care IT system is a key requirement for implement-
ing the components of the committee’s conceptual framework for high-
quality cancer care. In the committee’s conceptual framework (see Figure
S-2), a learning health care IT system supports patient-clinician interac-
tions by providing patients and clinicians with the information and tools
necessary to make well-informed medical decisions. It plays an integral
role in developing the evidence base from research (e.g., clinical trials and
CER) and by capturing data from real-world care settings that researchers
can then analyze to generate new knowledge. Further, it is used to collect
and report quality metrics data, implement performance improvement
initiatives, and allow payers to identify and reward high-quality care.

Many of the elements needed to create a learning health care system
are already in place for cancer, including electronic health records, cancer
registries, a robust infrastructure for cancer clinical trials, and bioreposito-
ries that are linked with clinical data. Unfortunately, they are incompletely
implemented, have functional deficiencies, and are not integrated in a
way that creates a true learning health care system. In addition, relevant
regulations that govern clinical care and research could pose a challenge
to a learning health care system. The learning system will either need to
comply with the relevant regulations or, alternatively, the regulations may
need to be updated to accommodate such a system.

Recommendation 7: A Learning Health Care Information Technol-
ogy System for Cancer

Goal: Develop an ethically sound learning health care information

technology system for cancer that enables real-time analysis of data
from cancer patients in a variety of care settings.
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To accomplish this:

e Professional organizations should design and implement the
digital infrastructure and analytics necessary to enable continu-
ous learning in cancer care.

e The U.S. Department of Health and Human Services should
support the development and integration of a learning health
care information technology system for cancer.

e The Centers for Medicare & Medicaid Services and other pay-
ers should create incentives for clinicians to participate in this
learning health care system for cancer, as it develops.

Translating Evidence into Practice, Measuring
Quality, and Improving Performance

A high-quality cancer care delivery system should translate evidence
into clinical practice, measure quality, and improve the performance of
clinicians. This involves developing clinical practice guidelines (CPGs)
to assist clinicians in quickly incorporating new medical knowledge into
routine care. Also critical are measuring and assessing a system’s progress
in improving the delivery of cancer care, publicly reporting the informa-
tion gathered, and developing innovative strategies to further perfor-
mance improvement. In the figure illustrating the committee’s conceptual
framework (see Figure S-2), knowledge translation and performance im-
provement are part of a cyclical process that measures the outcomes
of patient-clinician interactions and implements innovative strategies to
improve the accessibility, affordability, and quality of care.

CPGs translate evidence into practice by synthesizing research find-
ings into actionable steps clinicians can take when providing care. The
development of CPGs is not straightforward or consistent because the
evidence base supporting clinical decisions is often incomplete and in-
cludes studies and systematic reviews of variable quality. In addition,
organizations that develop CPGs often use fragmented processes that lack
transparency, and they are plagued by conflicts of interest. The commit-
tee endorses the standards in the IOM report Clinical Practice Guidelines
We Can Trust to address these problems and produce trustworthy CPGs.

Performance improvement initiatives can also be used to translate ev-
idence into practice. These tools have been described as systematic, data-
guided activities designed to bring about immediate, positive change in
the delivery of health care in a particular setting, as well as across settings.
They can improve the efficiency, patient satisfaction, health outcomes, and
costs of cancer care. These efforts are typically implemented in a single
organization or health system; as a result, they often lack the pace, mag-
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nitude, coordination, and sustainability to transform health care delivery
nationwide.

Cancer care quality measures provide a standardized and objective
means for assessing the quality of cancer care delivered. Measuring per-
formance has the potential to drive improvements in care, inform pa-
tients, and influence clinician behavior and reimbursement. There are
currently serious deficiencies in cancer care quality measurement in the
United States, including pervasive gaps in existing measures, challenges
in the measure development process, lack of consumer engagement in
measure development and reporting, and the need for data to support
meaningful, timely, and actionable performance measurement. A num-
ber of groups representing clinicians who provide cancer care, including
the American Society of Clinical Oncology and the American College of
Surgeons’ Commission on Cancer, have instituted voluntary reporting
programs, through which program participants have demonstrated im-
provements. U.S. Department of Health and Human Services (HHS) has
also attempted to influence quality measurement for cancer care through
various mandatory reporting programs.

Recommendation 8: Quality Measurement

Goal: Develop a national quality reporting program for cancer care
as part of a learning health care system.

To accomplish this, the U.S. Department of Health and Human
Services should work with professional societies to:

e Create and implement a formal long-term strategy for publicly
reporting quality measures for cancer care that leverages exist-
ing efforts.

e Prioritize, fund, and direct the development of meaningful
quality measures for cancer care with a focus on outcome mea-
sures and with performance targets for use in publicly report-
ing the performance of institutions, practices, and individual
clinicians.

¢ Implement a coordinated, transparent reporting infrastructure
that meets the needs of all stakeholders, including patients, and
is integrated into a learning health care system.

Accessible and Affordable Cancer Care

The committee’s conceptual framework for a cancer care delivery
system is one in which all people with cancer have access to high-quality,
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affordable cancer care. Several IOM reports have called on the U.S. gov-
ernment to ensure that all people have health insurance coverage. Ex-
panding health insurance coverage is a primary goal of the ACA, which
is expected to result in 25 million individuals gaining insurance cover-
age. However, much of the ACA has not yet been implemented and its
full impact on access to cancer care is unknown. Many individuals will
likely remain uninsured or underinsured. There are also major disparities
in cancer outcomes among individuals who are of lower socioeconomic
status, are racial or ethnic minorities, or lack insurance coverage. Many
of these disparities are exacerbated by these individuals” lack of access to
cancer care.

Recommendation 9: Accessible, Affordable Cancer Care

Goal: Reduce disparities in access to cancer care for vulnerable and
underserved populations.

To accomplish this, the U.S. Department of Health and Human
Services should:

e Develop a national strategy that leverages existing efforts by
public and private organizations.

e Support the development of innovative programs.

o Identify and disseminate effective community interventions.

o Provide ongoing support to successful existing community
interventions.

The affordability of cancer care is equally as important as acces-
sibility in a high-quality cancer delivery care system. The committee’s
conceptual framework (see Figure S-2) illustrates the concept of using
quality measurement and new payment models to reward the cancer
care team for providing patient-centered, high-quality care and eliminat-
ing wasteful interventions. The current fee-for-service reimbursement
system encourages a high volume of care, but it fails to reward the
provision of high-quality care. This system is leading to higher cancer
care costs, which are negatively impacting patients and their families.
One survey found that more than one-third of personal bankruptcies
in the United States are due to medical problems and that three out of
four families studied had insurance at the onset of illness. From a system
perspective, health care costs, including the costs of cancer care, are on
an unsustainable trajectory and could pose serious fiscal consequences
for the United States.
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Payers are experimenting with numerous models that could be em-
ployed to reward clinicians for providing high-quality cancer care, such
as rewarding care that is concordant with CPGs, coordinated, based on
meaningful patient-clinician communication and shared decision making,
and includes palliative care and psychosocial support throughout treat-
ment, advance care planning, and timely referral to hospice care (e.g.,
bundled payments, accountable care organizations, oncology patient-
centered medical homes, care pathways, coverage with evidence develop-
ment, and value-based purchasing and competitive bidding programs).
Clinicians are also undertaking efforts to discourage wasteful interven-

tions, such as the Choosing Wisely Campaign.

Recommendation 10: Accessible, Affordable Cancer Care

Goal: Improve the affordability of cancer care by leveraging exist-

ing efforts to reform payment and eliminate waste.

To accomplish this:

e Professional societies should identify and publicly disseminate
evidence-based information about cancer care practices that are
unnecessary or where the harm may outweigh the benefits.

o The Centers for Medicare & Medicaid Services and other pay-
ers should develop payment policies that reflect the evidence-

based findings of the professional societies.

o The Centers for Medicare & Medicaid Services and other payers
should design and evaluate new payment models that incentiv-
ize the cancer care team to provide care that is based on the best
available evidence and aligns with their patients” needs, values,

and preferences.

o If evaluations of specific payment models demonstrate in-
creased quality and affordability, the Centers for Medicare &
Medicaid Services and other payers should rapidly transition
from traditional fee-for-service reimbursements to new pay-

ment models.

CONCLUSIONS

This report outlines a conceptual framework to improve the quality
of cancer care for patients. Changes across the board are urgently needed.
All participants and stakeholders, including clinicians, patients and their
families, researchers, quality metrics developers, and payers, as well as
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HHS, other federal agencies, and industry, must reevaluate their current
roles and responsibilities in cancer care and work together to develop a
high-quality cancer care delivery system, starting with improving patient-
clinician interactions. By working toward this shared goal, the cancer care
community can improve the quality of life and outcomes for people facing
a cancer a diagnosis.
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vivors and more than 1.6 million people are newly diagnosed with
cancer each year (ACS, 2013). By 2022, it is projected that there will be
18 million cancer survivors and, by 2030, 2.3 million people are expected
to be newly diagnosed with cancer each year (ACS, 2013; Smith et al.,
2009). However, more than a decade after the Institute of Medicine (IOM)
first addressed the quality of cancer care in the United States (IOM and
NRC, 1999), the barriers to achieving excellent care for all cancer patients
remain daunting. The growing demand for cancer care, combined with
the complexity of the disease and its treatment, a shrinking workforce,
and rising costs, constitute a crisis in cancer care delivery (see Box 1-1).
The complexity of cancer impedes the ability of clinicians, patients,
and their families to formulate plans of care with the necessary speed,
precision, and quality. As a result, decisions about cancer care are often
not evidence-based (IOM, 2008b, 2012). Many patients also do not receive
adequate explanation of their treatment goals, and when a treatment
phase concludes, they frequently do not know what treatments they have
received or the consequences of their treatments for their future health
(IOM, 2011b). In addition, many patients do not receive palliative care to
manage their cancer symptoms and the side effects from treatment. Most
often this occurs because the clinician lacks knowledge of how to provide
this care (or how to make referrals to palliative care consultants) or does
not identify palliative care management as an important component of
high-quality cancer care.
Complicating the situation further are the changing demographics in

In the United States, approximately 14 million people are cancer sur-

19
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BOX 1-1
The Crisis in Cancer Care Delivery

Studies indicate that cancer care is often not as patient-centered, accessible,
coordinated, or evidence-based as it could be, detrimentally impacting patients.
The following trends amplify the problem:

e The number of older adults is expected to double between 2010 and 2030,
contributing to a 31 percent increase in the number of cancer survivors
from 2012 to 2022 and a 45 percent increase in cancer incidence by 2030.

e Workforce shortages among many of the professionals involved in provid-
ing care to cancer patients are growing and training programs lack the
ability to rapidly expand. The care that is provided is often fragmented and
poorly coordinated. In addition, family caregivers and direct care workers
are administering a substantial amount of care with limited training and
support.

e The cost of cancer care is rising faster than are other sectors of medicine,
having increased from $72 billion in 2004 to $125 billion in 2010; costs are
expected to increase another 39 percent to $173 billion by 2020.

e Advances in understanding the biology of cancer have increased the
amount of information a clinician must master to treat cancer appropriately.

e The few tools currently available for improving the quality of cancer care—
quality metrics, clinical practice guidelines, and information technology—
are not as widely used as they could be and all have serious limitations.

SOURCES: de Moor et al., 2013; He et al., 2005; IOM, 2008c, 2009b, 2011a; Mariotto et al.,
2011; NCI, 2007; NRC, 2009; Reinhard and Levine, 2012; Smith et al., 2009; Spinks et al.,
2012.

the United States that will place new demands on the cancer care deliv-
ery system, with the number of adults older than 65 rapidly increasing
(He et al., 2005; Smith et al., 2009). The population of those 65 years and
older comprises the majority of patients who are diagnosed with cancer
and die from cancer, as well as the majority of cancer survivors (NCI,
2012, 2013; NVSS, 2012). In addition, there is a major structural crisis
looming in cancer care delivery: the oncology workforce may soon be too
small to care for the growing population of individuals diagnosed with
cancer (IOM, 2009b). Meanwhile, the Centers for Medicare & Medicaid
Services (CMS), the single largest insurer for this older population, is
struggling with financial solvency (Goldberg, 2013; Medicare Trustees,
2013). In addition, the costs of cancer treatments are escalating unsustain-
ably, making cancer care less affordable for patients and their families,
and creating disparities in patients’ access to high-quality cancer care
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(IOM, 2013; Kantarjian and experts in chronic myeloid leukemia, 2013;
Stump et al., 2013; Sullivan et al., 2011).

To address the increasing challenges clinicians face in trying to deliver
high-quality cancer care, this report charts a new course for cancer care.
There is great need for high-quality, evidence-based strategies to guide
cancer care and ensure efficient and effective use of scarce resources.

CHANGES IN CANCER CARE SINCE 1999

The IOM’s National Cancer Policy Board first examined the quality
of cancer care in the United States in 1999. The resulting report, Ensuring
Quality Cancer Care, concluded that “for many Americans with cancer,
there is a wide gulf between what could be construed as the ideal and the
reality of their experience with cancer care” (IOM and NRC, 1999, p. 2).
The report recommended steps to improve cancer care and the evidence
base for cancer care, and to overcome barriers of access to high-quality
cancer care.

These recommendations led to a number of efforts targeted at improv-
ing the delivery of cancer care. The Secretary of the U.S. Department of
Health and Human Services (HHS) established the Quality of Cancer Care
Committee to work on issues identified in the report. A number of orga-
nizations used the report to develop core indicators of quality of cancer
care and recommendations for improving the quality of cancer care,
including the Agency for Healthcare Research and Quality (AHRQ), the
National Quality Forum (NQF), and the National Dialogue on Cancer
(a collaboration organized by former President George H.W. Bush and
Senator Dianne Feinstein, now known as C-Change). In response to the
report, the American Society of Clinical Oncology (ASCO) undertook a
national study of the quality of care delivered by oncologists, called the
National Initiative on Quality Cancer Care (ASCO, 2013). In addition,
the Cancer Quality Alliance, a diverse group of stakeholders committed to
advocating for improvements in the quality of cancer care, used the 1999
IOM report and several other reports to develop five cancer case studies
depicting a vision for high-quality cancer care and a blueprint for action
(Rose et al., 2008). The report also provided major input for the quality
of cancer care legislation drafted by the Senate Health, Education, Labor,
and Pension Committee.!

Box 1-2 provides examples of the progress to date in implementing
the IOM’s 1999 recommendations and examples of the recommendations
that are still relevant. However, cancer care has changed substantially
since this report was released.

! Quality of Care for Individuals with Cancer Act. S. 2965. 107th Cong. (2d Sess. 2002).
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BOX 1-2
Examples of Progress to Date in Implementing the
Institute of Medicine’s 1999 Recommendations

Recommendation 1: Ensure patients undergoing procedures that are technically
difficult to perform and have been associated with higher mortality in lower volume
settings receive care at facilities with extensive experience.

Progress to date
* Mortality rates for select complex cancer operations declined after cer-
tain patients were redirected to high-volume cancer centers.
* Low-volume clinicians are participating in programs designed to improve
the quality of their care.
Current gaps
* The capacity at high-volume centers is insufficient to provide care for
all complex cancer cases.

Recommendation 2: Use systematically developed guidelines based on the best
available evidence for prevention, diagnosis, treatment, and palliative care.

Progress to date
e The National Comprehensive Cancer Care Network, the American So-
ciety of Clinical Oncology, and the American Society of Radiation On-
cology have worked with clinical experts to develop guidelines for more
than 135 cancers or processes of care.
Current gaps
¢ Clinicians’ adoption and reporting of adherence to these guidelines is
voluntary and not widespread.
* Existing guidelines are not comprehensive and were often developed
using consensus processes, not always meeting current standards.

Recommendation 3: Measure and monitor the quality of care using a core set of
quality measures.

Progress to date
e A select number of cancer care measures have been developed and
endorsed for use in quality reporting.
* These measures are largely process oriented.
Current gaps
¢ There is no nationally mandated program to which clinicians report data
for core measures related to cancer.
e There are pervasive gaps in existing cancer measures.

Recommendation 4: Ensure the following elements of quality care for each indi-
vidual with cancer:
* Experienced professionals who make recommendations about ini-
tial cancer management, which are critical to determining long-term
outcome
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* An agreed-upon care plan that outlines goals of care

* Access to the full complement of resources necessary to implement the
care plan

* Access to high-quality clinical trials

* Policies to ensure full disclosure of information about appropriate treat-
ment options

* A mechanism to coordinate care

* Psychosocial support services and compassionate care

Progress to date

* Many clinicians use multidisciplinary care planning to provide coordi-
nated care to cancer patients.

* Medicare, several states, and new insurance plans included in Health
Insurance Marketplaces created by the Patient Protection and Afford-
able Care Act (ACA) cover standard or routine costs of clinical trials.

* Patient-focused educational materials are available to clinicians when
discussing appropriate treatment options with patients.

Current gaps

¢ Continuing geographic, financial, and social barriers prevent patients
from seeking and receiving multidisciplinary care planning and compre-
hensive cancer care.

e Many cancer patients are not informed about their treatment options
and their preferences are not elicited.

e Palliative care is not integrated with cancer care across the continuum
from diagnosis to end of life.

e Many cancer patients receive inadequate psychosocial support.

Recommendation 5: Ensure quality of care at the end of life, particularly the man-
agement of cancer-related pain and timely referral to palliative and hospice care.

Progress to date
e Screening tools are available to monitor the frequency and severity of
patients’ symptoms and to guide patients to supportive and palliative
care services.
* Most cancer centers in the United States have inpatient palliative care
consult teams.
Current gaps
* Patients with advanced cancer frequently receive palliative care late in
their disease course, which compromises quality of life and quality of
care for them and their families.
* Patients with advanced cancer nearing the end of life are frequently
referred to hospice only days to weeks before death, if at all, compro-
mising quality of life and quality of care for them and their families.

continued
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BOX 1-2 Continued

Recommendation 6: Federal and private research sponsors, such as the National
Cancer Institute, the Agency for Health Care Policy and Research (now called the
Agency for Healthcare Research and Quality), and various health plans, should
invest in clinical trials to address questions about cancer care management.

Progress to date
e This recommendation has not been implemented because of the current
nature of clinical trials.
Current gaps
e Cancer care management is addressed in Recommendation 8.

Recommendation 7: A cancer data system that can provide quality benchmarks
for use by systems of care (e.g., hospitals, provider groups, and managed care
systems) is needed.

Progress to date
* Some large health care systems have implemented electronic health
records (EHRs) that capture data fields relevant to cancer care.
Current gaps
e There is no standardized system for all cancer care providers to report
on quality benchmarks.
e Current EHRs were not designed to collect and report quality metrics
but rather as records of individual patient information.

Recommendation 8: Public and private sponsors of cancer care research should
support national studies of recently diagnosed individuals with cancer, using
information sources with sufficient detail to assess patterns of cancer care and
factors associated with the receipt of good care; research sponsors should also
support training for cancer care providers interested in health services research.

Progress to date
e The American Recovery and Reinvestment Act, which directed $1.1
billion to comparative effectiveness research (CER), has accelerated
CER activity.

Cancer care has always been highly complex, due to diagnostic chal-
lenges (imaging, pathology); multimodal, multispecialty treatment strate-
gies (surgery, radiation, chemotherapy); a narrow therapeutic/toxic ratio
for many treatments; and long-term and late effects of disease and treat-
ment that contribute to morbidity and mortality (Zapka et al., 2012). Re-
cent results from The Cancer Genome Atlas project (NCI, 2013a), which

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/18359

Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis

INTRODUCTION 25

¢ The Patient-Centered Outcomes Research Institute (PCORI) was cre-
ated by the ACA.
Current gaps
e CER for cancer is just beginning.
* There are shortages of funding for and investigators trained in health
services research.

Recommendation 9: Services for the un- and underinsured should be enhanced to
ensure entry to, and equitable treatment within, the cancer care system.

Progress to date
* State and federal programs are directing funds to screening for and
early detection of cancer in underserved populations.
e The ACA introduced new programs to improve access for many unin-
sured individuals.
Current gaps
* The uninsured population continues to grow despite ongoing implemen-
tation of the ACA, and was exacerbated by the Great Recession.
e Uninsurance is associated with poorer outcomes and lower survival
rates.
* Underinsurance is a growing problem with the increased cost of cancer
treatments, including tiered copayments for expensive cancer therapies.

Recommendation 10: Studies are needed to examine why specific segments of
the population (e.g., members of certain racial or ethnic groups, older patients)
do not receive appropriate cancer care.

Progress to date
* Programs have been introduced to increase the involvement of can-
cer centers designated by the National Cancer Institute in developing
research, education, and outreach programs to reduce cancer health
disparities.
Current gaps
e There are ongoing disparities, including later stage diagnoses and
poorer outcomes for racial and ethnic minorities with cancer.

SOURCE: Adapted from Spinks et al., 2012. Reprinted with permission from John Wiley and
Sons.

has characterized hundreds of individual tumors originating from com-
mon cancer sites (e.g., breast, lung, prostate, ovary), using state-of-the-art
genomic, molecular, and proteomic technologies, have provided startling
information about the extreme heterogeneity of cancers that were once
thought to have a more uniform biology (Hayano et al., 2013; Joung et
al., 2013; Liang et al., 2012; Wang et al., 2013). Cancer treatments have
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evolved to reflect this new information on the nature of the disease, with
more treatments targeting specific molecular aberrations.

Large randomized clinical trials of muli-agent chemotherapy, the stan-
dard at the time of the 1999 report on quality cancer care, have given way
to smaller trials of targeted agents, in which companion diagnostic tests are
often needed to assess whether the patient’s tumor is likely to be suscep-
tible to the planned treatment. Today, many patients need to be screened
in order to identify patients whose tumors have the relevant mutations for
trials that study new targeted treatments or combinations of treatments.

In addition, as noted above, there has been a major expansion in the
number of individuals receiving treatment, and the population is older
and more diverse than it was in 1999. Moreover, a number of recent fed-
eral laws, including the Patient Protection and Affordable Care Act of
2010 (ACA),? have changed the context in which cancer care is practiced.
Thus, the factors creating an imperative for change in the cancer care sys-
tem today are not the same as during the drafting of the 1999 report (see
Chapter 2 for a detailed discussion of these trends).

COMMITTEE CHARGE

The charge to the committee was to revisit the quality of cancer care
more than a decade after publication of the first IOM report, Ensuring
Quality Cancer Care (1999). The committee examined what has changed,
what challenges remain, whether new problems have arisen, and how
health care reform might affect quality care, with a specific focus on the
aging U.S. population (see Box 1-3). Although the committee was not
asked to undertake an examination of the barriers to adoption of the
previous 1999 recommendations, the committee invited Joe Simone, Presi-
dent, Simone Consulting, and chair of the 1999 study, to discuss the chal-
lenges associated with implementation of the earlier recommendations.

The IOM appointed an independent committee with a broad range
of expertise, including patient care and cancer research, patient advo-
cacy, health economics, ethics, and health law. Brief biographies of the
17 members of the Committee on Improving the Quality of Cancer Care:
Addressing the Challenges of an Aging Population are presented in Ap-
pendix B. This report, which updates the 1999 report in response to the
new and continuing challenges described above, presents the committee’s
findings and recommendations.

2 Patient Protection and Affordable Care Act, Public Law 111-148, 111th Congress (March
23, 2010).
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BOX 1-3
Charge to the Committee on Improving the
Quality of Cancer Care:
Addressing the Challenges of an Aging Population

An Institute of Medicine (IOM) committee will examine issues related to the
quality of cancer care with a specific focus on the demographic changes that will
rapidly accelerate the number of new cancer diagnoses at a time when workforce
shortages are predicted. The study will consider quality of care from the perspec-
tives of key stakeholders, including patients, health care providers, and payers.
Using other foundational IOM reports as a starting point, the committee will
examine opportunities for and challenges to the delivery of high-quality cancer
care to an aging population and formulate recommendations for improvement.
The committee will

* Review various aspects of quality cancer care, including the coordination
and organization of care, outcomes reporting, quality metrics, and dispari-
ties in care;

¢ Consider the growing need for survivorship care, palliative care, and infor-
mal caregiving;

¢ Consider the increasing complexity and cost of cancer care, for example
through incorporation of biomarkers to predict response to therapy;

* Consider potential opportunities to improve the quality of care by aligning
incentives to promote more effective models of care delivery or through
specific payment reforms; and

¢ Consider how patients can identify, find, and access high-quality cancer
care.

SCOPE OF THE REPORT

This report presents a conceptual framework for improving the qual-
ity of cancer care. Two concepts important for understanding the scope of
the report include (1) the continuum of cancer care and (2) the importance
of addressing the unique needs of older adults with cancer.

The Continuum of Cancer Care

The committee’s recommendations aim to ensure the delivery of high-
quality cancer care across the care continuum from diagnosis and treat-
ment to maintaining the health of survivors and providing end-of-life care
consistent with patients” needs, values, and preferences. The provision of
patient-centered care planning, palliative care, and psychosocial care; the
prevention and management of long-term and late effects of cancer treat-
ment; and family caregiver support should span the cancer care continuum
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from diagnosis through end-of-life care. The full cancer care continuum
also includes the domains of prevention and risk reduction and screening;
however, these domains are outside the scope of this report (see Figure 1-1).
An opportunity to improve the quality of cancer care exists in each of the
steps of care delivery, as well as in the transitions between the types of care
(Zapka et al., 2003). Although the diagram is linear, a patient might enter
the cancer care continuum at any of the stages and might not necessarily
progress through each of the stages in sequence.

Another way to conceptualize the period of the cancer care continuum
that is the focus of this report is through the three overlapping phases of
cancer care: (1) the acute phase, (2) the chronic phase, and (3) the end-of-
life phase. These phases correspond to the three phases commonly used
in the NCI'’s studies on the cost of cancer care (i.e., the initial, continuing,
and last year of life phases) (Brown et al., 2002; Yabroff et al., 2011). The
relationship of the three phases to the overall cancer care continuum is
depicted by the green arrow in Figure 1-1.

The acute phase of cancer care occurs immediately after a person is
diagnosed with cancer, and generally includes surgical interventions and
initial chemotherapy and radiation therapies, as well as palliative and
psychosocial care as needed by the patient. Although acute care is often
associated with hospitalization for complex conditions, newly diagnosed
cancer patients will generally have minimal contact with the inpatient
hospital setting. Even many surgical treatments for cancer require only
short hospital stays. A large proportion of cancer care is delivered by
individual medical oncology practices, where chemotherapy is adminis-
tered and other treatments are coordinated with surgeons and radiation
oncologists.

Cancer treatment and management follow the acute period of care.
This period can be conceptualized as the chronic phase, similar to what
might be applied to the management of diabetes or congestive heart fail-
ure. The goal of care is to provide patients with long-term surveillance for
cancer recurrence and, in some patients, prolonged adjuvant or mainte-
nance therapies (e.g., adjuvant endocrine therapy for breast cancer, daily
oral tyrosine kinase treatment for chronic myelogenous leukemia). Pa-
tients can also receive palliative and psychosocial care during this phase
to manage residual effects of the cancer and its treatment. This period can
continue for months to years after the initial diagnosis. It includes both
patients who are disease-free, as well as the growing number of cancer
patients whose disease is controlled but not cured (as in chronic myelog-
enous leukemia). This phase usually includes multiple clinicians who
may or may not be working in the same system of care. Coordination of
care with primary care clinicians during this time is variable.

A substantial number of cancer patients will eventually experience
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a cancer recurrence or progression of their disease. In addition, a minor-
ity of patients will have advanced, incurable disease from the time of
diagnosis. When cancer-directed therapies are no longer beneficial for
the patient, the primary focus of their care should be on palliative care,
psychosocial support, and timely referral to hospice care. These patients
are in the end-of-life phase of their care.

Cancer Care in Older Adults

Cancer care for older adults, as noted throughout this report, is es-
pecially complex. Age is one of the strongest risk factors for cancer. As
mentioned above, the majority of cancer diagnoses and cancer deaths
occur in individuals 65 years and older, and the majority of cancer survi-
vors are in this age range (see Figures 1-2, 1-3, and 1-4) (NCI, 2012, 2013c;
NVSS, 2012).

There are many important considerations to understanding the prog-
noses of older adults with cancer and formulating their care plans, such as
altered physiology, functional and cognitive impairment, multiple coexist-
ing morbidities, increased side effects of treatment, distinct goals of care,
and the increased need for of social support. Their ability to participate in
clinical trials has been limited, and thus the evidence base for informing
treatment decisions in this population is lacking (Scher and Hurria, 2012).
The current health care delivery system is poorly prepared to address

53% of cancer diagnoses were in
individuals 265 years old in 2012
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FIGURE 1-2 The majority of cancer diagnoses are in older adults.
SOURCE: NI, 2012.
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FIGURE 1-3 The majority of cancer deaths are in older adults.

SOURCE: NVSS, 2012.

)

Total cancer
survivors:
13.7 million

Jreteeeteeer

59% of cancer survivors were
>65 years old in 2012
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FIGURE 1-4 The majority of cancer survivors are older adults.

NOTE: The committee adopted the National Coalition for Cancer Survivorship’s
that a survivor is any person who
has been diagnosed with cancer, from the time of diagnosis through the balance

definition of a cancer survivor, which states

of life IOM and NRC, 2005).
SOURCE: N(I, 2013c.
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these concerns comprehensively. Thus, meeting the needs of the aging
population will be an integral part of improving the quality of cancer care.

DEFINING HIGH-QUALITY CARE

The various stakeholders involved in cancer care bring different per-
spectives on quality. Patients, for example, tend to evaluate care based
on whether they receive the most effective and timely treatment for their
particular ailment so that they may return to normal life as soon as pos-
sible. Health care clinicians, on the other hand, may focus on technical
competence and how well care is executed. A health plan might evaluate
quality based on efficiency and appropriate use of resources (IOM and
NRC, 1999).

The IOM has a long history of analyzing the quality of care and
recommending improvements to the health care delivery system. Since
the 1999 report was released, the IOM has produced a number of foun-
dational consensus studies addressing particular aspects of high-quality
cancer care (e.g., Interpreting the Volume-Outcome Relationship in the Context
of Cancer Care [IOM, 2001]; From Cancer Patient to Cancer Survivor: Lost in
Transition [IOM and NRC, 2005]; Cancer Care of the Whole Patient: Meeting
Psychosocial Health Needs [IOM, 2008a]) and health care generally (e.g.,
Crossing the Quality Chasm: A New Health System for the 21st Century; Best
Care at Lower Cost: The Path to Continuously Learning Health Care in America
[IOM, 2001, 2012]) as well as the impact of changing demographics on the
health care workforce (Retooling for an Aging America: Building the Health
Care Workforce [IOM, 2008c]). In addition, past workshops hosted by the
IOM'’s National Cancer Policy Forum (NCPF) have addressed a number
of issues relevant to improving the quality of cancer care, including the
oncology workforce, survivorship care, informal caregiving, assessing
value in cancer care, molecularly targeted therapies, treatment planning,
a learning health care system for cancer, and the affordability of cancer
care (IOM, 2007, 2009a,b, 2010a,b, 2011b, 2013). IOM forums convene
workshops in which stakeholders examine policy issues, but they are not
formulated to generate consensus recommendations.

The IOM has defined quality of care as “the degree to which health
services for individuals and populations increase the likelihood of desired
health outcomes and are consistent with current professional knowledge”
(IOM, 1990, p. 21). In its 1999 report on ensuring the quality of cancer care,
the IOM elaborated on this definition and defined poor quality as “over-
use (e.g., unnecessary tests, medication, and procedures, with associated
risks and side effects); underuse (e.g., not receiving lifesaving surgical
procedures); or misuse (e.g., medicines that should not be given together,
poor surgical technique)” (IOM and NRC, 1999, p. 79). The IOM defined
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good quality care as “providing patients with appropriate services in a
technically competent manner, with good communication, shared deci-
sion making, and cultural sensitivity” (IOM and NRC, 1999, p. 79).

The 1999 report adopted Avedis Donabedian’s approach to evaluating
quality based on structure, process, and outcomes (Donabedian, 1980).
Structural quality refers to the ability of a health care system to meet the
needs of patients or communities; process quality refers to the technical
skills of health care clinicians and their interactions with patients; and
outcomes quality refers to changes in patients” health status (e.g., morbid-
ity and mortality) (IOM and NRC, 1999).

The IOM’s report Crossing the Quality Chasm furthered the con-
ceptualization of high-quality care by identifying six aims for the
21st-century health care system. It stated that health care should be
(1) safe—avoiding injuries to patients from the care that is intended to
help them; (2) effective—providing services based on scientific knowl-
edge to all who could benefit and refraining from providing services
to those not likely to benefit; (3) patient-centered—providing care that
is respectful of and responsive to individual preferences, needs, and
values, and ensuring that patient values guide all clinical decisions;
(4) timely—reducing waits and sometimes harmful delays for both those
who receive and those who give care; (5) efficient—avoiding waste,
including waste of equipment, supplies, ideas, and human resources;
and (6) equitable—providing care that does not vary in quality because
of personal characteristics, such as gender, ethnicity, geography, and
socioeconomic status (IOM, 2001a).

More recently, a number of other groups have identified additional
components of high-quality health care. For example, in commissioning
a new facility for Walter Reed National Military Center, Congress man-
dated that an independent committee oversee the development of the
design plans. This committee initiated its task by developing a definition
of a world-class medical facility. It determined that these facilities should
(1) be designed using evidence-based design principles that facilitate
care processes; (2) employ a well-trained, competent, and compassion-
ate workforce; (3) provide coordinated, evidence-based care; (4) meet
all relevant quality metric benchmarks and reporting requirements; and
(5) appoint pragmatic and visionary leaders (Kizer, 2010; NCR BRAC
HSAS, 2009).

AHRQ's conceptualization of medical neighborhoods—which are ori-
ented around patient-centered medical homes (PCMHs) and include all
other clinicians involved in caring for patients, the community, and social
services—also include key features of high-quality care. According to
AHRQ), high-functioning medical neighborhoods (1) delineate the roles of
the clinicians and institutions in the system; (2) share clinical information;
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(3) develop individualized care plans for patients; (4) coordinate patients’
transition between care settings; (5) focus on patient preferences; and (6)
link clinical and nonclinical services (e.g., personal care services, home-
delivered meals, or school-based health care). For patients with cancer, a
medical neighborhood could be centered on the cancer care team rather
than a primary care PCMH (Taylor et al., 2011). Both of these efforts rep-
resent high-level examinations of structural and operational aspects of
high-quality health care delivery.

In recent years there have also been several efforts to define high-
quality of care for specific aspects of cancer care delivery. The IOM’s
report Cancer Care for the Whole Patient concluded that “attending to psy-
chosocial needs should be an integral part of quality cancer care” (IOM,
2008a, p. 8). Recently, Parry and colleagues (2013) developed a conceptual
model for cancer survivorship care. Similar to the cancer care framework
presented in this report, care planning and meeting the needs of patients
and their families are at the center of their survivorship care framework.
Their framework aims to use survivorship care plans to produce the
short-term goals of improving patients” adherence to follow-up care; clini-
cians” management of long-term and late effects of treatment and comor-
bid conditions; and health care resources use, and the long-term goals of
better health outcomes and lower costs.

Similarly, McCorkle and colleagues (2011) adapted the Chronic Care
Model to cancer care because cancer patients increasingly need long-term
surveillance and treatment. The primary features of this model are pro-
ductive interactions between patients and their clinicians; enabled and
empowered patients; proactive and prepared practice teams; a practice
home for patients with cancer (i.e., a single clinical team that takes respon-
sibility for meeting a patient’s care needs across the continuum of care);
and collaborative care plans.

CONCEPTUAL FRAMEWORK

The committee’s conceptual framework for improving the quality of
cancer care takes into account the heterogeneity of clinical settings where
cancer care is delivered as well as the existing models of high-quality
care summarized above. The central goal of its conceptual framework is
to deliver patient-centered, evidence-based, high-quality cancer care that
is accessible and affordable to the entire U.S. population regardless of the
setting where cancer care is provided. The committee identified six com-
ponents of a high-quality cancer care delivery system that will be integral
to this transformation:
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1. Engaged patients: A system that supports all patients in making
informed medical decisions consistent with their needs, values,
and preferences in consultation with clinicians who have exper-
tise in patient-centered communication and shared decision mak-
ing (see Chapter 3).

2. An adequately staffed, trained, and coordinated workforce: A
system that provides competent, trusted, interprofessional can-
cer care teams that are aligned with patients’ needs, values, and
preferences, as well as coordinated with the patients’ noncancer
care teams and their caregivers (see Chapter 4).

3. Evidence-based cancer care: A system that uses scientific research,
such as clinical trials and comparative effectiveness research
(CER), to inform medical decisions (see Chapter 5).

4. Alearning health care information technology (IT) system for can-
cer: A system that uses advances in IT to enhance the quality and
delivery of cancer care, patient outcomes, innovative research,
quality measurement, and performance improvement (see Chap-
ter 6).

5. Translation of evidence into clinical practice, quality measure-
ment, and performance improvement: A system that rapidly and
efficiently incorporates new medical knowledge into clinical prac-
tice guidelines; measures and assesses progress in improving the
delivery of cancer care and publicly reports performance informa-
tion; and develops innovative strategies for further improvement
(see Chapter 7).

6. Accessible, affordable cancer care: A system that is accessible to all
patients and uses new payment models to align reimbursement
to reward care teams for providing patient-centered, high-quality
care and eliminating wasteful interventions (see Chapter 8).

Figure 1-5 illustrates the interconnectivity of the committee’s six com-
ponents for a high-quality cancer care delivery system. Patients are at the
center of the committee’s conceptual framework, recognizing that the
system’s most important goal is to meet the care needs of patients with
cancer and their families, through patient-centered communication and
shared decision making. The workforce encircles the patients, depict-
ing the idea that high-quality cancer care depends on the workforce to
provide competent, trusted, interprofessional care aligned with patients’
needs, values, and preferences. The evidence base and a rapid learning
IT system support patient-clinician interactions and provide patients and
clinicians with the information and decision support necessary to make
well-informed medical decisions. The arrows in the figure depict the cy-
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A High-Quality Cancer Care Delivery System

Evidence Base to Inform Clinical Care

Workforce

Patient-Clinician Interactions

Learning Health Care Information Technology System

Quality Measurement
(including patient
outcomes and costs)

Accessible, Affordable,
High-Quality Care

— =

Performance Improvement
and New Payment Models

FIGURE 1-5 An illustration of the committee’s conceptual framework for a high-
quality cancer care delivery system.

clical process of measuring the outcomes of patient-clinician interactions
and implementing innovative strategies and new payment models to
improve the accessibility, affordability, and quality of care.

Prioritizing the Components of the Framework

The committee recognizes that improving the quality of cancer care
will take substantial time and effort to achieve and implementation will
require efforts by all stakeholders in the cancer care community. The
committee numbered its six components for high-quality cancer care
in order of priority for implementation, taking into account both the
need and the feasibility of achieving each component of the framework.
Thus, achieving a system that supports patient decision making is the
top priority, followed by an adequately staffed, trained, and coordinated
workforce, evidence-based cancer care, a learning health care IT system,
the translation of evidence into practice, measurement of outcomes, and
performance improvement, and, finally, accessible and affordable cancer
care. The top priorities for implementation are depicted within the rect-
angle in Figure 1-5, with the most important component in the center
(i.e., patients). The committee recognizes the importance of access and
affordability in a high-quality cancer care delivery system but expects the
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ACA to make substantial changes in these areas of health care. Because
much of the law has not yet been implemented, these issues will need to
be revisited once the law’s full impact is known.

Approach to Implementing the Framework

The committee utilizes a variety of approaches in its recommenda-
tions to improve the quality of cancer care. In many circumstances, the
recommendations provide specific direction to individual stakeholders. It
directs recommendations to patients; members of the cancer care team (in-
cluding both academic and community oncology clinicians, primary care
clinicians, and other specialists); and health care delivery organizations
that are directly involved in the provision of cancer care. It also targets
the federal government, where appropriate, because the government is in
a position to develop national strategies and to influence the policies that
affect the behavior of those involved in the provision of cancer care. In
addition, as the dominant health insurance provider for cancer patients
and survivors, the federal government has a responsibility to assure that
its payments for services meet quality standards and are not harmful to
patients.

In many cases, change may start with individual organizations that
undertake localized efforts or pilot projects to implement improvements
in the cancer care delivery system. There are already many ongoing ac-
tivities related to the committee’s recommendations that would fall in
this category. In some cases, fully achieving the goals of the committee’s
framework may also necessitate collaboration among relevant stakehold-
ers to define the best path to implementation. Although there are numer-
ous challenges to such collaboration, examples of ongoing collaborations
among diverse stakeholders in the cancer community already exist, and
there may be greater incentives for such coordinated efforts in the cur-
rent environment. For example, the ACA is focusing national attention
and resources on improving the coordination and quality of the U.S.
health care system, such as promoting accountable care organizations and
other innovative payment models that reward clinicians for working as
a team and providing high-quality care. Many stakeholders are already
making changes in response to health care reform, and the committee’s
framework provides guidance on this process. In addition, the current
financial situation in the United States is placing pressure on the health
care delivery system to develop actionable solutions for eliminating waste
in care while also maintaining or improving quality. Again, the commit-
tee’s conceptual framework charts a new course for achieving this task.
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METHODS OF THE STUDY

The committee deliberated during four in-person meetings and nu-
merous conference calls between May 2012 and April 2013. During its
second meeting, the committee met in conjunction with the NCPF’s work-
shop on Delivering Affordable Cancer Care in the 21st Century. The goals of
the workshop included (1) summarizing current evidence on the overuse,
underuse, and misuse of medical technology throughout the continuum
of cancer care; (2) identifying modifiable problems in the cancer care de-
livery system and suggesting changes to address them; and (3) discussing
policy issues related to the value, cost containment, and reimbursement
of cancer care, as well as the economic incentives for innovation and
technology diffusion in cancer care. As part of this study, the committee
reviewed published literature, including the prior NCPF workshops and
IOM consensus studies, and sought input from stakeholders in cancer
care. The committee used the IOM’s Ensuring Quality Cancer Care report
(1999) as a foundation for examining challenges to and opportunities for
the delivery of high-quality cancer care and formulating recommenda-
tions for improvement.

ORGANIZATION OF THE REPORT

The committee structured its report around the six components of
its conceptual framework. This introductory chapter has described the
background, charge to the committee, conceptual framework, and meth-
ods for the report. Chapter 2 provides additional background information
on the current landscape and trends in cancer care. Chapters 3 through
8 elaborate on the committee’s six components for a high-quality cancer
care system and present the committee’s recommendations for action.

Chapter 2: The Current Cancer Care Landscape: An Imperative for
Change, focuses on demographic changes in the United States; trends in
cancer diagnoses, cancer survivorship, cancer treatment, and cancer care
costs; the unique needs of older adults with cancer; and policy initiatives
that may impact cancer care. It also provides a summary of the key stake-
holders involved in the cancer care delivery system.

Chapter 3: Patient-Centered Communication and Shared Decision
Making, focuses on strategies and tools for improving patient-centered
communication and shared decision making, as well as the unique com-
munication and decision-making needs of patients with advanced cancers.

Chapter 4: The Workforce Caring for Patients with Cancer, focuses
on ensuring that there is an adequate supply of clinicians to meet the ris-
ing demand for cancer care and that the workforce has the training and
skills necessary to provide high-quality cancer care.
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Chapter 5: The Evidence Base for High-Quality Cancer Care, focuses
on improving the evidence base that supports cancer care decisions by
improving the breadth and depth of data that are collected in clinical
research and improving the use of IT to collect, organize, and assess data
from various sources.

Chapter 6: A Learning Health Care Information Technology System
for Cancer, focuses on using technological advancements to improve
cancer care delivery, patient health, cancer research, quality measure-
ment, performance improvement, and reimbursement for high-quality
cancer care.

Chapter 7: Translating Evidence into Practice, Measuring Quality,
and Improving Performance, focuses on translating evidence into prac-
tice through quality metrics, clinical practice guidelines, and performance
improvement initiatives.

Chapter 8: Accessible and Affordable Cancer Care, focuses on access
to cancer care and on the role of payers, clinicians, and patients in improv-
ing affordability and quality of cancer care.
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The Current Cancer Care Landscape:
An Imperative for Change

change in the cancer care delivery system: (1) the changing demo-

graphics in the United States and the increasing number of cancer
diagnoses and cancer survivors and (2) the challenges and opportunities
in cancer care, including trends in cancer treatment, unique consider-
ations in treating older adults with cancer, unsustainable cancer care costs,
and federal efforts to reform health care. The chapter concludes with a
section outlining the key stakeholders who will be responsible for trans-
forming the cancer care delivery system, setting the stage for the report’s
subsequent chapters, which address the committee’s recommendations
for overcoming challenges to delivering high-quality cancer care.

This chapter documents the major drivers creating an imperative for

CANCER DEMOGRAPHICS

The changing demographics in the United States will exacerbate the
most pressing challenges to delivering high-quality cancer care. From
2010 to 2050, the United States is expected to grow from more than 300
million to 439 million people, an increase of 42 percent (Vincent and
Velkoff, 2010). Although the overall growth rate of the population is
slowing, the older adult population, defined in this report as individuals
over the age of 65, continues to experience remarkable growth (Mather,
2012; Smith et al., 2009). The diversity of the population is also increasing
(Smith et al., 2009). This section explores these trends in detail as well as
trends in cancer diagnosis and survivorship.

43
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The Aging Population

Between 1980 and 2000, the older adult population grew from 25 mil-
lion to 35 million and it is expected to comprise an even larger proportion
of the population in the future (Smith et al., 2009). Projections show that
by 2030, nearly one in five U.S. residents will be age 65 and older. By 2050,
the older adult population is expected to reach 88.5 million, more than
double that in 2010 (Vincent and Velkoff, 2010). The baby boomer genera-
tion, the first of whom turned 65 in 2011, is largely responsible for the
projected population increase. As the baby boomer generation ages, the
older adult population over 85 years will rapidly increase: in 2010, around
14 percent of older adults were 85 years of age and older; by 2050, that
proportion is expected to grow to more than 21 percent (see Figure 2-1)
(Vincent and Velkoff, 2010). Thus, not only is the U.S. population getting
older, the older adult population is getting older.

Increasing Diversity of the Population

Growing racial and ethnic diversity in the United States are important
demographic trends influencing the delivery of high-quality cancer care.
The two major factors contributing to this increasing diversity include (1)
immigration and (2) differences in fertility and mortality rates (Shrestha
and Heisler, 2011). From 1980 to 2000, racial and ethnic minorities (i.e.,
non-White) grew from 46 million to 83 million and are expected to expand

100
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30

85 years and over
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FIGURE 2-1 Distribution of the projected older population by age in the United
States, 2010 to 2050.

NOTE: Vertical line indicates the year that each age group is the largest proportion
of the older population. Data are from the U.S. Census Bureau’s 2008 National
Population Projections.

SOURCE: Vincent and Velkoff, 2010.
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to 157 million by 2030 (see Table 2-1 and Figure 2-2) (Smith et al., 2009).!
The Hispanic population, for example, is one of the fastest-growing seg-
ments of the U.S. population; if current demographic trends continue,
the proportion of Hispanic individuals will rise from 12.6 percent of the
population in 2000 to 30.2 percent in 2050 (Shrestha and Heisler, 2011).

Racial and ethnic minorities are much younger than the overall U.S.
population. As a result, the older adult population in the United States is
not as racially and ethnically diverse as the U.S. population as a whole. As
the minority population ages over the next four decades, the older adult
population is expected to become more diverse. Minorities are projected
to comprise 42 percent of the older adult population by 2050, a 20 percent
increase from 2010 (Vincent and Velkoff, 2010). The Hispanic population
age 65 and older is projected to increase by more than sixfold from 2010
to 2050, compared to the non-Hispanic population, which is expected to
double during this same time period (Vincent and Velkoff, 2010).

The male-to-female ratio in the older adult population is also expected
to shift in the coming decades. The U.S. population has traditionally in-
cluded more females than males due to women's longer life expectancy.
With the life expectancy among males quickly rising, the percentage of
females 65 years and older will decrease from 57 percent of the older
population in 2010 to 55 percent in 2050 (Vincent and Velkoff, 2010).

Trends in Cancer Diagnoses

From 1980 to 2000, the U.S. population grew from 227 million to 279
million (a 23 percent increase). During that same time period, the total
yearly cancer incidence increased from 807,000 to 1.34 million (a 66 per-
cent increase) (Smith et al., 2009). Future projections indicate that between
2010 and 2030, the U.S. population will increase from 305 million to 365
million (a 19 percent increase), while the total cancer incidence will rise
from 1.6 million to 2.3 million (a 45 percent increase) (Smith et al., 2009).
Thus, the incidence of cancer is rapidly increasing (see Figure 2-3).

Men are more likely than women are to be diagnosed with cancer.
Current estimates place the overall lifetime risk of developing cancer
in men at around one in two and for women around one in three; the
incidence rate for all cancers combined is 33 percent higher in men than
in women (ACS, 2012b; Eheman et al., 2012). More than 1.6 million in-
dividuals will be diagnosed with cancer in 2013 (854,790 in men and
805,500 in women) (NCI, 2013a). The three most common cancers in men

! Pederal standards for collecting information on race and Hispanic origin were estab-
lished by the Office of Management and Budget in 1997 and revised in 2003. Race and ethnic-
ity are discussed as distinct concepts in this report (OMH, 2010; Shrestha and Heisler, 2011).
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FIGURE 2-2 Hispanics and non-Hispanics as a percentage of the U.S. population,
2000-2050.

NOTE: For the years 2010-2050, data are from the U.S. Census Bureau’s 2008
National Population Projections. For 2000, data are from Congressional Research
Service extractions from the U.S. Census Bureau’s 2004 U.S. Interim National
Population Projections.

SOURCE: Shrestha and Heisler, 2011.

are prostate, lung, and colorectal cancer, and the three most common in
women are breast, lung, and colorectal cancer (CDC, 2012a,b). The greater
incidence of cancer in men is often attributed to higher rates of tobacco
use, obesity, physical inactivity, and prostate-specific antigen screening
(Andriole et al., 2012; CDC, 2013; KFF, 2013b).

Some minority populations are at an increased risk for cancer (IOM,
1999) (see Table 2-2). African American men consistently have the highest
cancer incidence rate of all racial and ethnic groups, with overall rates 15
percent higher than for white men and almost twice that for Asian/Pacific
Islander men (Eheman et al., 2012). In addition, the cancer incidence rate
is expected to grow faster among racial and ethnic minorities than for
Whites (Smith et al., 2009). From 2010 to 2030, the percentage of cancers
diagnosed in racial and ethnic minorities is expected to increase from 21
to 28 percent of all cancers (Smith et al., 2009). The causes of these racial
and ethnic disparities in risk are complex and overlapping, and they can
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FIGURE 2-3 Projected cases (A) and percent change (B) of all invasive cancers in
the United States by race and ethnicity.

NOTE: AI = American Indian; AN = Alaska Native; PI = Pacific Islander.
SOURCE: Smith, B. et al: ] Clin Oncol 27(17), 2009: 2758-2765. Reprinted with
permission. © 2009 American Society of Clinical Oncology. All rights reserved.
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TABLE 2-2 Cancer Incidence Rates by Race, 2006-2010, from 18 SEER

Geographic Areas

Cancer Incidence Rates by Race and Ethnicity

Race/Ethnicity Male Female

All Races 535.9 per 100,000 men 411.2 per 100,000 women
White 539.1 per 100,000 men 424.4 per 100,000 women
African American 610.4 per 100,000 men 397.5 per 100,000 women
Asian /Pacific Islander 335.06 per 100,000 men 291.5 per 100,000 women
American Indian/ 351.3 per 100,000 men 306.5 per 100,000 women
Alaska Native

Hispanic 409.7 per 100,000 men 323.2 per 100,000 women

NOTE: SEER = Surveillance, Epidemiology, and End Results program.
SOURCE: NCI, 2013a.

include socioeconomic status (SES); unequal access to care; differences
in behavioral, environmental, and genetic risk factors; and social and
cultural biases that influence the quality of care (AACR, 2012; ACS, 2011).

SES is another predictor of cancer incidence and morbidity (Clegg
et al., 2009). People with lower SES are disproportionately affected by
many cancers, including lung, late-stage prostate, and late-stage female
breast cancer (ACSCAN, 2009; Booth et al., 2010; Clegg et al., 2009). These
disparities in people with lower SES are often attributed to differences
in cancer preventive behaviors, health insurance status, and an inability
to access and afford timely screening and appropriate follow-up care
(ACSCAN, 2009).

Finally, one of the strongest risk factors for cancer is age (see Figure 2-4)
(ACS, 2012b; NCI, 2013a). The median age for a cancer diagnosis is 66
years of age (NCI, 2013a). In general, as age increases, cancer incidence
and mortality increase (NCI, 2013a). As more of the population reaches
65 years of age, cancer incidence is expected to increase.

Trends in Cancer Survivorship

The Institute of Medicine previously adopted the National Coalition
for Cancer Survivorship’s definition of a cancer survivor as a person who
has been diagnosed with cancer, from the time of diagnosis through the
balance of life JOM and NRC, 2005). Since the “war on cancer” began in
1971, changes in screening and treatment have contributed to an almost
fourfold increase in the number of survivors (NCI, 2012a; Parry et al.,
2011). Out of a U.S. population of more than 300 million people, approxi-
mately 14 million people are cancer survivors (see Table 2-3) (ACS, 2012c;
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FIGURE 2-4 Age-specific incidence and mortality rates for all cancers combined,
2006-2010.
SOURCE: N(T, 2013a.

U.S. Census Bureau, 2013). Projections estimate that the total number of
cancer survivors will reach 18 million (8.8 million males and 9.2 million
females) by 2022 (see Figure 2-5) (ACS, 2012¢; de Moor et al., 2013).

Average survival time following a cancer diagnosis is growing lon-
ger. As a result, there are more adults living with a history of cancer
throughout their lifetime (Parry et al., 2011). In the current population of
cancer survivors, 64 percent were diagnosed more than 5 years ago and
15 percent were diagnosed more than two decades ago (ACS, 2012c). The
majority of these survivors are older adults (ACS, 2012c; Parry et al., 2011).
In addition, the number of cancer survivors over the age of 65 years is
expected to increase at a faster rate than for any other age group; by 2020,
11 million cancer survivors will be older adults, a 42 percent increase from
2010 (Parry et al., 2011). Box 4-3 in Chapter 4 discusses various workforce
strategies that are being utilized to care for this growing population of
cancer survivors.

The increases in survival following a cancer diagnosis, however, have
not been equitable across all segments of the population (IOM, 1999).
Recent policy initiatives, such as the Patient Protection and Affordable
Care Act (ACA)? provision on understanding health care disparities (see
Annex 2-1) and the Healthy People 2020 initiative, are designed to gather
data on health care disparities and promote health equity. Current data
indicate that there are major disparities in cancer outcomes among people

2 Patient Protection and Affordable Care Act, Public Law 111-148, 111th Congress (March
23, 2010).

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/18359

Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis

THE CURRENT CANCER CARE LANDSCAPE 51

TABLE 2-3 Estimated Number of U.S. Cancer Survivors by Sex and Age
as of January 1, 2012

Male Female

Number Percent Number Percent
All ages 6,442,280 7,241,570
0-14 36,770 1 21,740 <1
15-19 24,860 <1 23,810 <1
20-29 74,790 1 105,110 1
30-39 134,630 2 250,920 3
40-49 350,350 5 647,840 9
50-59 930,140 14 1,365,040 19
60-69 1,705,730 26 1,801,430 25
70-79 1,858,260 29 1,607,630 22
80+ 1,326,740 21 1,418,050 20

NOTE: Data are from the Data Modeling Branch, Division of Cancer Control and Popula-
tion Sciences, National Cancer Institute. Percentages may not sum to 100 percent due to
rounding.

SOURCE: American Cancer Society. Cancer Treatment and Survivorship: Facts and Figures.
Atlanta: American Cancer Society, Inc. ACS, 2012c.

who have lower SES, are racial and ethnic minorities, and people who
lack health insurance coverage (ACS, 2011; ACSCAN, 2009; AHRQ, 2011b,
2012b). The committee addresses the importance of ensuring that cancer
care is accessible and affordable to all individuals in Chapter 8.

SES is an important factor in cancer survival and cancer death (ACS,
2011; IOM, 1999). For example, the 5-year cancer survival rate is 10 per-
centage points higher among people who live in affluent areas compared
to people who live in poorer areas (Ward et al., 2004). People who have
lower SES (measured by years of education) are more likely to die from
cancer compared to people who have higher SES, regardless of other de-
mographic factors; this disparity is likely to increase (ACS, 2011). There
are several possible explanations for the correlation between low SES
and poor cancer survival. Individuals with low SES often lack access to
preventive care or cancer treatment due to the high cost of care, lack of
health insurance, poor health literacy, or because they live in poor or rural
areas that are geographically isolated from clinicians (ACS, 2011). As a re-
sult, these individuals may be more likely to be diagnosed with late-stage
cancers, which could have been treated more effectively if diagnosed
earlier. In addition, an individual’s SES can influence the prevalence of
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FIGURE 2-5 Estimated and projected number of cancer survivors in the United
States from 1977 to 2022 by year since diagnosis.

SOURCE: Reprinted from Cancer Epidemiology, Biomarkers & Prevention, 2013, 22(4),
561-570, de Moor, Cancer survivors in the United States: Prevalence across the
survivorship trajectory and implications for care, with permission from AACR.

behavioral risk factors for cancer, including tobacco use, poor diet, and
physical inactivity, as well as the likelihood of following cancer screening
recommendations (ACS, 2011; NCI, 2008). People with less education,
for example, are more likely to smoke and those with lower incomes are
less likely to exercise than people with higher education and incomes
(ACSCAN, 2009).

Some racial and ethnic groups have poorer survival and higher cancer
death rates compared to other groups (ACS, 2013b). From 1999 to 2008,
overall cancer death rates appreciably declined in every racial and ethnic
group except American Indian and Alaska Native populations (Eheman
et al., 2012). African Americans have the highest death rate of all racial
and ethnic groups; the death rate for all cancers combined is 31 percent
higher in African American men compared to White men and 15 percent
higher for African American women compared to White women (ACS,
2013a). African Americans also have a lower 5-year overall survival rate
from cancer than Whites (60 percent versus 69 percent) (ACS, 2013a).

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/18359

Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis

THE CURRENT CANCER CARE LANDSCAPE 53

Asian Americans generally have lower cancer death rates than Whites;
however, disparities in survival exist for certain types of cancers, such
as stomach and liver cancer (NCI, 2012d; OMH, 2012). Death rates are
lower among Hispanics than among non-Hispanic Whites for all cancers
combined and for the four most common cancers (prostate, female breast,
colorectal, and lung) (ACS, 2012a). Table 2-4 provides overall cancer death
rates by race and ethnicity.

As noted previously, the factors contributing to racial and ethnic
disparities in cancer outcomes are complex and overlapping, and they
can include low SES; unequal access to care; differences in behavioral,
environmental, and genetic risk factors; and social and cultural biases
that influence the quality of care (AACR, 2012; ACS, 2011). African Ameri-
cans are often diagnosed at later stages of disease than are Whites, when
the severity is greater and the odds of survival are poorer (ACS, 2013a;
AHRQ, 2011b, 2012b). Although Hispanics have lower cancer death rates
than Whites, they too are often diagnosed at later stages of disease than
are Whites (ACS, 2012a). Patient beliefs and choices may contribute to
the later stage of diagnosis (Espinosa de los Monteros and Gallo, 2011;
Margolis et al., 2003; Stein et al., 2007). Racial and ethnic minorities may
be more skeptical about the medical community due to past incidents of
mistreatment (IOM, 1999, 2003). In addition, problems in communication
and coordination of care may contribute to the disparities in treatment
outcomes. According to one study, racial and ethnic minorities and non-
English speakers were less likely to report that they had received excellent
or very good cancer care than were Whites, and analyses found that a

TABLE 2-4 Death Rates by Race in 2006-2010 from 18 SEER Geographic
Areas

Death Rates by Race and Ethnicity

Race/Ethnicity Male Female

All Races 215.3 per 100,000 men 149.7 per 100,000 women
White 213.1 per 100,000 men 149.8 per 100,000 women
African American 276.6 per 100,000 men 171.2 per 100,000 women
Asian/Pacific Islander 132.4 per 100,000 men 92.1 per 100,000 women
American Indian/ 191.0 per 100,000 men 139.0 per 100,000 women
Alaska Native

Hispanic 152.1 per 100,000 men 101.2 per 100,000 women

NOTE: SEER = Surveillance, Epidemiology, and End Results program.
SOURCE: NCI, 2013a.
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lack of coordination of care was the greatest factor contributing to these
differences (Ayanian et al., 2005).

Insurance status is also predictive of an individual’s chances of sur-
viving cancer. Uninsured persons and persons enrolled in Medicaid are
often diagnosed with cancer at a later stage than are individuals enrolled
in other types of insurance (ACS, 2013b; Halpern et al., 2007). Those
same individuals are less likely to survive cancer regardless of the stage
at diagnosis (ACS, 2008). This difference in cancer outcomes can likely be
explained by a number of factors, including these populations” access to
care, quality of cancer care, and health literacy. Uninsured and Medicaid
enrollees are more likely than are other populations to face barriers in
accessing care, such as the inability to find adequate transportation, to
take time off from work, to pay out of pocket for the cost of care, or to
find physicians who will accept Medicaid insurance or treat them without
insurance. Conversely, individuals with private insurance are more likely
to receive recommended, appropriate cancer screening and treatment
than are individuals who have Medicare and Medicaid insurance, and
who are racial and ethnic minorities, or have low SES (ACS, 2008; Harlan
et al., 2005).

CHALLENGES AND OPPORTUNITIES IN CANCER CARE

Medical knowledge has expanded in recent years and the pace of
advancement is likely to accelerate. There have been breakthroughs in
numerous areas of medical research, including genomics, stem cell biol-
ogy, and molecular biology. This has led to the availability of many more
diagnostic tests and treatments for cancer and has moved the practice of
oncology toward more molecularly targeted medicine. These advance-
ments, however, have coincided with unsustainable growth in health
care spending—spending that is likely to be exacerbated in the future by
a cancer care delivery system overwhelmed by many more patients and
an increasingly complex patient population with multiple comorbidities.
Congress, recognizing that national changes are needed to address these
challenges, passed major health care reform legislation as well as a num-
ber of other policy initiatives in recent years. Each of these challenges and
opportunities is discussed in detail below.

Trends in Cancer Treatment

Once the province of surgeons and local-regional therapies, cancer
treatment has evolved rapidly in recent decades. Systemic treatments
emerged in the 1950s and 1960s, initially as relatively nonspecific che-
motherapies with limited efficacy in some human cancers. Empiricism,
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rather than an understanding of tumor biology, dominated oncology
drug development in this era. In recent years, researchers have devel-
oped treatments targeting specific molecular aberrations in cancer cells
(e.g., Imatinib for chronic myelogenous leukemia, Trastuzumab for breast
cancer). Molecularly targeted treatments have pervaded Food and Drug
Administration (FDA) approvals in oncology in the past decade and have
improved patient outcomes for many cancers. These agents commonly
require a test to assess the drug target in the patient’s tumor. As such,
companion diagnostic testing (e.g., estrogen receptor [ER] and human
epidermal growth factor receptor-2 [HER2] in breast cancer, anaplastic
lymphoma kinase [ALK] and epidermal growth factor receptor [EGFR] in
non-small-cell lung cancer) has increased in importance. The sheer num-
ber of targeted agents has increased the educational burden for cancer
care clinicians and the financial burden for the health care system. In the
near future, the implementation of genome-based diagnostics will likely
alter both the ability to deliver precision medicine and the complexity of
cancer treatment (IOM, 2010, 2012b; NRC, 2011).

Unique Considerations in Treating Older Adults with Cancer

There are a number of unique considerations in providing appropri-
ate care to older adults with cancer. Older adults with cancer often have
altered physiology, functional impairment (either at the time of diagnosis
or as a potential consequence of treatment), multiple and often coexisting
morbidities, increased side effects of treatment, and potentially different
or additional treatment goals (Yancik, 1997). They may rely more heavily
on social support to manage their disease than do younger individuals
with cancer (see discussion on caregiving in Chapter 4). In addition, there
are limited data from clinical trials to guide treatment decisions in older
patients (see discussion in Chapter 5). Older patients—especially frail pa-
tients, those with organ dysfunction, or those with poor health status—are
often excluded from cancer clinical trials, and the impact of cancer treat-
ment on physical or cognitive function is typically not captured in clinical
trials (Hutchins et al., 1999; Talarico et al., 2004; Unger et al., 2006; Yee et
al., 2003). Stereotypes held by clinicians about older adults may also deter
them from treating patients aggressively (Foster et al., 2010).

Older adults with cancer may have different treatment goals or pref-
erences compared to younger patients with cancer. In a survey of older
adults with chronic illness, for example, 74 percent of respondents did not
want treatment if it would cause functional impairment, and 88 percent
did not want treatment if it would cause cognitive impairment, regard-
less of the impact on survival (Fried et al., 2002). Clinicians’ treatment
recommendations are greatly influenced by their patients’ age, comor-
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bidity, and health status, and do not always take into account individual
preferences (Hurria et al., 2008). Clinicians’ communication styles and
their own treatment preferences also have an impact on the type of care
older adults with cancer receive. In a study of patients 70 years and older
with advanced colorectal cancer, patients” preferences for an active or
passive role in their chemotherapy decision making did not always match
what their physician perceived as their preferred decision-making style
(Elkin et al., 2007). Another study found that women who preferred less
physician input were less likely to receive chemotherapy, while patients
of oncologists who had a strong preference for providing chemotherapy
were more likely to receive it (Mandelblatt et al., 2012). Decision aids, dis-
cussed in Chapter 3, are one mechanism that can help improve patients’
understanding of their prognosis, their treatment options, and the benefits
and harms of treatment (Leighl et al., 2011).

A geriatric assessment is a useful tool for assessing the different needs
of older adults. A geriatric assessment evaluates an older adult’s physi-
ological changes, functional status, comorbid medical conditions, cogni-
tion, psychological status, social functioning and support, nutritional
status, and polypharmacy. (See Box 2-1 for a description of each domain.
Table 2-5 highlights the specific physiological changes that correlate with
the aging process. However, it is important to recognize that clinical mani-
festations may not always be “typical” in an older adult.) Each of these
domains is predictive of morbidity and mortality in the geriatric popula-
tion (Inouye et al., 1998; Landi et al., 2000; Lee et al., 2006; Reuben et al.,
1992; Rigler et al., 2002; Seeman et al., 1987; Studenski et al., 2004; Walter
et al., 2001). Many of these domains are also predictive of prognosis in
younger adults; however, they are particularly important for assessing
older adults due to this population’s increased risk of social, physical,
and mental vulnerability. Clinicians can use geriatric assessments to un-
derstand the unique needs of older adults with cancer and the potential
benefits and harmsof various care plans (Extermann et al., 2012; Hurria
et al.,, 2011a).

Unsustainable Cancer Care Costs

In the United States, the rising costs of health care is a central fiscal
challenge (CBO, 2012b; IOM, 2012a; NRC, 2012; Sullivan et al., 2011). The
United States spent $2.7 trillion on health care in 2011, accounting for 17.9
percent of the nation’s gross domestic product (GDP) (CMS, 2013a). By
2037, health care costs are anticipated to account for almost 25 percent of
the nation’s GDP (CBO, 2012a). Estimating future health care spending,
however, is challenging, as it depends both on changes within the health
care system and the economy as a whole (Fuchs, 2013). From 2015 to 2021,
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BOX 2-1
Domains of a Geriatric Assessment

Physiological Changes

It is important for clinicians to recognize the potential for physiological decline
in older adults with cancer when devising care plans for this population. The rate of
decline and the appearance of resulting physiological consequences due to aging
are unique to each individual. Age-related changes, including declines in organ
function, can impact an individual’s tolerance for cancer therapy and the correct
dosing of chemotherapy (Bajetta et al., 2005; Bruno et al., 2001; Crivellari et al.,
2000; Extermann et al., 2012; Goldberg et al., 2006; Graham et al., 2000; Haller
et al., 2005; Hurria et al., 2005, 2011b; Muss et al., 2007; Toffoli et al., 2001).
Table 2-5 summarizes common age-related changes in various organ systems.
Periods of stress, such as stress induced by cancer and/or cancer treatment, can
further impact an individual’s physiological state. For example, older adults often
have increased bone marrow fat and decreased bone marrow reserve. In older
adults with cancer, this is associated with an increased risk of myelosuppression
(i.e., bone marrow suppression) and can lead to complications from chemother-
apy, such as anemia and an increased distribution of drugs throughout the body
(Dees et al., 2000; Gomez et al., 1998; Repetto et al., 2003).

Functional Status

Functional status is generally measured by assessing an individual’s ability to
complete activities of daily living (ADLs) (e.g., grooming, dressing, eating, walking)
and instrumental activities of daily living (IADLs) (e.g., shopping, housekeeping,
accounting, preparing food, using the telephone, traveling). Cancer is associated
with an increased need for assistance with these types of activities (Keating et
al., 2005; Stafford and Cyr, 1997). It is important that the oncology workforce
have tools to assess the functional status of older adults with cancer because this
evaluation helps clinicians to determine a patient’s risk of treatment toxicity and
postoperative complications; ascertain whether a patient receiving chemotherapy
is able to seek medical attention if necessary (i.e., use the telephone to call for
help, follow instructions, and anticipate and respond to toxicity); and estimate
overall survival (Audisio et al., 2005; Extermann et al., 2012; Hurria et al., 2011a;
Keating et al., 2005; Stafford and Cyr, 1997). For example, in a clinical trial of
older patients with advanced non-small-cell lung cancer, pretreatment IADLs
were correlated with survival (Maione et al., 2005). Other studies have shown
that declines in physical function persisting over time are associated with poorer
overall survival and increased risk of subsequent hospitalization, compared with
declines in physical function that are transient (Mor et al., 1994; Sleiman et al.,
2009). Measuring functional status at several points along the trajectory of illness
may provide valuable prognostic information.

continued
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BOX 2-1 Continued

Comorbid Medical Conditions

It is important for the medical team to identify performance status and existing
comorbidities in older adults with cancer, because these can impact a patient’s
prognosis and tolerance for cancer treatment (Birim et al., 2006; Frasci et al.,
2000; Steyerberg et al., 2006). The presence of multiple comorbidities is associ-
ated with worse survival in adults with cancer (Extermann et al., 2000; Firat et
al., 2002; Frasci et al., 2000; Piccirillo et al., 2004; Satariano and Ragland, 1994).
Individuals with multiple comorbidities are also likely to experience a decline in
functional status over time (Rigler et al., 2002; Studenski et al., 2004). However,
further research is needed to understand the longitudinal relationship between
comorbidities and subsequent functional status of older adults with cancer (Dacal
et al., 2006; Extermann et al., 1998; Hurria et al., 2006; Yancik et al., 2007).

Nutritional Status

Few studies have examined the association between cancer, aging, and nutri-
tion, but existing evidence suggests that nutritional status may have an impact
on prognosis and survival. For example, older adults are at an increased risk
for mucositis, which impacts an individual’s ability to maintain adequate nutrition
during cancer therapy. Weight loss in cancer patients is associated with poorer
chemotherapy response rates and poorer survival (Dewys et al., 1980). There is
also evidence that poor nutritional status is associated with an increased risk of
mortality (Landi et al., 2000). In a study of patients with metastatic colorectal can-
cer, severe malnutrition was associated with greater toxicity and reduced overall
survival (Barret et al., 2011).

Cognition

A cognitive assessment in older adults with cancer should be conducted to
determine whether a patient has the ability to consent to and adhere to medication
regimens in the home. Both aging and cancer therapy have the potential to impact
cognitive function. A patient with cognitive impairment will likely need assistance
from a family member, friend, or caregiver to maintain safety and remember in-
structions on taking medications. There is also an association between cognitive
function and physical function, so a patient with cognitive impairment may also
require assistance with other ADLs/IADLs (Dodge et al., 2005; Sauvaget et al.,
2002; Wadley et al., 2008).

Psychological State and Social Support

Many older adults with cancer are at risk for depression, psychological dis-
tress, and social isolation. Depression is common in older adults and can be hard
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to diagnose because the symptoms of cancer and depression often overlap, and
the presentation of depression in older adults is often more somatic and less af-
fective or emotional than in younger persons (Weinberger et al., 2009). However,
it is important to identify and treat depression in older adults because depressive
symptoms are associated with a decline in physical function (Penninx et al., 1998).
Similarly, in a recent study, 41 percent of older adults with cancer reported psy-
chological distress, which was correlated with poorer physical function (Hurria et
al., 2009). Evidence from both the geriatric and the oncology literature has linked
social isolation to a higher risk of death (Kroenke et al., 2006; Reuben et al., 1992;
Seeman et al., 1993; Waxler-Morrison et al., 1991). For example, two studies
have found that women with breast cancer who get divorced or separated and
lack adequate social support are at a higher risk for severe psychological distress
(Kornblith et al., 2001, 2003). Social support plays a vital role in the psychological
functioning of older adults and can mitigate the psychological impact of stressful
life events, such as a cancer diagnosis and cancer treatment (Kornblith et al.,
2001). Thus, assessing a patient’s psychological state and their social support
system can provide important prognostic information.

Polypharmacy

Older adults are likely to have one or more chronic conditions and, as a result,
see multiple clinicians and take multiple medications (Gurwitz, 2004; Hajjar et al.,
2007; Hanlon et al., 2001; Safran et al., 2005). It is important for clinicians to as-
sess the medications older adults receive in addition to cancer therapy, because
the use of multiple medications increases an individual’s risk of adverse effects.
Drug-drug and drug-disease interactions, for example, can lead to increased or
decreased clinical effects, increased drug toxicity, and compromised adherence to
therapy (Elmer et al., 2007; Qato et al., 2008; Riechelmann and Del Giglio, 2009).
There is also the risk of medication duplication (where medications of the same
or similar drug class or therapeutic effect taken concurrently do not provide any
additional benefit) and medication underuse (where patients are overwhelmed by
the number of medications they have been prescribed and do not take some of
them). This assessment should consider dosage and indications of prescription
medications, as well as over-the-counter, herbals, and complementary/alternative
medications (Qato et al., 2008; Rolita and Freedman, 2008; Yoon and Schaffer,
2006). Evidence suggests that having a pharmacist or interdisciplinary team re-
view a patient’s medications can lessen the number of medications a patient must
take or identify potential drug-drug interactions (Bregnhoj et al., 2009; Chrischilles
et al., 2004; Crotty et al., 2004; Davis et al., 2007; Hanlon et al., 1996; Holmes et
al., 2008; Spinewine et al., 2007; Stuijt et al., 2008; Vinks et al., 2009). Clinicians’
use of electronic drug databases and indexes on appropriate medication can
also help identify unnecessary medications or potential drug-drug interactions
(Clauson et al., 2007; Egger et al., 2003; Tulner et al., 2008; Weber et al., 2008).
Methods to help clinicians assess the appropriateness of drug prescribing have
also been developed, including the Medication Appropriateness Index and the
Beers Criteria (Beers, 1997; Beers et al., 1991; Fick et al., 2003; Hanlon et al.,
1992; Zhan et al., 2001).
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TABLE 2-5 Examples of Age-Related Changes in Each Organ of the
Functional System

System or Function Age-Related Changes

Cardiovascular system e Decreased maximal heart rate in response to stress
e Increased wall stiffness that leads to reduction in
early diastolic filling and diastolic dysfunction
e Declined ventricular function

Gastrointestinal system e Decreased secretion of digestive enzymes
e Changed peristalsis rate; gastric emptying is
prolonged
e Decreased basal gastric flow
e Changed intestinal motility and absorption
e Decreased liver size, volume, and blood flow

Pulmonary system e Declined lung recoil
e Decreased ability to clear secretions
e Increased airway resistance

Renal function Decreased kidney weight

Decreased renal blood flow

Decreased creatinine clearance

Decreased reabsorption and responsiveness to

regulatory hormones

Neurologic system Decreased hearing/eyesight
Increased response time
Increased risk of developing delirium

Increased risk of peripheral neuropathy

Decreased bone marrow reserve
e Increased risk of infection and anemia

Hematologic system

Immunologic changes e Increased susceptibility to infection
o Altered T-cell function

Changes in body composition
may lead to alterations in drug
distribution

Increased body fat

Decreased lean body mass

Decreased total body water

Increased susceptibility to dehydration

SOURCES: Avorn and Gurwitz, 1997; Baker and Grochow, 1997; Duthie, 2004; Sawhney et
al., 2005; Sehl et al., 2005; Vestal, 1997; Yuen, 1990.

the Centers for Medicare & Medicaid Services (CMS) has estimated that
health care spending will grow at an average rate of 6.2 percent annually,
driven by a number of factors, including the aging of the population and
implementation of health care reform (CMS, 2013b). Likewise, although
the Congressional Budget Office (CBO) recently revised its 10-year pro-
jection of Medicaid and Medicare spending downward by 3.5 percent,
it has projected an increase in federal deficits due to the pressures of an
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aging population, rising health care costs, expansion of federal subsidies
for health insurance as part of health care reform, and growing interest
payments on federal debt (CBO, 2013a,b,c). The growth in health care
spending has slowed in recent years but it is unclear that this trend will
continue (Fuchs, 2013; Hartman et al., 2013; Ryu et al., 2013). Regardless,
health economist Victor Fuchs (2013) has asserted that national health
care spending will continue to pose challenges for the U.S. economy in
the future.

Health care costs are a critical challenge to the nation’s economic
stability. In 2009, health care spending in the United States was 2.5 times
greater than the Organisation for Economic Co-operation and Develop-
ment average (OECD, 2013). Rising health care costs could lead to higher
taxes, a decline in the nation’s GDP, decreased employment, and a lower
standard of living (AHR, 2012; Baicker and Skinner, 2011). They could
also threaten the United States’ economic competitiveness and perpetu-
ate the stagnation of employee wages seen in the past 30 years (Emanuel
and Fuchs, 2008). In addition, increased spending on health care diverts
spending from a number of other national priorities, including invest-
ments in education, infrastructure, and research (BPC, 2012; Emanuel et
al., 2012; Milstein, 2012). Fuchs has said that if the United States solves its
health care spending problem, “practically all of our fiscal problems go
away. [And if we don’t], then almost anything else we do will not solve
our fiscal problems” (Kolata, 2012).

Cancer care costs make a substantial contribution to rising health care
costs. The costs of direct medical care for cancer are estimated to account
for 5 percent of national health care spending (Sullivan et al., 2011); how-
ever, one large insurer, UnitedHealthcare, estimated that 11 percent of its
costs are for cancer care (IOM, 2013). National expenditures for cancer
care accounted for $72 billion in 2004, rose to $125 billion in 2010, and
are likely to increase to $158 billion in 2020 due to demographic changes
alone (Mariotto et al., 2011; NCI, 2007). Accounting for the rise in cancer
care costs, researchers estimated that costs could reach $173 billion in
2020, a 39 percent increase from 2010 (Mariotto et al., 2011). Cancer care
costs are growing faster than are costs for other sectors of medicine (Bach,
2009; Elkin and Bach, 2010; Meropol and Schulman, 2007; Yabroff et al.,
2011). In fact, Sullivan et al. (2011) suggested that increases in the costs of
cancer care could begin to outpace health care inflation as a whole and
account for a greater share of total health care spending.

A number of factors influence the cost of cancer care. The overall
growth in spending on cancer care is related to both the increased price of
cancer care and quantity of cancer care (Bach, 2009; Elkin and Bach, 2010).
Cancer care costs are highest in the months following a cancer diagnosis
and at the end of life (Yabroff et al., 2011). As more expensive targeted
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treatments and other new technologies become the standard of care in the
near future, the costs of cancer care are projected to escalate rapidly. An
editorial from leaders in the cancer community concluded that some of
these new treatments are “rightly heralded as substantial advances, but
others provide only marginal benefit” (Emanuel et al., 2013). The FDA
approved 13 new cancer treatments in 2012; of these, only 1 extended
survival by more than a median of 6 months, 2 extended survival for
only 4 to 6 weeks, and all cost more than $5,900 per month of treatment
(Emanuel et al., 2013).

Drug manufacturers may be facing more pressure to moderate their
prices for cancer treatments (Bach et al., 2012; Kantarjian and experts in
chronic myeloid leukemia, 2013). For example, Zaltrap (ziv-aflibercept),
approved for colorectal cancer treatment, was initially priced at $11,000
per month of treatment, more than twice as much as for the usual dose of
a medicine with similar patient outcomes. Pushback from a cancer center
prompted Sanofi to provide hospitals and clinicians with a 50 percent
discount on the price of Zaltrap (Pollack, 2012). However, patients and
payers were still required to cover the full amount of the drug during its
initial months on the market. These parties will only benefit from Sanofi’s
discount once Medicare’s average sales price reflects the actual cost of the
drug (Conti, 2012). (See Box 8-2 for a more detailed discussion of how
Medicare Part B drugs are reimbursed.) Based on a recent estimate, the
price of Zaltrap has dropped by almost half since it was marketed but is
still more expensive than comparable drugs (Goldberg, 2013).

The FDA approves cancer drugs based on its evaluation of their safety
and efficacy, but it does not consider issues of cost or effectiveness in its
decisions (The Lewin Group, Inc., 2007). Drug compendia, such as the one
produced by the National Comprehensive Cancer Network, often guide
the use of off-label prescribing for cancer treatments, though the infor-
mation in the compendia is of variable quality and often not adequate to
support these decisions (Abernethy et al., 2009, 2010). Additional drivers
of costs include the current deficiencies in the cancer care delivery system
and payment models (see discussion in Chapter 8); diffusion of innova-
tions in clinical practice with variable and often insufficient evidence sup-
porting their use (see Chapter 5); patient and clinician attitudes, beliefs,
and practices (see Chapter 3); and legal and regulatory challenges (see
Chapter 8).

The consolidation of private oncology practices into hospital-based
practices is also driving up cancer care costs (Guidi, 2013; IOM, 2013).
Hospitals are able to negotiate with payers to receive higher reimburse-
ment for oncology services than private medical practices because they
have more leverage. Hospitals provide many essential services that pri-
vate medical practices do not offer (such as bed access). Hospitals use
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this leverage to their advantage when negotiating their charges and link
the provision of these essential services with better reimbursement for
oncology care (IOM, 2013). In addition, hospital costs are likely to have
an increasingly large impact on the total cost of cancer care in the near
future, as patients are receiving a greater proportion of their cancer care
in hospital outpatient settings (Guidi, 2013).

Health Reform, HITECH, and Other Policy Initiatives

In the past decade, Congress has passed major legislation to improve
care for people with cancer: in particular, the Medicare Prescription Drug,
Improvement, and Modernization Act, also known as the Medicare Mod-
ernization Act (MMA) (2003), the Health Information Technology for
Economic and Clinical Health (HITECH) Act (2009), and the ACA (2010)
(see discussions on the MMA in Chapter 8 and the HITECH Act in Chap-
ter 6). These laws and other regulatory changes will impact many aspects
of cancer care, including access, delivery systems, quality improvement
efforts, research infrastructure, and payment and reimbursement.

This section focuses on the impact of the ACA on cancer care and
outlines how the changing policy landscape will likely impact cancer pa-
tients and survivors. Signed into law in 2010 and upheld in large part by
the U.S. Supreme Court in 2012, the ACA is the most substantial piece of
health care legislation enacted since Medicare in 1965. Annex 2-1 provides
a summary of the ACA provisions most relevant to cancer care.

Expanding Insurance Coverage

One of the ACA’s primary goals is to expand insurance coverage to
reduce the number of uninsured individuals. Beginning in 2014, nearly
all U.S. citizens will be required to have health insurance coverage or
pay a penalty. To ensure that individuals are able to obtain the mandated
coverage, the ACA provides subsidies for some individuals and creates
market reforms to foster increased access to private and public coverage
for others.

The ACA offers states the ability to expand public insurance coverage
by removing the Medicaid eligibility categories and raising the income
threshold. Now, states can choose to allow all non-elderly, non-disabled
citizens, and legal U.S. residents with family incomes below 133 percent
of the federal poverty level (FPL), or about $30,000 per year for a family of
four, to be eligible for Medicaid benefits. Primarily, this extends coverage
to low-income, childless adults, providing them with access to preventive
care such as colon and breast cancer screenings, among other services.
By expanding the reach of public insurance, it is anticipated that more
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people with cancer can be diagnosed and treated at an earlier stage, thus
increasing their chance for survival. However, the Medicaid expansion
may not reach as far as initially expected. Following the Supreme Court’s
decision in June 2012, states have been encouraged, but not required, to
expand their Medicaid programs. As of June 2013, 23 states and the Dis-
trict of Columbia plan to expand their Medicaid programs, 6 states are
undecided, and 21 are not expanding their Medicaid program at this time
(KFE 2013c). Individuals living in states that do not expand Medicaid will
likely turn to the Health Insurance Marketplace for additional coverage
or remain uninsured.

The ACA also expands insurance coverage by creating a “one stop
shop” for insurance called the Health Insurance Marketplace (formerly,
the “Exchange”). States can (1) administer their own, state-based market-
place (17 states); (2) work with the federal government in a partnership (7
states); or (3) default to the federally facilitated Health Insurance Market-
place (21 states) (KFF, 2013d; numbers current as of May 2013). Regardless
of the administration, marketplaces will offer multiple tiers of “qualified
health plans” for individuals and small businesses to purchase health
insurance. To further encourage purchase of an insurance plan, the fed-
eral government will provide subsidies for low-income individuals and
families (between 100 to 400 percent of the FPL) to help cover premium
costs. Until the marketplaces are up and running, temporary high-risk
pools offer coverage to those who have been uninsured for at least the
previous 6 months due to a preexisting condition, such as cancer; in 2014,
these beneficiaries will transition into marketplace-sponsored coverage.

Because young adults are much more likely to be un- or underin-
sured, the ACA expands their access to coverage by requiring that most
private insurers provide young adults with the option to remain on their
parents’ insurance plans until age 26. Notably, although cancer death rates
have declined in all other age groups during the past decade, individuals
ages 15 to 29 have not seen decreases in cancer death rates and individu-
als ages 25 to 29 have seen increases in cancer death rates (Bleyer et al.,
2012). In addition, adolescents and young adults have not had compa-
rable gains in 5-year cancer survival compared to younger and older age
groups (NCI, 2013b). Although the reasons for this lack of progress are
complex and not well understood, they may be due in part to a lack of
health insurance and delays in diagnosis (Bleyer et al., 2012; NCI, 2013b).
By extending dependent coverage to as many as 3 million young adults
and expanding health insurance coverage through Medicaid expansions
and the Health Insurance Marketplace, the ACA may improve access to
cancer care for the estimated 68,400 adolescents and young adults ages 15
to 39 who are diagnosed with cancer each year (Bleyer et al., 2012; NCI,
2013b; Sommers et al., 2013).
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Protecting Consumers and Improving the Quality of Care

In addition to improving health insurance coverage, the ACA protects
consumers by mandating changes to the health care system intended to
make health insurance more affordable, comprehensive, and widely avail-
able, regardless of a person’s health status.

The law prohibits common practices used to restrict eligibility, like
denying coverage or charging higher premiums for preexisting conditions
such as cancer. Historically, such practices have made it difficult, if not
impossible, for many cancer survivors to gain meaningful health insur-
ance coverage. Requiring insurers to accept all applicants, regardless of
their preexisting condition, is a major improvement for ensuring patients’
access to cancer care.

In the past, patients with expensive cancer treatments could quickly
reach their annual and lifetime health care coverage limits, placing them
at financial risk for covering the cost of potentially lifesaving care. To ad-
dress this problem, the ACA prohibits many health plans from placing
lifetime limits on benefits for specific conditions and restricts the extent
to which plans can place annual limits on coverage. Such a change pro-
vides important protections for cancer patients and survivors who will
no longer have to worry about their coverage being dropped or limits on
coverage being applied.

The ACA sets a baseline for necessary services, with the goal of pro-
viding meaningful and comprehensive coverage for certain health plans.
Qualified health plans will offer coverage in the new marketplaces and
will be required to offer a basic level of care, known as the essential health
benefits (EHB) package, although the federal government has given states
flexibility in determining which health benefits to designate as “essen-
tial.” The EHB is designed to reflect what “typical employer coverage”
provides across 10 broad categories:

ambulatory patient services;

emergency services;

hospitalization;

maternity and newborn care;

mental health and substance use disorder services (including
behavioral health);

prescription drugs;

rehabilitative and habilitative services and devices;

laboratory services;

prevention and wellness services and chronic disease manage-
ment; and

10. pediatric services including oral and vision care.

SRR NS
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Also notable for cancer patients are several ACA provisions related
to clinical trials. Starting in 2014, many insurers must cover the routine
medical costs of patients participating in clinical trials (i.e., costs that
would have otherwise been covered if the patient were not involved in
the trial). In addition, insurers will no longer be able to deny coverage to
individuals participating in cancer clinical trials.

The ACA also increases the health care system’s emphasis on preven-
tion. U.S. residents only receive half of recommended preventive care,
but it is estimated that more frequent use of these services could save
the United States more than 2 million life-years annually (Maciosek et
al., 2010). As a result of the ACA, most health plans must cover certain
preventive services, like mammography screening, without cost sharing.
This includes services recommended by the U.S. Preventive Services Task
Force (USPSTF), immunization schedules endorsed by the Centers for
Disease Control and Prevention’s Advisory Committee on Immunization
Practices, and benefits for women and children suggested by the Health
Resources and Services Administration.> Many, if not all, of the recom-
mended services will also be available to Medicare and Medicaid ben-
eficiaries. States will be eligible for increased Federal Medical Assistance
Percentages (also referred to as federal matching funds, or FMAP) if their
Medicaid program offers more optional preventive services (those classi-
fied as A or B by USPSTF) without cost sharing. A focus on prevention is
essential for those at risk for cancer, not only because of increased access
to screening and diagnosis but also because emphasis on concepts such
as healthy eating, physical activity, and smoking cessation help to reduce
risk factors for a wide variety of chronic diseases, including cancer.

Transforming Delivery Systems

In cancer care, a wide variety of treatment options is often available.
Individuals’ biological characteristics, personal preferences, and clinician
recommendations should influence their treatment decisions. The goal
of the Patient-Centered Outcomes Research Institute, established by the
ACA, is to provide clinicians and patients with evidence-based research
to help them make more informed health care decisions (PCORI, 2013).

As a part of the ACA, the U.S. Department of Health and Human
Services (HHS) created a National Strategy for Quality Improvement in
Health Care (“National Quality Strategy”) to support national, state, and
local efforts to improve health care quality. The National Quality Strategy

3 Federal Register. 2010a. Interim final rules for group health plans and health insurance
issuers relating to coverage of preventive services under the Patient Protection and Afford-
able Care Act. Federal Register 75(127):41726-41730.
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encourages better care, with a focus on patient-centeredness, reliability,
accessibility, and safety while also calling for attention to population
health and affordability of care.

Controlling Rising Health Care Costs

The overall aim of the ACA is to make health insurance more avail-
able and affordable to Americans. While these efforts ultimately aim to
reduce the cost of health care in this country, other provisions of the law
focus more directly on cost-saving measures. For example, the ACA cre-
ated the CMS Innovation Center to allow states and other stakeholders to
test new ways to improve the health of their communities, with the ulti-
mate goal of improving patient outcomes while reducing costs. The CMS
Innovation Center is evaluating a number of delivery system and pay-
ment models, including accountable care organizations, patient-centered
medical homes, and bundled payments (see Chapter 8).

KEY STAKEHOLDERS

This section briefly provides an overview of the major stakeholders
involved in the cancer care delivery system. Improving the quality of can-
cer care requires coordination and commitment from all of these parties.

Patients, Families, and Family Caregivers

As mentioned above, there are approximately 14 million people in
the United States with a history of cancer, and more than 1.6 million
people are newly diagnosed with cancer each year (ACS, 2012c). These
individuals, including their family members and caregivers, are the cen-
tral focus of the cancer care delivery system. There are many nonprofit
organizations that work to ensure that patients’ cancer needs are met by
educating patients, improving quality of care and access to care, promot-
ing beneficial public policy, and providing financial support for research.
The importance of patient-centered communication and shared decision
making in cancer care is discussed in Chapter 3. The role of family care-
givers is discussed in more detail in Chapter 4.

Health Care Clinicians

Many different professionals participate in cancer care, including
medical oncologists, radiation oncologists, surgeons, primary care clini-
cians, geriatricians, nurses, advanced practice registered nurses, physician
assistants, psychosocial workers, pharmacists, rehabilitation clinicians,
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spiritual workers, and other professionals. Ideally, these health care clini-
cians work together to provide patients with coordinated care across the
cancer continuum. Most of these professionals are represented by organi-
zations that work to further the interests of their members, and many of
these professional societies conduct ongoing efforts designed to monitor,
measure, and improve the quality of cancer care. In addition, these orga-
nizations are often involved in developing clinical practice guidelines,
which provide members with guidance on the best treatment options and
can be used to develop clinician and hospital quality measures. The role
of the workforce providing care to patients with cancer in improving the
quality of cancer care is discussed in more detail in Chapter 4. The role of
professional organizations in developing a learning health care system is
discussed in Chapter 6. The role of professional organizations in develop-
ing clinical practice guidelines and quality metrics is discussed in more
detail in Chapter 7.

Payers

CMS is the federal agency that manages Medicare, the major insurer
of U.S. adults over the age of 65. It currently insures more than 49 million
Americans. As the second largest payer for cancer care behind private
insurers, Medicare has a great deal of influence on the quality of cancer
care in the United States (Tangka et al., 2010). This influence will only
continue to expand: by 2030, Medicare will cover an estimated 70 percent
of Americans who have cancer (reviewed in AHRQ, 2011a). Medicare
provides beneficiaries with protection against the cost of many health care
services, including inpatient hospital stays, skilled nursing facility stays,
home health visits, hospice care, physician visits, outpatient services,
and preventive services. It also includes a voluntary prescription drug
benefit. Some limitations of the coverage, however, include relatively
high deductibles, no limit on out-of-pocket spending, and no coverage for
long-term care or dental services. Many beneficiaries have supplemental
insurance to cover these gaps in coverage and high cost-sharing require-
ments (KFF, 2012). However, like Medicare, supplemental coverage can
also come with high premiums or cost-sharing requirements, and thus,
many low-income Medicare beneficiaries may be unable to acquire ad-
ditional coverage.

CMS also funds Medicaid jointly with the states. It is the largest
health insurance program and the dominant payer of long-term care in
the United States. Medicaid currently covers more than 62 million Ameri-
cans and will undergo massive expansion with the implementation of
the ACA in 2014. Medicaid covers primarily low-income individuals and
families, as well as individuals living with disabilities and complex health
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care needs. Medicaid also provides supplemental coverage to many older
adults, as some individuals are eligible for both Medicare and Medicaid
coverage (KFF, 2013a). Because Medicaid covers such a substantial por-
tion of the U.S. population at disproportionate risk for cancer, it is likely
one of the primary payers for cancer care.

The role of payers in improving the accessibility and affordability of
cancer care is discussed in more detail in Chapters 3 and 8.

Government Organizations

In the United States, the federal government conducts a number
of activities related to improving the quality of cancer care, including
programs designed to fund research, conduct public health initiatives,
improve patient safety, ensure an adequate health care workforce, and
disseminate health information (see Table 2-6). The role of many federal
agencies in cancer research is discussed in more detail in Chapter 5. The
roles of many other agencies in improving the quality of cancer care are
discussed throughout the report (e.g., CMS in the previous section).

Health Information Technology Organizations

Health information technology (health IT), such as electronic health
records, plays an important role in advancing cancer care. Multiple or-
ganizations, including the Office of the National Coordinator for Health
Information Technology, the National Cancer Institute, and CMS, partici-
pate in health IT activities that support the effective and meaningful use
of such technologies. These organizations are discussed in more detail in
Chapter 6.

Organizations Involved in Cancer Care Quality Measurement

A number of organizations track and evaluate the performance of
health care clinicians, practices, and hospitals by comparing actual clinical
practices to recommended practice. Recommended practices are estab-
lished based on the best available evidence and existing clinical practice
guidelines. In many cases, however, there is little evidence and no rel-
evant clinical practice guidelines to support the recommended practices.
This has been a substantial barrier to the development of performance
measures (IOM, 2008). These organizations are discussed in more detail
in Chapter 7.
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TABLE 2-6 Examples of U.S. Governmental Organizations Involved in
Improving Quality of Cancer Care

Organization

Description

AHRQ

CDC

CMS

FDA

The branch of HHS focused on the quality, safety, efficiency, and
effectiveness of health care. It funds research that helps people
make more informed health care decisions and improves the
quality of health care services. Its focus areas are: encouraging the
use of evidence to inform health care decisions, fostering patient
safety and quality improvement, and encouraging efficiency by
increasing access to effective health care and reducing unnecessary
costs.

The branch of HHS focused on promoting health; preventing
disease, injury, and disability; and preparing for new and emerging
health threats. The mission of the Division of Cancer Prevention
and Control (DCPC) is to prevent and control cancer. DCPC works
with various groups at the national and state levels to collect data
on cancer incidence, mortality, risk factors, and cancer screening;
conduct and support research and evaluation; build capacity

and partnerships; and educate clinicians, policy makers, and

the public. Examples of DCPC programs include the National
Breast and Cervical Cancer Early Detection Program, the National
Comprehensive Cancer Control Program, the National Program of
Cancer Registries, and the Colorectal Cancer Control Program.

The federal agency that manages Medicare, the major insurer of
U.S. adults over the age of 65. It currently insures over 49 million
Americans (see discussion in the section on payers). It also funds
Medicaid jointly with the states. Medicaid is run by the states

to provide health insurance coverage to individuals with lower
incomes.

The regulatory agency that ensures the safety, efficacy, and

security of drugs, biological products, and medical devices. The
FDA’s Office of Hematology and Oncology Products oversees

the development, approval, and regulation of drug and biologic
treatments for cancer, therapies for cancer prevention, and products
for treatment of nonmalignant hematologic conditions. The FDA'’s
Cancer Liaison Program brings the patient advocate’s perspective
into the evaluation of new cancer drugs and meets with patient
advocacy groups to learn their viewpoints and address their
concerns regarding cancer drug development.
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TABLE 2-6 Continued

Organization Description

HRSA The federal agency charged with improving access to health care
services for people who are uninsured, vulnerable, or underserved.
HRSA offers training and financial support to clinicians caring
for these populations. HRSA coordinates the National Center
for Health Workforce Analysis, which collects workforce data,
develops tools for projecting workforce supply and demand, and
evaluates workforce policies and programs. HRSA also administers
the National Health Service Corps, which provides scholarships
and loan repayment to primary care clinicians practicing in areas
with workforce shortages.

NCI The section of NIH responsible for cancer research and training.
The NCI coordinates the National Cancer Program, which conducts
research, training, and the dissemination of information on cancer.
The NCI supports cancer research conducted at universities,
foundations, hospitals, and businesses through grants and
cooperative agreements; conducts its own research; provides career
awards, training grants, and fellowships for basic and clinical
research and treatment programs; supports a national network of
cancer centers; and supports cancer research infrastructure through
construction grants.

NIA The section of NIH that supports research on the aging process
and diseases and conditions associated with growing older. NIA
supports the development of research and clinician scientists in
aging and disseminates information about aging to the public,
health professionals, and the scientific community.

NOTE: AHRQ = Agency for Healthcare Research and Quality; CDC = Centers for Disease
and Control Prevention; CMS = Centers for Medicare & Medicaid Services; FDA = Food
and Drug Administration; HHS = U.S. Department of Health and Human Services; HRSA
= Health Resources and Services Administration; NCI = National Cancer Institute; NIA =
National Institute on Aging; NIH = National Institutes of Health.

SOURCES: AHRQ, 2012a; CDC, 2010, 2011; CMS, 2012; FDA, 2012a,b,c; HRSA, 2012, 2013a,b;
NCI, 2012b; NIA, 2012.
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ANNEX 2-1 RELEVANT PROVISIONS OF
THE AFFORDABLE CARE ACT

Provision

Description

Access to Care and Health Disparities

Coverage for Participation in
Clinical Trials

Essential Health Benefits
(EHB) Package

Health Professional
Opportunity Grants

Health Resources and
Services Administration
(HRSA) Community Health
Center Program

Medicaid Expansion

National Health Service
Corps

Prescription Drug Discounts

New rule for insurers (exempts grandfathered plans)

Prohibits insurers from dropping or limiting

coverage for individuals participating in clinical

trials

o Applicable to clinical trials that treat cancer or
other life-threatening conditions

o Provides routine care costs for approved clinical
trials only

Health insurance mandate

Requires all health plans sold to individuals and
small businesses to cover a minimum set of services,
including chronic disease management

Each state selects one plan to serve as the benchmark
plan in their state

Human service grant program

Provides comprehensive health care training
and employment-related public services (e.g.,
transportation) to low-income workers

Established a fund to expand the existing program
Provides access to primary health care for vulnerable
populations

States can choose to extend Medicaid eligibility to all
U.S. citizens under the age of 65 with incomes less
than 133 percent of federal poverty level

Provides EHB to newly eligible individuals through
“benchmark” coverage plans

Requires participating hospitals to make presumptive
eligibility determinations for Medicaid patients

Expansion of existing program
Funds and places health professionals in areas with
workforce shortages

Relief to seniors in the Centers for Medicare &

Medicaid Services (CMS) prescription drug benefit

coverage gap (i.e., the “donut hole”)

o Provides a 50 percent discount on covered brand-
name prescription drugs

o The discount reduces by a certain percentage each
year, until the gap closes in 2020
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Provision

Description

State Option to Provide
Health Homes for Enrollees
with Chronic Conditions

Tobacco Cessation Services
for Pregnant Women with
Medicaid

Understanding Health
Disparities

Optional amendment to state Medicaid programs
Allows beneficiaries with chronic conditions to be
enrolled into a health home

Requires Medicaid to cover, without cost sharing,
counseling and pharmacotherapy services for tobacco
cessation for pregnant women

Data collecting and reporting requirement

All federally funded health care or public health
programs, activities, or surveys must collect and
report standardized data on race, ethnicity, sex,
primary language, and disability status
National Coordinator for Health Information
Technology to develop national standards for
management of the data collected

Coordination and Organization of Care

Community Health Teams to
Support the Patient-Centered
Medical Home (PCMH)

Medication Management
Services in Treatment of
Chronic Disease

National Center for Health
Workforce Analysis

National Health Care
Workforce Commission

Patient Navigator System

Program to Facilitate Shared
Decision Making

Grant program
Supports states in establishing community health
teams that can staff PCMH

Grant program
Aids clinicians in delivering medication management
services for the treatment of chronic diseases

New section of HRSA
Collects health workforce data and intelligence

Commission of 15 members appointed by the
Comptroller General

Coordinates federal efforts to monitor and address
challenges faced by the nation’s health care
workforce

Reauthorization of a patient navigator program
Connects patients with health care service
coordinators to diagnose, treat, and manage chronic
disease(s)

Program to develop, test, and disseminate
educational tools to aid in health decision making
Agency for Healthcare Research and Quality (AHRQ)
to issue contract with an entity to develop patient
decision aids

U.S. Department of Health and Human Services
(HHS) to disperse grants for the establishment and
support of Shared Decision Making Resource Centers
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Provision Description
Prevention

Clinical and Community
Preventive Services

Community Transformation
Grant Program

Coverage of Preventive
Health Services

Education and Outreach
Campaign Regarding
Preventive Benefits

National Prevention Strategy

Prevention and Public Health

Fund

e Creates the Community Preventive Services Task
Force; an independent, nonfederal panel of public
health and prevention experts

e Provides Congress with a yearly report of findings
and recommendations on community preventive
services, programs, and policies

e Grant program funded through the Prevention and
Public Health Fund

* Supports community-driven interventions focused
on reducing chronic conditions, preventing the
development of secondary conditions, addressing
health care disparities, and developing stronger
evidence for community-level prevention
programming

e New rule for insurers
* Requires insurers to provide a minimum level of
preventive health services without cost sharing
o Services include those rated “A” or “B” by the
U.S. Preventive Services Task Force (USPSTF),
screening and mammography recommended by
the USPSTF, immunizations recommended by the
Advisory Committee on Immunization Practices,
and preventive care and screenings for youth and
women recommended by HRSA

¢ National public-private partnership campaign

¢ Funded through the Prevention and Public Health
Fund

* Raises awareness of the importance of prevention

e Educates public and health care clinicians about
preventive health services recommended by the
USPSTF and covered by exchange programs

e Product of the National Prevention, Health
Promotion and Public Health Council

e Comprehensive plan to improve the health of the
nation through preventive efforts

¢ Fund within HHS
® Makes investments in prevention and public health
programs
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Provision

Description

Reimbursement and Incentives

Advanced Payment ACO
Model

Community Care Transitions
Program

CMS Innovation Center

Hospital Readmissions
Reduction Program

Hospital Value-Based
Purchasing (VBP) Program

Independent Payment
Advisory Board

Medicare Advantage
Quality Bonus Payment
Demonstration

Medicare’s Shared Savings
Program

Incentive program in the CMS Innovation Center

Encourages participation in the Shared Savings

Program

o Provides ACOs with a pre-payment of a portion
of their future shared savings

o This money is to be invested in infrastructure and
staff for care coordination

Five-year program in the CMS Innovation Center
Tests models for improving care transitions from the
hospital to other settings and avoiding unnecessary
hospital readmissions

A new center in CMS

Tests innovative payment and service delivery
models intended to reduce program expenditures,
while preserving or enhancing the quality of care
HHS Secretary has the authority to scale successful
delivery models up to the national level

CMS program

Reduces Medicare payment to hospitals with high
readmissions for specific conditions

Excludes hospitals providing primarily rehabilitative,
psychiatric, or long-term care; children’s hospitals;
critical access hospitals; and certain cancer and
research centers

Incentive program in CMS

Hospitals are reimbursed for inpatient acute care
services based on the quality of the care they
provide, not the quantity of services

Hospitals publicly report performance on a set of
quality measures

Independent 15-member panel of appointed experts
Recommends cost-saving measures for Medicare
should it exceed an established targeted growth rate

Reward program in CMS
Bonuses paid to Medicare Advantage plans that meet
certain standards

Incentive program in the CMS Innovation Center

Encourages the formation of accountable

care organizations (ACOs) by allowing these

organizations to

0 Receive traditional Medicare fee-for-service
payments

o Be eligible for additional payments if they meet
predetermined quality and savings targets
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Provision Description
Pioneer ACO Model e Incentive program in the CMS Innovation Center

Encourages health care clinicians already experienced
with providing coordinated care to become ACOs
Uses a shared savings payment model with higher
levels of shared savings and risk

Quality Metrics

Medicare Prospective
Payment System Exempt
Cancer Hospitals

Medicare Qualified Entities
Data Release Program

National Quality Strategy

Public Reporting of Provider
Performance Information

Quality Measure
Development

CMS cancer-focused quality reporting program
Applies to 11 cancer centers whose federal
reimbursement is not based on traditional payment
system and are exempt from existing federal
reporting programs (e.g., CMS core measures)
Mandates reporting of process, structure, outcomes,
efficiency, costs of care, and patients’ perspective on
care measures

Measure rates will be posted on a federal website
(i.e., Hospital Compare)

CMS program

Makes Medicare claims data available to qualifed
entities to measure health care provider and supplier
performance

National quality improvement strategy

HHS Secretary will annually update the strategy and
identify priorities to improve the delivery of health
care services, patient outcomes, and population
health

HHS strategic framework for publicly reporting
provider performance information

Performance information available on a website,
tailored to different viewers’ perspectives

Component of National Quality Strategy

Requires HHS Secretary to select an entity to convene

stakeholders and provide input on the selection of

quality measures

Provides grants to entities for further improving,

updating, or expanding quality measures

HHS Secretary to develop and periodically update

outcome measures for hospital providers and

physicians, including at least

o 10 measurements for acute and chronic diseases;
and

o 10 measurements for primary and preventive care
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Provision Description

Rapid Learning Health Care/Information Technology /Infrastructure for Research

Patient-Centered Outcomes e Nonprofit corporation

Research Institute (PCORI) ® Assists patients, clinicians, policy makers, and
purchasers in making informed health decisions by
assessing

o National clinical research priorities

o New clinical evidence and gaps in evidence

o Relevance of clinical evidence and economic
impact
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Patient-Centered Communication
and Shared Decision Making

care delivery system highlights the critical importance of engaged
patients. Patients are at the center of the framework (see Figure S-2),
which conveys the most important goal of a high-quality cancer care
delivery system: meeting the needs of patients with cancer and their
families. Such a system should support all patients and families in mak-
ing informed health care decisions that are consistent with their needs,
values, and preferences. This will require a delivery system and workforce
oriented to the provision of patient-centered care, defined as “providing
care that is respectful of and responsive to individual patient preferences,
needs, and values and ensuring that patient values guide all clinical deci-
sions” (IOM, 2001, p. 40). Patient-centered care includes fostering good
communication between patients and their cancer care team; developing
and disseminating evidence-based information to inform patients, care-
givers, and the cancer care team about treatment options; and practicing
shared decision making. Although patient-centered communication and
shared decision making were not a major focus of the Institute of Medi-
cine’s (IOM’s) Ensuring Quality Cancer Care report (IOM and NRC, 1999),
several concepts from that report are relevant to the committee’s recom-
mendations on both topics: the importance of developing a cancer care
plan; managing pain, other symptoms, and side effects; as well as the
timely referral to hospice care at the end of life.
Currently, patient-centered communication and shared decision mak-
ing in oncology are suboptimal (Aiello Bowles et al., 2008; Ayanian et al.,
2005, 2010; Wagner et al., 2010). In a study of 1,057 patient encounters with

The committee’s conceptual framework for a high-quality cancer

91
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3,552 clinical decisions, only 9 percent resulted in what was defined as an
informed medical decision (Braddock et al., 1999). More recently, studies
have found that clinicians ask for patient preferences in medical decisions
only about half the time (Lee et al., 2012; Zikmund-Fisher et al., 2010). A
number of obstacles prevent patient-centered communication and shared
decision making among patients, their family, caregivers, and the can-
cer care team. The emotional, financial, and logistical repercussions of a
cancer diagnosis and the complexity of treatment options, together with
patients’ limitations in health literacy and lack of experience with the
health care system, can make it difficult for patients and their families to
actively engage in making health care decisions. The current reimburse-
ment system does not incentivize clinicians to engage in patient-centered
communication and shared decision making. In addition, clinicians often
lack training in communication, leading to difficulties in recognizing and
responding to patients’ informational and emotional needs. A lack of
understandable and easily available information on prognosis, treatment
options, likelihood of treatment responses, palliative care, psychosocial
support, and the costs of cancer care contribute to communication prob-
lems, which are exacerbated in patients with advanced cancer.!

This chapter describes the benefits, challenges, and characteristics
of patient-centered communication and shared decision making; pres-
ents approaches and tools to facilitate patient-centered communication
and shared decision making; and discusses the importance of advance
care planning, the provision of palliative care and psychosocial support
across the cancer continuum, and timely referral to hospice when pa-
tients near the end of life. The evidence base for this chapter is primarily
derived from the National Cancer Policy Forum’s workshop summaries
on Patient-Centered Cancer Treatment Planning: Improving the Quality of
Oncology Care, Assessing and Improving Value in Cancer Care, and Deliver-
ing Affordable Cancer Care in the 21st Century, and the National Cancer
Institute’s (NCI’s) monograph Patient-Centered Communication in Cancer
Care (Epstein and Street, 2007; IOM, 2009a, 2011b, 2013). The committee
identifies two recommendations to improve patient-centered communica-
tion and shared decision making.

DEFINING PATIENT-CENTERED COMMUNICATION
AND SHARED DECISION MAKING

The concept of patient-centeredness as an important attribute of
high-quality health care gained national prominence with the IOM report

1 Cancer that has spread to other places in the body and usually cannot be cured or con-
trolled with treatment (NCI, 2013b).
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Crossing the Quality Chasm: A New Health System for the 21st Century (IOM,
2001). The IOM defines patient-centeredness as “providing care that is
respectful of and responsive to individual patient preferences, needs,
and values and ensuring that patient values guide all clinical decisions”
(IOM, 2001, p. 40).2 Over time, other organizations and individuals have
elaborated on the attributes of patient-centered care (Bechtel and Ness,
2010; Berwick, 2009; Epstein et al., 2010; Picker Institute, 2013). In the can-
cer setting, some of the attributes of patient-centered care highlighted at
an IOM National Cancer Policy Forum workshop included (I0OM, 2011a)

e patient education and empowerment;

e patient-centered communication, which involves the patient, fam-
ily, and friends; explains treatment options; and includes patients
in treatment decisions to reflect patients’ values, preferences, and
needs;
coordination and integration of care; and
provision of emotional support as needed, such as relieving fear
and anxiety and addressing mental health issues.

Effective patient-clinician communication and shared decision mak-
ing are key components of patient-centered care. These components
require that informed, activated, and participatory patients and family
members interact with a patient-centered care team that has effective com-
munication skills and is supported by an accessible, well-organized, and
responsive health care system (see Figure 3-1) (Epstein and Street, 2007).
As described by the NCI's monograph Patient-Centered Communication in
Cancer Care, the primary functions of patient-centered communication are
to (1) foster healing relationships, (2) exchange information, (3) respond
to emotions, (4) manage uncertainty, (5) make decisions, and (6) enable
patient self-management (see Table 3-1) (Epstein and Street, 2007). These
six functions dynamically interact to influence the quality of patient-clini-
cian interactions and may ultimately influence patients’ health outcomes
(Epstein and Street, 2007). They are skills that need to be developed, uti-
lized, and maintained across the cancer care continuum.

Sepucha and colleagues (2004, p. 57) argued that the “quality of a
clinical decision, or its patient-centeredness, is the extent to which it
reflects the considered needs, values, and expressed preferences of a
well-informed patient and is thus implemented.” Rather than relying on
clinician-directed decision making, over the past few decades patients

2 Needs generally refer to a patient’s physical or emotional requirements. Values and
preferences represent a patient’s concerns, expectations, and choices regarding health care,
based on a full and accurate understanding of care options (adapted from IOM, 2001, 2003).
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Informed, activated, Accessible, well-
participatory patient organized, responsive
and family health care system

Patient-centered
clinicians with good
communication skills

Improved Health Outcomes

FIGURE 3-1 Model of patient-centered care. The patient, clinicians, and health
care system dynamically interact to influence patient-centered care. The delivery
of patient-centered care has the potential to improve communication and health
outcomes.

SOURCE: Adapted from Epstein and Street, 2007.

have individually and collectively pushed for a greater role in medical
decision making (Clancy, 2008) (see Figure 3-2). Health researchers, advo-
cacy organizations, and the Agency for Healthcare Research and Quality
(AHRQ) have also encouraged patients to play a larger role in making
medical decisions. Research indicates that when patients are involved
in their own care, they are more satisfied with the care they receive and
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TABLE 3-1 Important Functions of Patient-Clinician Communication

Function

Description

Fostering Healing
Relationships

Exchanging
Information

Responding to
Emotions

Managing
Uncertainty

Making
Decisions

Enabling Patient
Self-Management

Developing a patient-clinician relationship that is characterized
by trust and rapport is critical to patient-centered
communication and shared decision making. This involves
mutual understanding of patient and clinician roles, as well as
clinician self-awareness and provision of emotional support,
guidance, and understanding.

The cancer care team should ascertain patients” informational
needs. Conveying information to patients can be facilitated
through the ask-tell-ask method, an approach described in the
section on prioritizing clinician training in communication. The
exchange includes the cancer care team’s provision of accurate
prognostic information and treatment options, realistic
expectations for response to treatment, and the cost of cancer
care to inform patients” decisions.

The cancer care team should recognize and respond to patients’
emotions, which involves verbally expressing understanding,
legitimizing feelings, and providing empathy and support.
This also includes the development of a psychosocial care plan
and linking patients to psychosocial care if they experience
high levels of emotional distress, anxiety, and depressive
symptoms.

Clinicians play an important role in reducing and managing

the uncertainty associated with cancer care. This can include
cognitive-behavioral interventions to help patients cope with
this uncertainty and, if possible, improve understanding.

Shared decision making involves three processes—information
exchange, deliberation, and reaching a final decision. A
patient’s decision often extends beyond medical issues, and
includes factors such as finances and the expense of treatment,
and impact on employment and family. The logistics of
scheduling and receiving cancer treatment can be an enormous
strain for patients, families, and caregivers; disrupt family life;
and require negotiations with employers for time off or flexible
work schedules.

The cancer care team should provide individuals with
resources to be proactive in their care. Examples of self-
management tools and enablers include cancer care plans,
survivorship care plans, and patient navigators who assist
patients to overcome health care system barriers and facilitate
timely access to health care services.

SOURCES: C-Change, 2005; Epstein and Street, 2007; Lauria et al., 2001.
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I want my health care clinician...
To listen to me

To tell me the full truth about my diagnosis, even
though it may be uncomfortable or unpleasant

To tell me about the risks associated with each option
To explain how the options
may impact my quality of life

To understand my goals and
concerns regarding the options

To help me understand how much

each option will cost me and my family
To offer me choices of options

To always discuss the option of choosing
no test or treatment

To offer only the options that he or
she feels are right for me

0% 20% 40% 60% 80% 100%
Percent of People Who Strongly Agree

FIGURE 3-2 People want to be involved in understanding evidence and making
decisions about their care. The IOM surveyed a nationally representative sample
of 1,068 U.S. adults who had seen at least one health care clinician in the previous
year. The majority of adults strongly agreed that they should be actively involved
in understanding and making decisions about their care.

SOURCE: Alston et al., 2012.

often experience better health outcomes (Alston et al., 2012; CFAH, 2010;
Hibbard and Greene, 2013; Lantz et al., 2005; Maurer et al., 2012; Roseman
et al., 2013). Thus, shared decision making is a critical feature of patient-
centered communication, and is defined as “the process of negotiation by
which physicians and patients arrive at a specific course of action, based
on a common understanding of the goals of treatment, the risks and
benefits of the chosen treatment versus reasonable alternatives, and each
other’s values and preferences” (IOM, 2011a, p. 8; adapted from Sheridan
et al., 2004).

Patients with cancer and their families are often required to manage
greater portions of their cancer care due to advances in cancer treat-
ment, as well as changes in the practice of health care, such as earlier
discharge from the hospital (CFAH, 2010; McCorkle et al., 2011). These
duties may include drug management, wound care, rehabilitation, and
lifestyle changes (CFAH, 2010). Clinicians help patients engage in self-
management, which involves managing the medical and psychological
aspects of cancer care, as well as adapting to changes in roles that result
from cancer diagnosis (McCorkle et al., 2011). Promoting patient self-man-
agement can facilitate shared decision making and improve cancer care.
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THE IMPORTANCE OF PATIENT-CENTERED COMMUNICATION
AND SHARED DECISION MAKING IN CANCER

A number of factors related to cancer care necessitate a patient-cen-
tered approach to communication: (1) cancer care is extremely complex
and patients’ treatment choices have serious implications for their health
outcomes and quality of life; (2) the evidence supporting many decisions
in cancer care is limited or incomplete; and (3) trade-offs in the risks
and benefits of cancer treatment choices may be weighed differently by
individual patients, and clinicians need to elicit patient needs, values,
and preferences in these circumstances. Each of these factors is discussed
below.

Complexity of Cancer Care

Cancer care is complex. It may involve multiple treatment modalities,
including chemotherapy, radiation, and surgery, all of which need to be
coordinated among different cancer care specialists. Treatment regimens
can also be time intensive, debilitating, and often result in serious and
sometimes long-term complications (IOM, 2011a). In addition, patients
must often choose from multiple cancer treatment options, requiring pa-
tients and their families to decide on the goals of treatment (e.g., prioritiz-
ing survival time vs. maximizing quality of life), whether to participate in
clinical trials, and to weigh evidence of the risks and benefits of different
treatment approaches. These decisions often need to be revisited at vari-
ous points along the cancer care continuum. A patient’s goals or prefer-
ences at the time of initial diagnosis, for example, may be very different
from a patient who has advanced cancer.

Limitations in the Evidence Base

As described in Chapter 5, the committee recommends that research-
ers improve the breadth and depth of information collected in clinical
research. Studies indicate that there is a lack of evidence to support many
medical decisions (El Dib et al., 2007; IOM, 2008b, 2012; Villas Boas et al.,
2012). Evidence supporting patients” medical decisions can be especially
limited for older adults and individuals with comorbidities, as these
individuals are often underrepresented or excluded from clinical trials
(IOM, 2009b, 2010). While comparative effectiveness research (CER) and
learning health care systems aim to fill these evidence gaps, they have
limitations. Clinicians should fully communicate gaps in the evidence
base to their patients during the medical decision-making process. When

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/18359

Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis

98 DELIVERING HIGH-QUALITY CANCER CARE

evidence is sparse, patient preferences should be a particularly important
consideration in the health care decision-making process.

Preference-Sensitive Decisions

Some decisions in cancer care are particularly sensitive to patient
preferences. For example, women with breast cancer can often choose
from different courses of treatment—mastectomy versus lumpectomy
followed by radiation—and expect equivalent survival outcomes (Fisher
et al., 2002). Women may choose mastectomy, or the removal of the entire
breast, for peace of mind or to avoid radiation therapy, while women who
choose lumpectomy followed by radiation may do so to conserve their
breasts (Collins et al., 2009). Women with BRCA 1 and 2 gene mutations
are at higher risk for developing breast and ovarian cancer, and may
face difficult decisions about breast cancer screening, as well as consid-
eration of prophylactic mastectomy or oophorectomy to reduce the risk
of cancer?® (Jolie, 2013; Schwartz et al., 2009). These decisions can have a
major impact on an individual’s future. Thus, patients” preferences need
to inform medical decisions. Patients’ preferences are also particularly
important when they consider their treatment goals, such as choosing a
less aggressive treatment strategy in order to maintain a high quality of
life (Berman, 2012; Epstein and Street, 2007; Gruman, 2013). Preferences
may also change over time and clinicians need to revisit these throughout
the cancer care continuum. For example, women considering second line
chemotherapy may prefer to take a more active role in decision mak-
ing compared to women who are considering first line chemotherapy
(Grunfeld et al., 2006).

CHALLENGES TO PATIENT-CENTERED COMMUNICATION
AND SHARED DECISION MAKING IN CANCER

There are a number of challenges to patient-centered communication
and shared decision making. This section discusses patient, clinician, and
health care system challenges.

Challenges for Patients

A cancer diagnosis can lead to a state of crisis for an individual and
his or her family because most people are not immediately equipped to
understand their diagnosis or how to identify options for moving forward
(NCCS, 2012a). Because treatment and its side effects, as well as recovery

3 Oophrectomy is surgery to remove one or both ovaries (NCI, 2013b).
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and the worry about recurrence, can result in a series of crises for a pa-
tient, the crisis does not end once the shock of initial diagnosis wears off
(NCCS, 2012a).

The emotional repercussions of a cancer diagnosis can prevent pa-
tients from engaging in effective communication with their clinicians
about their diagnosis and treatment. Patients can become anxious; feel
vulnerable, alone, and fearful; and experience feelings of losing control
when receiving a cancer diagnosis. Given these emotions, patients may
be unable to retain important information regarding their treatment when
speaking with their care team (IOM, 2011a).

Patients” lack of assertiveness may also create communication chal-
lenges. Ideally, patients are active communicators, asking questions, as-
sertively stating their opinions, introducing new topics of conversation,
and discussing their concerns, feelings, or preferences when communi-
cating with their clinicians (Epstein and Street, 2007). Patients’ lack of
experience with the health care delivery system and illness, however, can
impede their active participation (IOM, 2011a).

Research indicates that the average patient asks five or fewer ques-
tions during a 15-minute doctor’s visit (IOM, 2008a), and an AHRQ public
service announcement noted that people ask more questions when buying
a cell phone or ordering a meal than they do during medical appoint-
ments. Patients may refrain from asking questions because some clini-
cians are not receptive or because patients fear they will be considered
difficult and receive worse care (Frosch et al., 2012; Gruman, 2013).

Patients who only participate in their care on a limited basis risk
poor health outcomes because they may fail to express their needs, fears,
expectations, and preferences, which are important to their health care
decisions. These patients may also feel dissatisfied when interacting with
their clinicians (Epstein and Street, 2007), a problem exacerbated by pa-
tients” awe of their clinicians or lack of self-confidence (Hoffman, 2004).
Older adults may be more reluctant to question their clinicians’ authority
because they may think it is impolite or inappropriate to ask questions or
make decisions about their own care (Busari, 2013; Hoffman, 2004; IOM,
2008a). Research has also linked patients’ level of participation in clinical
encounters with their level of education, ethnicity, gender, personality,
and the orientation of patient-clinician relationships (shared control ver-
sus physician control) (Epstein and Street, 2007). Box 3-1 lists a number
of questions that patients with cancer can discuss with their clinicians.

In addition, a patient’s level of health literacy and numeracy can af-
fect patient-centered communication and shared decision making (Peters
et al., 2007). More than 90 million adults in the United States have poor
reading and writing skills and only 38 percent of high school seniors
are proficient in reading (Kutner et al., 2007, NAEP, 2010; NRC, 2012).
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BOX 3-1
Questions That Patients with Cancer Can
Discuss with Their Clinicians

Questions About Prognosis

* What is the goal of treatment? Is it directly treating the cancer or improving
my symptoms, or both?

¢ How long does the average person with this cancer live? (ask for a window
and the most likely scenario)

e How will | feel?

e What is my likelihood of a cure?

e |f | cannot be cured, will | live longer with treatment? How much longer?

e Wil | feel better or worse?

* Can | receive palliative care focused on maintaining the quality of my and
my family’s life during my cancer treatment?

* What options do | have if | don’t want to continue my cancer treatment?

*  When should | think about hospice? Can | meet with hospice now, when |
am well?

* How often should we check in about my care plan?

Questions About Treatment

e What are my treatment options?

*  Why do | need this treatment?

* How does this treatment compare with other treatment options?
e What things are likely to happen to me?

* Am | healthy enough to undergo the treatment?

* What are the risks and benefits of treatment?

* Are there any side effects?

Furthermore, many individuals have inadequate health literacy, which is
defined as “the degree to which individuals have the capacity to obtain,
process, and understand basic health information and services needed
to make appropriate health decisions” (IOM, 2004a, p. 32; Ratzan and
Parker, 2000). AHRQ estimated that 36 percent of the adult population,
or approximately 80 million individuals, have poor health literacy, with
low health literacy more prevalent in certain subgroups, including older
adults, racial and ethnic minority populations, adults who spoke a lan-
guage other than English prior to starting school, individuals who have
not completed high school, and people living in poverty (Berkman et al.,
2011). Poor health literacy can hinder patients” ability to receive health
care, including their ability to communicate with their clinicians and man-

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/18359

Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis

PATIENT-CENTERED COMMUNICATION 101

e Will treatment make me feel better or worse?

* How many times have you done this procedure?

e What is the cost of this treatment?

e What clinical trials are available?
o What are the potential benefits of clinical trials?
o Am | eligible to participate?
o How do I enroll?

e Which hospital is best for my needs?

¢ Which clinician(s) will coordinate my care?

e How do you spell the name of that drug?

* Wil this medicine interact with medicines that I'm already taking?

Questions About Advance Care Planning

e Are there things | should be doing to plan ahead?

o Draft a will?

o Participate in advance care planning and decide on my advance
directives?
Choose a health care proxy who can speak for me if | am unable?
Address financial or family legal issues?
Appoint a durable power of attorney for financial affairs?
Write notes or create DVDs for loved ones?

O O OO

Questions About Family, Psychosocial, and Spiritual Needs

e Will you help me talk with my children?
* Who is available to help me cope with this situation?

SOURCES: Adapted from AHRQ, 2013b; ASCO and Cancer.Net, 2012; Harrington and
Smith, 2008.

age chronic illnesses (IOM, 2011b). Poor health literacy is associated with
increased hospitalizations, greater use of emergency room services, and
lower probability of receiving preventive care (Berkman et al., 2011). Poor
health literacy is especially concerning for older adults, as Berkman and
colleagues (2011) found that lower health literacy in this group was as-
sociated with a higher risk of mortality and a worse overall health status.

Even if a patient has good health literacy, he or she may experience
information overload when interacting with clinicians, which can be exac-
erbated by clinicians’ use of unfamiliar terminology or jargon (Hoffman,
2004; IOM, 2011a). Patients may not retain important information if they
feel overwhelmed with new terminology while grappling with all of the
information clinicians are trying to impart. Moreover, patients have very
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different expectations regarding the amount of information they need
in order to make shared decisions about their care; while many patients
want to know as much as possible, some patients do not want information
(Epstein and Street, 2007; IOM, 2011a). Additionally, a patient’s informa-
tional needs may vary substantially from those of the patient’s family
and caregivers.

There are a number of special considerations when the cancer care
team communicates with older adults who have cancer. Older patients
may be less technologically savvy and may need alternate options for
communicating (such as large print brochures, plain language, and more
repetition). Likewise, family members may have to make medical deci-
sions for some older patients with cancer due to a patient’s’ cognitive sta-
tus, further complicating the communication and shared decision-making
processes. In addition, it may be more difficult for the care team to com-
municate treatment options to older adults, as multiple comorbid chronic
diseases are more prevalent in this population, making the options for
cancer treatment especially complex.

Challenges for Clinicians

A number of factors can prevent clinicians from engaging in patient-
centered communication and shared decision making, including clini-
cians’ lack of training in communication (see section below on prioritizing
clinician training in communication) and insensitivity to patients” infor-
mational, cultural, and emotional needs. Clinician characteristics, such as
age, gender, and training, may influence the provision of patient-centered
communication (Epstein and Street, 2007; Porter-O’Grady and Malloch,
2007). For example, some older clinicians may use authoritative commu-
nication styles rather than more collaborative approaches (Busari, 2013;
Frosch et al., 2012).

Epstein and Street (2007) noted that some clinicians fail to appreciate
the range of patient and family needs, explaining, in part, patients and
their families” dissatisfaction with the timing and amount of information
given to them by clinicians. As mentioned previously, clinicians need
to be aware of the differing informational needs of patients and adapt
their communication approach accordingly (Epstein and Street, 2007;
IOM, 2011a). A clinician’s level of comfort discussing specific aspects of
cancer care can also impede patient-centered communication and shared
decision making. Research shows that clinicians are often uncomfortable
discussing poor prognoses, psychosocial and emotional aspects of care,
and sexuality (Epstein and Street, 2007, IOM, 2008a; Mack and Smith,
2012). Furthermore, clinicians may not recognize patients’ emotional
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cues and may be unfamiliar with resources and services designed to
meet patients” psychosocial health needs (Epstein and Street, 2007; IOM,
2008a).

Clinicians can also misjudge patient preferences. For example, clini-
cians may expect women with early stage breast cancer to prefer to keep
their breast, given that mastectomy and lumpectomy followed by radia-
tion can be equally effective treatment options for some patients. A study
of breast cancer patients who were provided comprehensive information
about both treatment options, however, found that approximately one-
third of women chose to have a mastectomy (Collins et al., 2009). Other
patients may prioritize quality of life rather than length of life as a pri-
mary goal (Berman, 2012; IOM, 2011a). In addition, patients with cancer
may assess the benefits and risks of chemotherapy differently than their
clinicians, and may be more willing to undergo chemotherapy with small
benefits and high risks of toxicity (Matsuyama et al., 2006).

Differences between patients” and clinicians’ culture and language
may influence clinicians’ ability to engage in patient-centered communi-
cation and shared decision making. Surbone (2010, p. 4) emphasized that
language and cultural barriers can be a major source of stress for patients,
family members, and clinicians, especially if “linguistic, health literacy,
and cultural differences combined render mutual understanding espe-
cially difficult.” Clinicians’ and patients’ mutual misunderstanding can
result in frustration and mistrust, negatively impacting the care received
by patients with cancer (Surbone, 2010). Epstein and Street (2007) noted
that cultural beliefs will affect communication between clinicians and
patients, influence how patients and clinicians interpret their interaction,
and impact communication outcomes. Given the growing diversity of
the U.S. population (see Chapter 2), it is imperative for clinicians and the
health care system to overcome cultural and language barriers to ensure
that all patients with cancer receive patient-centered care. In 2013, the U.S.
Department of Health and Human Services (HHS) released a blueprint
that aims to ensure culturally and linguistically appropriate health care
(HHS, 2013a). To address barriers in language, the American Cancer Soci-
ety’s National Cancer Information Center works with interpreter-services
to provide cancer information assistance for the public in 160 languages
(see Annex 8-1).

Clinicians’ lack of time may also limit the provision of patient-
centered communication and shared decision making. The reimburse-
ment system fails to adequately compensate clinicians for the time it
takes to facilitate patient-centered care (IOM, 2009a, 2011b). Smith and
Hillner (2011) argued that many of the responsibilities of oncologists are
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reimbursed poorly or not at all. Cognitive care*—which can include dis-
cussions with patients about prognosis and likely response to treatment,
referrals to clinical trials, development of advanced medical directives,
and family conferences—is not reimbursed as well as the administration
of chemotherapy. Chapter 8 further discusses the perverse incentives of
the current reimbursement system and new models of payment that have
the potential to improve patient-centered communication and shared
decision making in cancer.

System-Level Challenges

The fragmented nature of the cancer care system can prohibit pa-
tient-centered communication and shared decision making (IOM and
NRC, 1999). Epstein and Street (2007) emphasized that patient-centered
communication and shared decision making relies on more than the
patient-clinician interactions; it also includes the physical and procedural
characteristics of the health care system. Patients who find it difficult
to navigate the health care system are likely to experience lower qual-
ity patient-clinician communication and shared decision making, which
could contribute to underutilization of high-quality care, overuse of care
that is unlikely to improve patient outcomes, and higher costs.

Fragmentation of the cancer care delivery system also contributes to
communication problems between patients and their care teams. Patients
with cancer may need to coordinate care among multiple clinicians on
their cancer care team and other care teams. Jessie Gruman, a four-time
cancer survivor, pointed out that in 1 year, eight physicians cared for her,
and yet only once did two of those physicians communicate directly with
each other; she was primarily responsible for sharing her medical infor-
mation among the different clinicians (Gruman, 2013). It can be especially
difficult for care team members to share information and communicate ef-
fectively with patients if the care team members’ electronic health records
(EHRs) are not interoperable (see Chapter 7 on additional information
technology challenges). With system problems such as these, it can be un-
clear to patients and care teams who is responsible for each aspect of care
and who needs to be contacted to address a treatment complication (IOM,
2011a). New models of care and reimbursement, such as accountable care
organizations (ACOs) or oncology patient-centered medical homes, may
address some of these system challenges (see Chapter 8).

4 Cognitive care refers to evaluation and management services, which entails time spent
discussing, for example, prognosis and treatment options (Smith and Hillner, 2011).
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IMPROVING PATIENT-CENTERED COMMUNICATION
AND SHARED DECISION MAKING IN CANCER

This section discusses strategies for improving patient-centered com-
munication and shared decision making, including (1) making more com-
prehensive and understandable information available to patients and
their families; (2) developing decision aids to facilitate patient-centered
communication and shared decision making; (3) prioritizing clinician
training in communication; (4) preparing cancer care plans; and (5) using
new models of payment to incentivize patient-centered communication
and shared decision making.

Making More Comprehensive Information Available

The availability of easily understood, accurate information on cancer
prognosis, treatment benefits and harms, palliative care, psychosocial sup-
port, and likelihood of treatment response can improve patient-centered
communication and shared decision making. A number of trusted orga-
nizations have developed print, electronic, and social resources to inform
patients and their families about cancer, such as the NCI, the American
Cancer Society, the Centers for Disease Control and Prevention, the Mayo
Clinic, the National Coalition for Cancer Survivorship, American Society
of Clinical Oncology, LIVESTRONG, and the Susan G. Komen Founda-
tion (see Table 3-2 for examples of patient resources).” However, there
are some serious limitations with the type of information included in the
available resources on cancer. In addition, there are a number of other
websites that may contain inaccurate or outdated information. Thus, find-
ing accurate, useful cancer information online can be a major challenge for
patients and their families (Chan et al., 2012; IOM, 2011a; Irwin et al., 2011;
Lawrentschuk et al., 2012; Quinn et al., 2012; Shah et al., 2013).

Information that is readily available on cancer often does not answer
all of the questions that are important to patients. Some organizations
do not provide detailed information on prognosis for various cancers or
on the likelihood that treatments will cure cancer or prolong life (IOM,
2009a). Without this information, patients may have poorly informed or
unrealistic expectations about the benefit of certain interventions or their
likelihood of survival (IOM, 2009a, 2013; Smith and Hillner, 2010). These
inaccurate perceptions could result in care that is not aligned with a pa-
tient’s goals, such as futile chemotherapy near the end of life. Around 70
to 80 percent of patients with metastatic lung and colorectal cancer in a

5 See http://www.cancer.gov; http:/ /www.cancer.org; http:/ /www.cdc.gov/cancer; http://
www.mayoclinic.com/health-information; http:/ /www.canceradvocacy.org; http://www.
cancer.net; http://www.livestrong.org; and http://wwb5 komen.org (accessed March 28, 2013).
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TABLE 3-2 Examples of Web-Based Information, Resources, and Tools

for Patients

Resource

Description

AARP Medicare Starter Kit

American Society of Clinical
Oncology’s (ASCO’s)
Advanced Cancer Care
Planning Booklet

ASCQO'’s Cancer.Net
Mobile

Cancer Support
Community

Center for Advancing Health

This kit provides individuals who are approaching age
65 with information on Medicare, including information
on choosing a health insurance plan and a timeline for
making decisions. It explains in detail issues related

to coverage, costs, options, enrollment deadlines,

and eligibility. The kit also identifies resources where
individuals can find further information on the
program.

This booklet offers patients with advanced cancer
information about treatment options, clinical trial
participation, palliative care and hospice care, the role
of family in the decision-making process, and end-
of-life planning (e.g., creating an advanced directive,
developing a living will, and how to find religious or
spiritual support if desired). It includes a blank sheet on
which patients can write questions and answers from
their clinicians. It also provides additional resources
for caregiving, end-of-life care planning, grief and
bereavement, cancer treatment, and general patient
support.

This application helps patients plan and manage their
cancer treatment and care, including tools to assemble
questions for clinicians and record their responses, track
symptoms and side effects during treatment, among
other resources.

This organization provides a variety of online support
groups and discussion boards. The support groups
meet in a chat room for 90 minutes per week and

are led by licensed mental health professionals.
Support groups are organized based on issues, such

as caregiving and dealing with bereavement. The
discussion boards allow patients to connect with others
in order to receive and offer advice and support from
those with similar cancer experiences.

This organization runs the Prepared Patient Forum, an
interactive website where individuals can read about
other patients” experiences with the health care system
and share their own experiences. It also publishes the
latest research related to health care decisions and
provides links to trusted and helpful resources.
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Resource

Description

John M. Eisenberg Center
for Clinical Decisions and
Communications Science

Leukemia & Lymphoma
Society’s Acute Myeloid
Leukemia (AML) Guide

National Coalition for Cancer
Survivorship’s (NCCS’s)
Cancer Survival Toolbox

Patient Advocate
Foundation

This center translates comparative effectiveness
research findings into plain language that patients can
understand. It creates a variety of products, ranging
from research summaries to decision aids and other
materials, for use by patients, clinicians, and policy
makers. It also runs a conference series to discuss
state-of-the-art in communication and medical decision
making.

This guide provides detailed information about the
biology of AML, considerations in treatment planning
(e.g., choosing a specialist, risks and benefits of various
treatment options, clinical trial participation, follow-up
care), and general strategies for maintaining health
(e.g., maintaining a healthy diet and seeing a doctor
regularly). It also includes definitions of medical terms.

This toolbox is a free, self-learning audio program
composed of various scenarios cancer patients and
survivors commonly face during their cancer journey.
The goal of the program is to help patients develop
the skills needed to better face and understand the
challenges of their illness. It emphasizes developing
communication skills, finding information, making
decisions, and solving problems. It also includes links
to cancer-specific programs that teach patients more
about their disease. The NCCS Pocket Cancer Care
Guide, a cell phone application, helps patients build
question lists, and record and play back office visit
conversations, among other features.

This organization has a list of resources to help patients
find assistance in addressing a variety of medical-
related issues. Resources include the National Financial
Resource Directory (provides information on financial
relief for all areas in life, such as housing, utilities, and
food), the National Uninsured Resource Directory &
Financial Resource (provides information on available
organizations and resources that may help with access
to care), National Underinsured Resource Directory &
Financial Resource (provides information for patients
whose insurance plan does not provide full coverage),
and InsureUStoday (provides information on the
Affordable Care Act).

SOURCES: AHRQ, 2012; ASCO, 2011; ASCO and Cancer.Net, 2012; Cancer Support Com-
munity, 2012; CFAH, 2012; Finch, 2011; Leukemia & Lymphoma Society, 2012; NCCS,
2012¢; Patient Advocate Foundation, 2012.

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/18359

Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis

108 DELIVERING HIGH-QUALITY CANCER CARE

recent survey, for example, did not understand that their chemotherapy
was unlikely to result in a cure (Weeks et al., 2012). In another survey, 64
percent of patients with metastatic lung cancer did not understand that
radiation therapy was unlikely to result in a cure (Chen et al., 2013). To
inform patients’ expectations about therapy, Smith and Hillner suggested
that the NCI revise www.cancer.gov to summarize the available informa-
tion from clinical research on various cancers’ curability, average lifespan,
average treatment benefit, most common side effects, and available clini-
cal trials (Smith and Hillner, 2010).

There is a dearth of information on the patient experience with cancer
and its treatment. Oftentimes, available information focuses on survival
but neglects other outcomes that matter to patients and their families
(Fleurence et al., 2013). Patients are often interested in how they are go-
ing to feel during treatment or how long it will take before they can go
back to work (Basch, 2013; IOM, 2008a, 2011a). The concept of provid-
ing patients with this type of information is consistent with the aims of
the Patient-Centered Outcomes Research Institute (PCORI) to support
research that aligns with a patient’s experience with treatment (PCORI,
2013b). In its first round of funded projects, PCORI focused largely on ad-
dressing questions that are critical to patients and clinicians when making
health care decisions (Fleurence et al., 2013). PCORI has also prioritized
communication and dissemination of research results, including compar-
ing approaches to disseminate CER, engaging people to ask for informa-
tion from CER, and supporting shared decision making (PCORI, 2012).
In Chapter 5, the committee recommends that the NCI, other federal
agencies, PCORI, and researchers work to develop a common set of data
elements in research studies that will capture patient-reported outcomes,
relevant patient characteristics, and health behaviors to address the need
for better clinical information.

Patients and families also lack access to information about the cost of
cancer care. In this report, the committee defines the total cost of cancer
care as all direct medical costs resulting from the provision of cancer
care,® including payment reimbursed by insurance companies to hospi-
tals and clinicians as well as out-of-pocket costs. Out-of-pocket costs are
expenses for medical care that are paid for by the patient and can include
deductibles, coinsurance, and copayments for covered services, as well as
services that are not covered by insurance (HealthCare.gov, 2013).

The complexity of calculating costs from the multiple perspectives of
cancer care (i.e., society, health care system, payer, or patients) presents a

6 This definition varies from other uses of total cost of care, which factor in direct non-
medical costs (such as transportation and parking associated with the receipt of care) and
indirect costs (such as lost productivity due to disease morbidity or premature death).
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major challenge to making the cost of cancer care more transparent. The
price that a clinician or hospital charges for care is often different from
the amount collected for that care. Hospitals and clinician practices, for
example, usually have a chargemaster that consists of a comprehensive
listing of charges for each billable item associated with the care they
provide. This chargemaster serves as a starting point for negotiating re-
imbursement with payers. Thus, the amount that payers reimburse clini-
cians and hospitals likely varies by payer and is almost always less than
what is listed in the chargemaster. In addition, differences in patients’
health insurance benefit plan designs, including variations in the benefits
covered and cost-sharing requirements, mean that individual patients
can pay different out-of-pocket amounts for the same care. Uninsured pa-
tients, who do not have a payer to negotiate the price on their behalf, may
pay much more than a well-insured patient for the same care. According
to Reinhardt, “this situation has resulted in an opaque system in which
payers with market power force weaker payers to cover disproportionate
shares of providers’ fixed costs—a phenomenon sometimes termed cost
shifting—or providers simply succeed in charging higher prices when they
can” (Reinhardt, 2011, p. 2125).

The system’s lack of price transparency is very problematic for pa-
tients and clinicians who want to be cost conscious when making deci-
sions about care (Gruman, 2013). A recent study found that only 16 percent
of a randomly selected group of U.S. hospitals were able to provide a cost
estimate for a hospital stay that included both hospital charges and physi-
cian fees for a common surgical procedure (Rosenthal et al., 2013).

A growing number of stakeholders, however, have recognized the
importance of price transparency in health care, including state and fed-
eral government leaders, private-sector trade groups, and health payers
(Rosenthal et al., 2013). The Government Accountability Office concluded
that a number of health care and legal factors make it difficult for consum-
ers to obtain price information and recommended that HHS assess the
feasibility of estimating complete costs of health care available to consum-
ers through its ongoing and future price transparency efforts (GAO, 2011).

The Patient Protection and Affordable Care Act (ACA)” requires hos-
pitals to annually publish and update a list of standard charges for their
services. In 2014, Health Insurance Marketplaces will require participating
health plans to create communication tools where patients can research
anticipated out-of-pocket costs for specific services. Private companies are
also utilizing proprietary software that analyzes claims data to estimate
the costs of common medical procedures (Hostetter and Klein, 2012). As

7 Patient Protection and Affordable Care Act, Public Law 111-148, 111th Congress, 2nd
Sess. (March 23, 2010).
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of February 2013, at least 30 states had signed laws or proposed legislation
focusing on health care price transparency (NCSL, 2013). Several states
have also created all-payer claims databases, which collect health insur-
ance claims information from all payers into a single database, including
information on charges and payments, the clinicians/hospitals receiving
payment, clinical diagnosis and procedure codes, and patient demograph-
ics (APCD, 2013; NCSL, 2013).

As depicted in the committee’s conceptual framework (see Figure S-2),
publicly reported quality measurement will facilitate better information
about the cost of cancer care. The Centers for Medicare & Medicaid Ser-
vices (CMS) may be in the best position to provide this information. In
2013, HHS released average Medicare charges for 100 common inpatient
hospital procedures and 30 outpatient procedures in an effort to improve
the affordability and accountability of the health care system (CMS, 2013b;
HHS, 2013b). In addition, a U.S. federal judge has lifted an injunction pre-
venting public access to a database that provides information on Medicare
insurance claims by individual clinicians (Tamman, 2013). Clinical prac-
tice guidelines could also include cost information for different chemo-
therapy regimens (IOM, 2013; Ramsey and Shankaran, 2012). One study
found that when cost information was included in laboratory test order-
ing forms, it led to a decrease in the number of tests clinicians ordered
and reduced hospital charges by more than $400,000 over the 6-month
intervention (Feldman et al., 2013). In addition, the decision-support soft-
ware eviti® provides clinicians with cost data based on average wholesale
price for more than 1,100 different cancer care regimens (Licking, 2012).
Although one study found that eviti® reduced nonstandard treatment in
lung cancer, its impact on the cost of care was not assessed (Ganz, 2013;
Grund et al., 2012).

Given patients’ needs for more comprehensive information about
cancer care, the committee recommends that the NCI, CMS, PCORI,
as well as patient advocacy organizations, professional organizations,
and other public and private stakeholders, improve the development
of clinical and cost information and make it available through print,
electronic, and social media. This information should be easily accessible
to patients and their families. Access to more comprehensive information
on cancer care will enable patients to make better informed decisions
about their care.

Improving Shared Decision Making Using Decision Aids

One of the important functions of communication in cancer care is
ensuring that patients make decisions that are consistent with their needs,
preferences, and values. Clinicians have an important role in improving

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/18359

Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis

PATIENT-CENTERED COMMUNICATION 111

patient-centered communication and shared decision making by listen-
ing actively, assessing a patient’s understanding of treatment options,
validating a patient’s participation in the decision-making process, and
communicating empathy both verbally and nonverbally (Epstein and
Street, 2007). In addition, decision making can be improved through use
of decision aids that facilitate patient understanding of treatment options
and enable patients to take a more active role in decision making. A deci-
sion aid is a “tool that provides patients with evidence-based, objective
information on all treatment options for a given condition. Decision aids
present the risks and benefits of all options and help patients understand
how likely it is that those benefits or harms will affect them” (MedPAC,
2010, p. 195). Decision aids can include written material, Web-based tools,
videos, and multimedia programs (MedPAC, 2010). Some decision aids
are designed for patient use and others are designed for clinicians to use
with patients.

Decision aids have rapidly been developed by organizations such as
AHRQ, the NCI, the Informed Medical Decisions Foundation, Health-
wise, and many others (MedPAC, 2010). Estimates suggest that there are
more than 500 decision aids currently available (Elwyn et al., 2006; OHRI,
2013). In the cancer setting, one of the most recognized decision aids is
Adjuvant! Online. Clinicians and patients use Adjuvant! Online to assess
the risk of an individual patient developing a recurrence and/or dying
from breast cancer within 10 years of their diagnosis in order to guide
decisions about adjuvant treatment for breast cancer (chemotherapy, en-
docrine therapy, or none) (Gribbin and Dewis, 2009). The Informed Medi-
cal Decisions Foundation’s website includes a number of decision aids
relevant to cancer, including those for breast cancer, prostate cancer, and
end-of-life decisions, as well as screening aids for colorectal cancer and
prostate cancer (Informed Medical Decisions Foundation, 2012b). PCORI
also supports research on decision aids (PCORI, 2013a). Oshima Lee and
Emanuel (2013) have suggested that PCORI'’s research on the effectiveness
of shared decision-making techniques could be broadly disseminated to
improve the development of future decision aids.

There are a number of ongoing efforts to improve shared decision
making. The University of California, San Francisco, and the Dartmouth-
Hitchcock Medical Center, for example, offer decision support programs
for patients with breast cancer (see Box 3-2), and in 2007, Washington state
became the first state to enact legislation promoting the use of shared
decision making and decision aids in practice (Armstron and Arterburn,
2013). Group Health recently implemented a demonstration project using
12 video-based decision aids for elective surgical procedures and has since
distributed more than 31,000 decision aids to participating patients. More
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BOX 3-2
Examples of Decision Support Programs

University of California, San Francisco, Carol Franc Buck Breast Care Center

This program provides patients with information packets and decision aids to
review prior to their medical appointments, as well as an intern who accompanies
them throughout their consultation and treatment planning process. The interns
generate a prioritized list of questions for the patients to ask their clinicians. They
may also accompany patients to their medical appointments to record the dis-
cussion and write down answers doctors provide to their questions. The written
answers are reviewed by the clinicians, put in the medical chart, and sent home
with the patient, along with an audio recording of the visit.

Dartmouth-Hitchcock Medical Center

At this center, every breast cancer patient is referred to the Center for Shared
Decision Making when first diagnosed. Patients complete online surveys to cap-
ture their medical and family history, how important it is to them to keep their
breasts and avoid radiation, and other personal treatment-related preferences.
The patients also watch a video with a decision aid that is appropriate for their
situation. Following the video, patients are asked what treatment they prefer, how
certain they are in their decision, and if they understand the survival and recur-
rence rates associated with their various treatment options. The collected informa-
tion is entered into a clinical decision support system, which will alert the center’s
clinicians to different actions based on the patients’ responses.

SOURCES: Informed Medical Decisions Foundation, 2012a; IOM, 2011a; UCSF Carol Franc
Buck Breast Cancer Center, 2012.

than 65 percent of patients who undergo elective surgery at Group Health
now use a decision aid (Armstron and Arterburn, 2013).

A Cochrane systematic review of 86 studies found that individuals
who used decision aids had improved knowledge about their care options
and more accurate expectations about potential benefits and harms, made
decisions more consistent with their values, and were more engaged in
their care compared to individuals who did not use decision aids (Stacey
et al.,, 2011). In cancer care, a systematic review of 23 randomized clinical
trials of cancer decision aids found that decision aids improved patient
participation in decision making and resulted in higher-quality medical
decisions (Stacey et al., 2008). For example, a randomized controlled trial
found that Adjuvant! Online made a difference in patients’ decisions on
whether or not to take adjuvant therapy and resulted in treatment deci-
sions that were more tailored to patient preferences (Siminoff et al., 2006).
Video decision aids have also been effective in the cancer setting in pro-
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moting patients’ understanding of end-of-life care options (El-Jawahri et
al., 2010; Volandes et al., 2013). Decision aids that provide information on
prognosis are acceptable and desired among patients with metastatic can-
cer (Chiew et al., 2008; Smith et al., 2011), and these decision aids improve
knowledge without creating anxiety (Leighl et al., 2011) or diminishing
hope (Smith et al., 2010).

In addition, decision aids may reduce the cost of care (The Common-
wealth Fund, 2007; Oshima Lee and Emanuel, 2013). One study found
that individuals who used decision aids had 5.3 percent lower overall
medical costs compared to individuals who had received standard of
care (Veroff et al., 2013). Some savings from shared decision making
could result from patients opting for less aggressive interventions that are
more aligned with their needs, values, and preferences (Covinsky et al.,
2000; El-Jawahri et al., 2010; Oshima Lee and Emanuel, 2013; Veroff et al.,
2013). Because of these benefits, the committee recommends that the NCI,
CMS, PCORI, as well as patient advocacy organizations, professional
organizations, and other public and private stakeholders, improve the
development of decision aids and make them available through print,
electronic, and social media.

To ensure the development and dissemination of high-quality deci-
sion aids, it may be beneficial to have a mechanism for quality control.
Oshima Lee and Emanuel (2013) called upon CMS to begin certifying
patient decision aids in order to (1) promote an ideal approach to patient-
clinician decision making, (2) improve the quality of health care decisions,
and (3) reduce the cost of health care. Other groups have also developed
criteria to evaluate decision aids (Elwyn et al., 2006). This mechanism for
quality control may be met by Section 3506 of the ACA, which calls for
HHS to establish a program that would facilitate shared decision making.
Although this program would be responsible for developing, certifying,
and disseminating patient decision aids, it has not yet been funded (In-
formed Medical Decisions Foundation, 2013).

The cancer community could also promote more widespread use of
high-quality decision aids by addressing barriers in uptake among pa-
tients and clinicians. Clinicians lack incentives to use decision aids in their
practices and have limited training in their use (Lin et al., 2013). King and
Moulton (2013) noted that the Group Health demonstration project over-
came clinician reluctance to using decision aids by changing institutional
culture, presenting patient satisfaction data to clinicians, and providing
decision aid training. Additional research on patient use of decision aids
could inform interventions designed to broaden the reach of these deci-
sion aids (Belkora et al., 2011; Partin et al., 2006).
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Prioritizing Clinician Training in Communication

Communication is a core responsibility for clinicians and the Accredi-
tation Council for Graduate Medical Education expects medical residents
to demonstrate competency in communication (ACGME, 2008; Moore et
al., 2013). As discussed previously, clinicians need to communicate ef-
fectively with patients to build patient-clinician relationships focused on
trust and rapport, as well as to exchange information, respond to patient
emotions, manage the uncertainty associated with a cancer diagnosis and
treatment, participate in shared decision making, and enable patient self-
management (Epstein and Street, 2007). Effective communication is asso-
ciated with patients experiencing faster recovery, improved pain control,
and better psychological functioning; ineffective communication is associ-
ated with patient anxiety, uncertainty, and dissatisfaction with cancer care
(reviewed in Moore et al., 2013). In addition, the availability of clinical
and cost information is insufficient to assist patients in making decisions
consistent with their needs, preferences, and values. It is also critically
important for clinicians to provide patients with the opportunity to dis-
cuss this information in real time with members of the cancer care team.
Technology-enabled approaches, such as telemedicine, may increase the
opportunity for patients to have these interactions (see Chapter 4).

Many clinicians, however, are not trained to communicate well and
many patients with cancer have unmet communication needs (Hack,
2005). Kissane et al. (2012) noted that medical schools teach generic com-
munication skills, but the cancer setting requires specialty communication
skills training, including breaking bad news, discussing prognosis and
risk, using shared decision making to make care plans, responding to
emotions, dealing with recurrence, changing treatment goals, running a
family meeting, and discussing death and dying. Because cancer is a life-
threatening condition, giving bad news, such as discussing a poor prog-
nosis, recurrence, or progression, is a common clinician task. But clinicians
are rarely trained to have these difficult conversations with patients (Baile
et al., 2000; Oncotalk, 2002; Orlander et al., 2002; Quill and Townsend,
1991; Wittenberg-Lyles et al., 2013). A survey of oncologists found that
less than 10 percent reported formal training in breaking bad news and
only 32 percent had the opportunity during training to regularly observe
other clinicians break bad news to patients (Baile et al., 2000).

Given the importance of communication in the cancer setting, the
committee recommends that professional educational programs for
members of the cancer care team should provide comprehensive and
formal training in communication. A Cochrane systematic review assess-
ing communication skills training in cancer found that this training is ef-
fective and improves clinician empathy and use of open-ended questions
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(Moore et al., 2013). Additional research will be needed to understand
the link between clinician communication training and improved patient
outcomes (Moore et al., 2013; Uitterhoeve et al., 2010). However, there is
some evidence on how to train clinicians most effectively.

Many clinicians learn communication skills by watching mentors
communicate with patients or through didactic approaches, but research
indicates that there are more effective methods of improving communica-
tion skills (Back et al., 2009a, 2010; Berkhof et al., 2010). Key attributes of
effective communication skills training include (1) recognition and defini-
tion of the essential skills in communication (for example, demonstrating
empathy, using open-ended questions, and assessing psychosocial care
needs); (2) opportunities for clinicians to practice communication skills
through role-playing; (3) thoughtful feedback from skilled communica-
tors; (4) self-reflection through video and audio recordings; and (5) con-
tinued practice of communication skills (Back et al., 2009a; Moore et al.,
2013).

Communication skills training has been delivered in a number of
formats, including sessions integrated into a degree program, as well
as multi-day workshops (Moore et al., 2013). Epstein and Street (2007)
suggested that communication training should be introduced as early as
possible in medical and nursing education, because clinicians immedi-
ately start establishing routines for interacting with patients. Additional
research is necessary to assess the duration of effectiveness of this training
(Moore et al., 2013).

There are a number of challenges to implementing communication
skills training. Compared to other types of clinician training that test
knowledge to assess improvement, it is more difficult to measure im-
provements in communication skills. The diversity of settings in which
communication skills training occurs (i.e., medical and nursing schools,
residency programs, and clinical practice), along with the various levels of
exposure that clinicians have to communication skills training, may also
make it difficult to implement. In addition, communication skills train-
ing needs to be reinforced over time, but there is a lack of information
regarding how often this should occur. There is also uncertainty regarding
the scalability of current communication programs, given the resources
needed to establish a communication skills training program, measure
performance, and evaluate outcomes. Additional communication training
could be supported through the NCI R25 mechanism (NCI, 2013a), but
Kissane et al. (2012) argued that this funding is unlikely to sustain these
programs over time. The importance of communication to new models of
payment, however, may spur investment in communication skills training
(see Chapter 8).

In addition, a number programs and models are available to improve
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clinician communication skills in the cancer setting. Oncotalk® uses a
series of learning modules (e.g., fundamental communication skills, giv-
ing bad news, discussing treatment options, and informed consent, etc.)
to teach clinicians about specific communication tasks, provide sugges-
tions for implementing these skills, and review recommended sources
for more information. One of the communication approaches advocated
by Oncotalk is the ask-tell-ask method, which has clinicians ask their
patients to describe their understanding of an issue by using prompts
such as, “to make sure we are on the same page, can you tell me what
your understanding of your disease is?” The process of asking for this
information can improve the patient-clinician relationship, demonstrate
a clinician’s willingness to listen, and help direct the conversation. Next,
clinicians tell their patients the information that needs to be conveyed in
straightforward language, breaking down the information so that it is not
overwhelming to the patient. In the final step, clinicians ask patients if
they understand the information, which acts as a check to see if patients
received the information the clinician tried to impart and provides an op-
portunity for patients to ask questions (Back et al., 2009b). An evaluation
of Oncotalk found that the program was a successful teaching model for
improving communication skills in postgraduate medical trainees (Back
et al., 2007).

Another approach to communication emphasized in the palliative
care setting for nurses is the COMFORT model (Communicate, Orienta-
tion and opportunity, Mindful presence, Family, Openings, Relating, and
Team) (Goldsmith et al., 2013; Wittenberg-Lyles et al., 2013). This approach
builds a number of communication skills, including practicing empathy,
engaging in interdisciplinary collaboration, gauging health literacy, and
recognizing the patient and family in palliative care interactions.

Communicating Information and Preparing Cancer Care Plans

To achieve high-quality cancer care, the cancer care team needs to
effectively communicate and engage in shared decision making with
patients to ensure that patients understand their disease, know their
care options, and develop a plan for care. The committee recommends
that the cancer care team provide patients and their families with un-
derstandable information on cancer prognosis, treatment benefits and
harms, palliative care, psychosocial support, and estimates of the total
and out-of-pocket costs of cancer care. The cancer care team should
communicate and personalize this information for their patients at key
decision points along the continuum of cancer care, using decision aids

8 See http://depts.washington.edu/oncotalk (accessed January 3, 2013).
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when available. The American Board of Internal Medicine’s (ABIM’s)
Charter for medical professionalism highlights the fundamental impor-
tance of communication with patients such that “patients are completely
and honestly informed . . . [and] empowered to decide on the course of
therapy” (ABIM, 2013).

The cancer care team personalizes this information for patients by
ensuring that the communication approach takes into account a patient’s
language, health literacy, and informational and emotional needs. Health
literacy toolkits may help clinicians more effectively convey understand-
able information to their patients (AMA, 2013; DeWalt et al., 2010; LINCS,
2013). In addition, several IOM workshops highlighted some methods
that clinicians could use to present complicated information to patients
in a format that facilitates comprehension (see Table 3-3).

Patient-clinician communication is especially important when pa-
tients and their families need to make specific decisions about their care.
This includes key decision points, such as at the time of initial diagnosis,
when patients experience cancer progression or recurrence, following
treatment, or when the goals of care or patient preferences change.

Cancer care plans facilitate clinicians’ communication of this infor-
mation because they provide patients and their families with a roadmap
to navigate their cancer care. They can also facilitate coordinated care
by summarizing all relevant information into a single location that can
be shared among members of the cancer care team, the primary care/
geriatrics care team, and other clinicians involved in a patient’s care. Ad-
ditionally, cancer care plans can encourage patient participation in deci-
sions about their care and help patients retain important information by
providing a summary of key information (IOM, 2011a).

The IOM report Ensuring Quality Cancer Care recommended that pa-
tients with cancer have “an agreed-upon care plan that outlines the goals
of care” (IOM and NRC, 1999, p. 7). The IOM also recommended care
plans for cancer survivors completing primary treatment (IOM and NRC,
2005). More recently, an IOM workshop highlighted the importance of
care planning for promoting patient-centered communication and shared
decision making (IOM, 2011a). Thus, the committee recommends that the
cancer care team collaborate with their patients to develop a care plan
that reflects their patients’ needs, values, and preferences, and considers
palliative care needs and psychosocial support across the cancer care
continuum. Involvement of patients’ primary/geriatrics and specialist
care teams may also be helpful in developing a care plan, especially for
patients with comorbidities.

Currently, the evidence base for care plans is limited and primarily re-
lated to survivorship care plans rather than care plans for ongoing cancer
care. The IOM report From Cancer Patient to Cancer Survivor: Lost in Transi-

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/18359

Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis

118 DELIVERING HIGH-QUALITY CANCER CARE

TABLE 3-3 Examples of Communication Strategies Clinicians Can Use
to Present Complicated Information to Patients

Strategy Description

Absolute risk Patients and caregivers are better at comprehending absolute
risk than relative risk. Relative risk compares risk in two
different populations. For example, people who smoke are
about 15 to 30 times more likely to develop lung cancer or die
from lung cancer compared to people who do not smoke. In
contrast, absolute risk represents an individual’s overall risk.
For example, the risk that a woman who is 40 years old will be
diagnosed with breast cancer during the next 10 years is 1.47
percent (or 1 in 68 women).

Graphical formats Graphs can help patients and caregivers comprehend risk.
Some graphical formats are easier for patients and caregivers to
interpret. For example, pictographs (or diagrams representing
statistical data in pictorial form) improve patients” and
caregivers’ comprehension compared to bar graphs or pie
charts.

Rare events Comparing the likelihood of a medical event to the likelihood
of a commonly understood rare event can help patients and
caregivers understand risk. For example, “an individual has a
1 in 10,000,000 chance of getting struck by lightning, and about
a 1in 100 chance of dying if they smoke 10 cigarettes a day for
one year.”

Multiple formats Presenting patients and caregivers with complicated
information in multiple formats improves comprehension. For
example, clinicians can present information as both percentages
and as frequencies, and numerical information can be presented
both orally and visually (e.g., in a graph).

Read back When clinicians ask their patients to repeat back the
information they heard, rather than just ask whether they
understood the information, comprehension improves.
Repetition requires patients to demonstrate to the clinicians
that they understand the information. It also gives clinicians
the opportunity to clarify information or emphasize necessary
details.

Videos Clinicians can use videos to provide realistic visual images
of various treatment options and outcomes. For example, a
study evaluating the effect of a video on the cardiopulmonary
resuscitation (CPR) preferences of patients with advanced
cancer found that patients who watched the video had
improved knowledge of CPR and more confidence in their
health care decisions, compared to patients who did not watch
the video.

SOURCES: CDC, 2013; El-Jawabhri et al., 2010; Gigerenzer and Edwards, 2003; IOM, 2009a,
2011b; NCI, 2012; Peters et al., 2007; Volandes et al., 2013.

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/18359

Delivering High-Quality Cancer Care: Charting a New Course for a System in Crisis

PATIENT-CENTERED COMMUNICATION 119

tion argues that even though there is limited evidence to support survivor-
ship care plans, “some elements of care simply make sense—that is, they
have strong face validity and can reasonably be assumed to improve care”
(IOM and NRC, 2005). Only one randomized clinical trial on survivorship
care planning has been published (Grunfeld et al., 2011), which found
that survivorship care plans were not beneficial for improving patient-
reported outcomes. However, the validity and generalizability of this
study has been questioned (Parry et al., 2013). Moreover, the relevance of
this finding on care plans in the treatment setting is unknown. CMS rec-
ognizes the promise of care planning and is in the process of implement-
ing a new Medicare payment policy to reward care planning delivered in
the context of a patient-centered medical home for patients with complex
chronic conditions (Bindman et al., 2013). Bindman and colleagues note
that the “care plan is based on a physical, mental, cognitive, psychosocial,
and functional and environmental (re)assessment of the patient and on an
inventory of resources and supports available to the patient.” The need
to consider multiple treatment modalities, facilitate shared decision mak-
ing, and coordinate care in the cancer treatment setting suggests that care
plans may prove especially beneficial there.

Documenting information in a patient’s care plan is insufficient to en-
sure patient-centered communication and shared decision making. Parry
and colleagues (2013) noted that “much like electronic health records, care
plans are vehicles for communication and coordination of care, nothing
more. We cannot expect a document to do the work of a process, and we
certainly cannot expect it to fix a flawed process” (p. 2651). The care plan
is a tool to facilitate communication and shared decision making, care co-
ordination, and retention of the path of care. Equally important to the care
plan itself are the conversations that a patient and clinician have regard-
ing a patient’s cancer care. Improving clinician training in communication
will be essential to implementing the committee’s recommendation on
cancer care planning.

Progress on implementing cancer care planning is under way. CMS
has established two new Healthcare Common Procedure Coding System
codes for cancer treatment planning and care coordination related to
initial treatment and change of treatment (NCCS, 2012b). In June 2013,
the Planning Actively for Cancer Treatment (PACT) Act of 2013 was in-
troduced in the U.S. House of Representatives.” This bill would provide
Medicare coverage for cancer care planning and coordination services,
including the development of a written plan for cancer treatment. A
number of cancer organizations have endorsed the PACT Act of 2013,

9 H.R. 2477. Planning Actively for Cancer Treatment (PACT) Act of 2013. 113th Cong. 1st.
sess. (June 25, 2013).
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including the American Cancer Society Cancer Action Network, ASCO,
LIVESTRONG, the National Coalition for Cancer Survivorship, and the
National Comprehensive Cancer Network (NCCS, 2013).

Care Plan Components

Cancer care plans document information about a patient’s diagnosis
and prognosis, the planned path of care, and who is responsible for each
portion of that care. Box 3-3 lists examples of typical features of cancer
care plans, and the section below elaborates on a number of critical fea-

BOX 3-3
Information in a Cancer Care Plan

Utilizing patient-centered communication and shared decision making, the
cancer care team should collaborate with patients to develop a cancer care plan.
Examples of components in a patient-specific cancer care plan include

e Patient information (e.g., name, date of birth, medication list, and allergies)

e Diagnosis, including specific tissue information, relevant biomarkers, and
stage

* Prognosis

* Treatment goals (curative, life-prolonging, symptom control, palliative care)

* |Initial plan for treatment and proposed duration, including specific chemo-
therapy drug names, doses, and schedule as well as surgery and radiation
therapy (if applicable)

* Expected response to treatment

e Treatment benefits and harms, including common and rare toxicities and
how to manage these toxicities, as well as short-term and late effects of
treatment

¢ Information on quality of life and a patient’s likely experience with treatment

* Who will take responsibility for specific aspects of a patient’s care (e.g.,
the cancer care team, the primary care/geriatrics care team, or other care
teams)

¢ Advance care plans, including advanced directives and other legal documents

e Estimated total and out-of-pocket costs of cancer treatment

* A plan for addressing a patient’s psychosocial health needs, including
psychological, vocational, disability, legal, or financial concerns and their
management

¢ Survivorship plan, including a summary of treatment and information on
recommended follow-up activities and surveillance, as well as risk reduc-
tion and health promotion activities

SOURCES: IOM, 2011a; IOM and NRC, 2005.
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tures, including clinical and cost information, palliative care, psychosocial
support, and advance care planning. Care plans should be updated when
new information becomes relevant, such as changes in treatment response
or patient preferences. Further research on care plans will also be needed,
including the optimal presentation of this information and the relation-
ship between care plans and patient-clinician communication and shared
decision making, among other topics. Table 3-4 illustrates an example
of a care plan for cancer, which could be imported into electronic health
records (EHRs) and shared with patients.

Clinical information. The clinical information that the cancer care
team discusses with patients should include all relevant information
for patients to make decisions about their care options, including can-
cer prognosis, likelihood of treatment response, treatment benefits and
harms, and likely experience with a treatment. The prognostic informa-
tion should include specifics about curability, response rates for various
treatment options, and a treatment’s impact on survival as well as quality
of life.

Palliative care. Palliative care is defined as “patient- and family-centered
care that optimizes quality of life by anticipating, preventing, and treating
suffering. Palliative care throughout the continuum of illness involves ad-
dressing physical, intellectual, emotional, social, and spiritual needs and
facilitating patient autonomy, access to information, and choice” (NQEF,
2006, p. 3).

Palliative care has the following characteristics:

e Care is provided and services are coordinated by an interdisci-
plinary team;

e Patients, families, and palliative and non-palliative health care
clinicians collaborate and communicate about care needs;

e Services are available concurrently with or independent of cura-
tive or life-prolonging care; and

e Clinicians respect their patients and families” dignity throughout
the course of illness, during the dying process, and after death.

Despite the importance of palliative care in improving the quality
of patients’ lives, clinicians often fail to address patients’ palliative care
needs in their care plans. Clinicians often equate palliative care with
end-of-life care and consider it an alternative, rather than a complement,
to curative or life-extending treatment (see Box 3-4). However, palliative
care services may be introduced at any point along the continuum of
cancer care as a critical layer of support that is delivered concurrently
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TABLE 3-4 Example of a Written Plan for Communication

Plan component

Purpose

Name

Medical Record No.
Date

1. Diagnosis:

2. Stage
(where it has spread):
(list all areas)

3. Prognosis:
List whether curable or not curable and
expected average lifespan

4. Treatment Goals:
List cure, long- or short-term control,
pain relief, hospice care

5. Treatment Options:
List all that apply

6. Call the doctor if:

List the threshold for fever, pain,
and other symptoms

7. How to reach me:______

List the phone numbers during
office and off-hours

8. Signed: , MD

Lets the cancer care team personalize each
patient’s plan; make a copy for the medical
record.

Gives the disease a name so the patient can
look it up.

Allows discussion of prognosis. Showing me-
tastases to the brain and liver quickly points
out the seriousness of the illness.

Allows the cancer care team to ask first if
patients want to know the full details of their
illness! Allows open communication about
goals, rest-of-life planning. Some patients
will persist in denial, but this allows open
dialogue with the family.

Makes explicit what the cancer care team

can and cannot do; for curable disease, this
reinforces the patient’s goal, and that cure is
possible. The cancer care team can use this to
bring up do-not-resuscitate and cardiopulmo-
nary resuscitation issues.

Allows the cancer care team to emphasize
that hospice care does not mean “no treat-
ment,” but a different set of treatment goals.

The cancer care team should list treatments,
response rates, and common toxicities. The
cancer team should specifically mention
vomiting and hair loss, the two most feared
symptoms.

If the cancer care team cannot define a real
benefit then there is no justification for
treatment.

Gives patients explicit reasons to call their
cancer care team and gives explicit permis-
sion to call.

The cancer care team should tell patients to
keep this handy. They will call, and for real
events. Emails for nonemergency purposes
work well for prescription refills, questions
about new drugs, encouragement, etc.

Personalizes the plan as well as making it a
part of the medical record.

SOURCE: Adapted from Smith, T.: ] Clin Oncol 21(9 Suppl), 2003: 12s-16s. Reprinted with
permission. © 2003 American Society of Clinical Oncology. All rights reserved.
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BOX 3-4
Challenges to the Delivery of Palliative Care
Across the Cancer Care Continuum

In this report, the committee utilizes the term palliative care and adopts the
National Quality Forum’s definition: “patient- and family-centered care that opti-
mizes quality of life by anticipating, preventing, and treating suffering. Palliative
care throughout the continuum of iliness involves addressing physical, intellectual,
emotional, social, and spiritual needs and facilitating patient autonomy, access to
information, and choice” (NQF, 2006, p. 3). The committee conceptualizes pal-
liative care as an added layer of support that can be delivered concurrently with
other therapeutic treatment modalities to improve quality of life for cancer patients.

A lack of awareness about palliative care and definitional challenges reduce
patients’ access to palliative care across the cancer care continuum. A recent
survey found that 70 percent of the public had no knowledge about palliative care,
but once informed, 95 percent of respondents agreed that patients with serious
illness should be informed about palliative care (Center to Advance Palliative
Care, 2011).

Although the general public has little knowledge about palliative care, clini-
cians often conflate palliative care with hospice care (Center to Advance Palliative
Care, 2011; Meier, 2012). Thus, clinicians often neglect recommending palliative
care until late in the cancer care continuum. Studies suggest that some oncology
clinicians prefer the term supportive care as opposed to palliative care, and if the
name were changed, clinicians would be more likely to refer patients earlier in
the cancer care continuum (Dalal et al., 2011; Hui et al., 2013; Wentlandt et al.,
2012). However, others have asserted that changing the name risks even more
confusion: “Rather than changing the name from ‘palliative care, risking ambigu-
ity and confusion, we believe that improved communication is key to appropriate
engagement with palliative care services” (Milne et al., 2013).

with therapeutic treatment modalities to improve quality of life for cancer
patients (Ferris et al., 2009; Hennessy et al., 2013; Spinks et al., 2012). In
a provisional clinical opinion, ASCO endorsed the provision of palliative
care concurrent with usual cancer care (Smith et al., 2012). This concept is
illustrated in Figure 3-3, showing palliative and life-prolonging care be-
ing delivered simultaneously. Generally, the majority of a patient’s care
is initially focused on life-prolonging therapy, but as a patient’s disease
progresses, palliative care takes on a more prominent role. However,
individuals” need for palliative care may vary throughout their disease
trajectory. For example, a patient may require more palliative care early
in treatment (during chemotherapy or following surgery or radiation
treatment) and then have lower palliative care needs during periods of
remission.
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Provision of Palliative Care
Exclusively at End of Life

Curative or Life-Prolonging
Treatment

Palliative Care

Diagnosis End of Life Care

Incorporation of Palliative Care
Throughout the Cancer Care Continuum

Curative or Life-Prolonging
Treatment

Palliative Care

FIGURE 3-3 Relationship of curative or life-prolonging treatment to palliative
care for cancer. In current practice, there is often a single focus on curative or
life-prolonging treatment, with palliative care provided only near the end of life.
The committee’s framework of high-quality cancer care incorporates palliative
care throughout the cancer continuum, becoming more intensive toward the end
of life.

SOURCE: Adapted from IOM, 1997.

There is strong evidence to support the provision of palliative care
throughout the cancer care continuum. Early palliative care referral has
been associated with improved symptom management (Bandieri et al.,
2012; Temel et al., 2010), increased survival time (Temel et al., 2010), lower
utilization of aggressive end-of-life care (Greer et al., 2012; Temel et al.,
2010), and more accurate patient expectations regarding long-term prog-
noses (Temel et al., 2011). Despite these benefits, clinicians often do not
refer their patients to palliative care until the last 2 months of life (Cheng
et al., 2005; Osta et al., 2008). At one comprehensive cancer center, fewer
than half of patients received a palliative care consultation before they
died, and palliative care consultations occurred late in the disease process
(Hui et al., 2012).

Inclusion of palliative care in the cancer care plan will help improve
patient access to palliative care across the cancer continuum. Address-
ing palliative care needs is also critical for high-quality end-of-life care.
This is discussed in greater depth in the sections below on Emphasizing
Palliative Care and Psychosocial Support and Providing Timely Referred
Hospice Care.
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Psychosocial support. Care plans should address a patient’s psychoso-
cial health needs (see Table 3-5). Many patients with cancer have unmet
psychosocial needs, and patients with cancer report that their clinicians
often do not understand their psychosocial needs; do not consider psy-
chological support as a component of cancer care; and fail to recognize,
treat, or refer patients to psychosocial services (IOM, 2008a). The commit-
tee endorses the recommendations in the IOM report Cancer Care for the
Whole Patient, which stated that the cancer care team should identify each
patient’s psychosocial health needs and design and implement a care plan
that (1) links the patient and family with psychosocial services; (2) coor-
dinates biomedical and psychosocial care; and (3) engages and supports
patients in managing their illness and health (IOM, 2008a).The psycho-
social care plan should be revisited across the cancer care continuum, as
these needs are likely to change depending on a patient’s circumstances.
Meeting psychosocial health needs in end-of-life care is especially impor-
tant, as discussed below. Chapter 4 elaborates on the workforce providing
psychosocial support to patients with cancer.

Cost. The cancer care team should discuss the total and out-of-pocket cost
of cancer care with patients. There is a growing recognition of the role
of care teams in discussing cost with their patients as a critical aspect of
patient-centered communication and shared decision making (Moriates,
etal., 2013). The American Society of Clinical Oncology’s (ASCQO's) policy
statement states that “communication with patients about the cost of care
is a key component of high quality care” (Meropol et al., 2009, p. 3871).
Discussing costs “openly, in a way that allows patients an opportunity to
hear the justification for cost-conscious decisions and to be active agents
in thinking through treatment choices when feasible, is consistent with
physicians’ ethical duties to be transparent with patients and provide
patient-centered care” (Sommers et al., 2013, p. 344). Additional experts
have asserted that ““financial toxicity” as a result of disease or treatment
decisions might be considered analogous to physical toxicity and might
be considered a relevant variable in guiding cancer management” (Zafar
et al.,, 2013, p. 381).

Because cancer treatment can be a large financial burden, cost is
an important issue for many patients and families (Bernard et al., 2011;
IOM, 2013; Stump et al., 2013). A survey found that more than a third of
individuals reported that medical problems were the reason for bank-
ruptcy, even though three out of four families studied had insurance at
the onset of illness (Himmelstein et al., 2009). Cancer patients, especially
those under 65 years, have a higher bankruptcy rate compared to people
who do not have cancer (Ramsey et al., 2013). Another study of patients
undergoing adjuvant treatment for regional colon cancer found that 38
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TABLE 3-5 Psychosocial Needs and Formal® Services to Address Them

Psychosocial Need

Health Services

Information about illness,
treatments, health, and services

Help in coping with emotions
accompanying illness and treatment

Help in managing illness

Assistance in changing behaviors to
minimize impact of disease

Material and logistical resources,
such as transportation

Help in managing disruptions in
work, school, and family life

Financial advice and/or assistance

Provision of information (e.g., on illness,
treatments, effects on health, and psychosocial
services) and help to patients/families in
understanding and using the information

Peer support programs

Counseling /psychotherapy to individuals or
groups

Pharmacological management of mental
symptoms

Comprehensive illness self-management/self-
care programs

Behavioral/health promotion interventions,

such as:

o clinician assessment/monitoring of health
behaviors (e.g., smoking, exercise)

o brief clinician counseling

o patient education (e.g., in cancer-related
health risks and risk reduction measures)

Provision of resources

Family caregiver education

Assistance with activities of daily living
(ADLs), instrumental ADLs, chores

Legal protections and services (e.g., under
Americans with Disabilities Act and Family
and Medical Leave Act)

Cognitive testing and educational assistance

Financial planning/counseling, including
management of day-to-day activities such as
bill paying

Insurance (e.g., health, disability) counseling
Eligibility assessment/counseling for other
benefits (e.g., Supplemental Security Income,
Social Security Disability Income)
Supplemental financial grants

“Family members and friends and other informal sources of support are key providers
of psychosocial health services. This table includes only formal sources of psychosocial
support—those that must be secured through the assistance of an organization or agency
that in some way enables the provision of needed services (sometimes at no cost or

through volunteers).

SOURCE: Adapted from IOM, 2008a.
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percent of patients reported at least one treatment-related financial hard-
ship (Shankaran et al., 2012).

The committee recognizes that there are a number of challenges to
discussing the cost of care. Both clinicians and patients can be reluctant
to broach the subject of cancer care costs (Neumann et al., 2010; Sommers
et al.,, 2013). For example, a survey of oncologists found that only 43
percent always or frequently discuss the cost of cancer care with patients
(Neumann et al., 2010). Clinicians may not explain the potential cost im-
plications for different cancer care options because these discussions are
time consuming and not prioritized under the current reimbursement
system (see Chapter 8). In addition, some clinicians may not know the
total costs involved in cancer care or the out-of-pocket costs for which
patients may be responsible, given the variable insurance plans with dif-
fering benefit packages. However, a recent survey found that 76 percent
of physicians were “aware of the costs of the tests/treatments [they] rec-
ommend” (Tilburt et al., 2013), and oncologists have reported that their
incomes increase when they administer chemotherapy and growth factors
(Malin et al., 2013). Because exact information may not always be avail-
able, the cancer care team should provide patients with estimates of the
total and out-of-pocket costs of cancer care.

Another challenge to discussing cost information with patients is the
possibility that some patients may reject potentially beneficial cancer care
due to cost concerns. However, this information is important for patients
to make informed decisions about their care. Patients may not be aware of
their out-of-pocket costs until after care is provided, but discussing these
costs prior to cancer care could facilitate more fully informed decisions. If
patients have multiple treatment options to consider, the cancer care team
should provide patients with information that compares the relative costs
of these different options. In addition, providing information on the total
cost of care can enable cost-conscious patients to consider equally effec-
tive, lower cost cancer care options.

Given time constraints for clinicians, nonclinician practice staff, such
as financial counselors or other administrative practice staff, may be help-
ful in communicating with patients about the cost of cancer care. Some
oncology practices have already started employing financial counselors
who inform patients about the total costs of cancer treatment, their insur-
ance benefits, and anticipated out-of-pocket costs for treatment (Gesme
and Wiseman, 2011). New models of payment may also help facilitate
this change.

Advance care planning. Advance care planning is defined by the National

Hospice and Palliative Care Organization as “making decisions about the
care you would want to receive if you happen to become unable to speak
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for yourself” (NHPCO, 2013, p. 1). The cancer care team should discuss
advance care planning with patients and document these preferences in the
care plan. Advance care planning should begin early in the cancer care con-
tinuum and be revisited under changing circumstances, such as when pa-
tients” cancers progress, or they change their preferences. It may be helpful
for the cancer care team to work with the primary care/geriatrics care team
in advance care planning, because the primary care/geriatrics care team may
have a more established relationship with a patient and be better suited
to eliciting their patients” preferences. The cancer care team should then
implement their patients” advance care plans if their patients lose decisional
capacity at any point in the course of illness. (Also see the section below on
“Implementing Advance Care Planning.”)

Advancing New Payment Models

The committee recommends that CMS and other payers design,
implement, and evaluate innovative payment models that incentivize
the cancer care team to discuss information on cancer prognosis, treat-
ment benefits and harms, palliative care, psychosocial support, and
estimates of the total and out-of-pocket costs of cancer care with their
patients and document their discussions in each patient’s care plan. As
mentioned previously, the current fee-for-service reimbursement system
does not compensate the cancer care team well for providing cognitive
care to their patients, such as having conversations about prognosis, likeli-
hood of treatment responses, and support services for patients. Because it
can result in care that is misaligned with their preferences and contribute
to unnecessary or harmful interventions, the current reimbursement sys-
tem is detrimental to the quality of care that patients with cancer receive.
In Chapter 8, the committee elaborates on new delivery and payment
models that could incentivize better patient-clinician communication and
shared decision making, including oncology patient-centered medical
homes, ACOs, and bundled payments. These models reward the cancer
care team for the quality, patient-centeredness, and efficiency of care they
provide. Effective patient-clinician communication will be necessary in
these models to avert potentially costly complications. In addition, these
models are designed to disincentivize clinicians from using more (or more
costly) interventions when they are unlikely to benefit a patient.

Financial incentives in fee-for-service reimbursement can also hin-
der the provision of palliative care and psychosocial support across the
cancer continuum. The current system incentivizes clinicians to provide
highly interventional care, because interventional care is reimbursed more
generously than palliative care and psychosocial support. A previous
IOM committee highlighted the deficiencies of fee-for-service reimburse-
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ment in the provision of palliative care and recommended that new pay-
ment models be considered (I0OM, 1997). This committee makes a similar
recommendation.

IMPROVING PATIENT-CENTERED COMMUNICATION AND
SHARED DECISION MAKING AT THE END OF LIFE

Patients with advanced cancer confront “complex physical, psycho-
logical, social, and spiritual consequences of disease and its treatment”
(Peppercorn et al., 2011, p. 755). And, too often, patients with advanced
cancer receive suboptimal care. This section describes challenges and op-
portunities to improve cancer care for individuals approaching the end
of life, including the importance of palliative care, psychosocial support,
advance care planning, end-of-life communication, and timely referral to
hospice.

A related activity is an IOM consensus committee on transforming
end-of-life care. That committee is currently examining issues in end-
of-life care, including advance care planning, patient-clinician com-
munication of values and preferences, and health care financing and
reimbursement. The report is expected to be released in 2014.

Implementing Advance Care Planning

Advance care planning is “making decisions about the care you
would want to receive if you happen to become unable to speak for your-
self” (NHPCO, 2013, p. 1). Ideally, all patients should have an advance
care plan in place, prior to diagnosis, as a routine part of medical care.
Advance care planning is also a part of a patient’s care plan. The cancer
care team should discuss advance care planning early in the course of a
patient’s care and implement the plan when needed. The ASCO policy
statement on advanced cancer recommends that “[a]ll patients must have
a regular opportunity to make their preferences about how to live their
final weeks and months clear to their oncologist. Only through these
discussions do we have an opportunity to match patients’ goals with the
actual care delivered” (Peppercorn et al., 2011, p. 757).

Components of advance care planning include consideration of what
types of life-sustaining treatments align with a patient’s preferences, prep-
aration of advance directives, and identification of a health care proxy.
Advance directives are “formal legal documents specifically authorized
by state laws that allow patients to continue their personal autonomy
and that provide instructions for care in case they become incapacitated
and cannot make decisions” (AHRQ, 2013a, p. 1). A health care proxy is a
document that “allows the patient to designate a surrogate, a person who
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will make treatment decisions for the patient if the patient becomes too
incapacitated to make such decisions” (AHRQ, 2013a, p. 1).

Advance care planning is an opportunity for cancer care teams to
engage with their patients to make more informed decisions about care
that is aligned with a patient’s needs, values, and preferences and can
help maximize quality of life for the time a patient has left (IOM, 2011a).
Patients who discuss advance care planning with their clinicians are more
likely to receive end-of-life care that is consistent with their preferences
(Detering et al., 2010; Mack et al., 2010; Silveira et al., 2010).

Advance care planning, however, is currently underutilized. Many
discussions with patients about advance care planning occur during acute
hospital care with clinicians other than oncologists late in the course
of disease (Mack et al., 2012a). In addition, estimates suggest that only
around half of individuals have an advance directive in their medical re-
cord (reviewed in AHRQ), 2003; Wilson et al., 2013; Yung et al., 2010). As a
result, clinicians may provide end-of-life care that is not aligned with their
patients’ preferences. For example, 70 percent of people say they want to
die at home, but 70 percent of people die in hospitals or nursing homes
(Goodman, 2012). A study found that the patients” expressed preferences
for end-of-life care and documentation of this information in the medical
record matched only 30 percent of the time (Heyland et al., 2013). Surveys
also suggest that many patients, particularly older patients, would prefer
care focused on comfort over life-extending care (see the sections below
on Emphasizing Palliative Care and Psychosocial Support and Providing
Timely Referred Hospice Care) (Barnato et al., 2007; Maida et al., 2010;
Rose et al., 2004), but end-of-life care for cancer patients is often intensive
(Morden et al., 2012). Allison and Sudore (2013) assert that failure to dis-
cuss and document patient preferences for end-of-life care is tantamount
to a medical error. Thus, the committee recommends that in the setting
of advanced cancer, the cancer care team should revisit and implement
their patients” advance care plans to provide patients with end-of-life
care consistent with their needs, values, and preferences (Recommen-
dation 2).

Many efforts to improve advance care planning are under way. In
2013, the Personalize Your Care Act was introduced in the U.S. House of
Representatives.!? This act would provide Medicare and Medicaid pa-
tients with coverage for voluntary advance care planning consultations.
It would also direct the Secretary of HHS to develop standards for EHR
documentation of the result of advance care planning discussions. Cur-
rently, EHRs often do not record patients’ decisions made during advance
care planning in an actionable format (Tai-Seale et al., 2012). Although this

10 Personalize Your Care Act of 2013, H.R. 1173, 113th Cong., 1st Sess. (March 14, 2013).
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act would greatly improve the availability of advance care planning, its
likelihood of passing Congress is unknown. Previous Congressional ef-
forts to improve advance care planning have been very controversial and
failed to become law (Tinetti, 2012).

The most evidence-based and widespread model of advance care
planning is Respecting Choices®, which was developed by health care or-
ganizations in La Crosse, Wisconsin. This model incorporates six goals
into routine care: (1) patients are invited to understand and discuss plans
for future health care; (2) patients are supported by trained nonclinicians
in the planning process; (3) patients develop plans that are specific and
understandable to all stakeholders; (4) plans are accessible wherever a
patient is treated; (5) plans are updated and become more specific as a pa-
tient’s illness progresses, and (6) clinicians review and honor plans at the
right time (Hammes et al., 2010). After 2 years of implementation, a retro-
spective analysis found that 85 percent of all adult decedents in La Crosse
had an advance directive; 95 percent of the advance directives were in the
patient’s medical record; and in 98 percent of the cases, instructions in the
advance directive were consistent with care near the end of life (Hammes
and Rooney, 1998). More recent data from La Crosse found even greater
prevalence and accessibility of advance directives (Hammes et al., 2010).

There are also a number of grassroots educational campaigns, such as
the Conversation Project and Honoring Choices Minnesota®, which are
encouraging people to have honest conversations about their preferences
for end-of-life care with their families (Bisognano and Goodman, 2013;
Wilson and Schettle, 2013). The Conversation Project is also collaborating
with the Institute for Healthcare Improvement to ensure that the health
care delivery system is well prepared to elicit and respect patient pref-
erences for end-of-life care (Bisognano and Goodman, 2013). Similarly,
ASCO and Cancer.Net have prepared a booklet for patients and families
about advance care planning for people with cancer (ASCO and Cancer.
Net, 2012). As mentioned previously, videos may also assist patients in
making more informed decisions about their care options at the end of
life. For example, Volandes et al. (2013) found that patients with advanced
cancer who viewed a video of cardiopulmonary resuscitation (CPR) were
less likely to opt for CPR than those who listened to a verbal description
of CPR.

Improving Clinician Training in End-of-Life Communication

The advanced cancer care setting presents a number of added chal-
lenges to patient-centered communication and shared decision making,
particularly because conversations about the end of life are understand-
ably difficult for both clinicians and patients (Harrington and Smith,
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2008; IOM, 2009a; The et al., 2000). Clinicians, concerned that patients
will become depressed or lose hope, are often reluctant to discuss realistic
prognostic information with patients, despite evidence that patients want
their clinicians to be honest and truthful (IOM, 2011a; Mack and Smith,
2012; Smith and Longo, 2012). Good communication about prognosis is
especially important because a patient’s understanding of his or her ill-
ness is strongly linked to the treatment choices the patient makes. Patients
with advanced cancer who understand that their disease is incurable are
more likely to prefer symptom-directed care, while patients who over-
estimate their prognosis are more likely to receive disease-focused care
with unclear benefit (Greer et al., 2013). The ASCO policy statement on
advanced cancer care estimated that clinicians have realistic conversa-
tions with fewer than 40 percent of their patients with advanced cancer
(Peppercorn et al., 2011). Clinicians often delay conversations about ad-
vance directives until there are no longer any curative or life-prolonging
treatment options available to patients (Keating et al., 2010). One study
found that as many as half of all non-small-cell lung cancer patients had
not discussed hospice with any of their doctors 2 months prior to their
deaths (Huskamp et al., 2009).

Given the need for better communication at the end of life and the
effectiveness of communication training programs, the committee rec-
ommends that professional educational programs for members of the
cancer care team provide comprehensive and formal training in end-
of-life communication. These professional education programs need to
be available both during initial training as well as for clinicians currently
practicing. All clinicians working in oncology should be proficient at dis-
cussing these difficult issues.

Aligned with this recommendation, the IOM report Approaching Death:
Improving Care at the End of Life (1997) recommended that educators and
health professionals make changes to undergraduate, graduate, and con-
tinuing education programs to ensure that clinicians are well equipped to
provide high-quality end-of-life care. The committee emphasized a num-
ber of interpersonal skills and attitudes that clinicians should develop,
including listening to patients, families, and other members of the care
team; conveying difficult news; understanding and managing patient and
family responses to illness; providing information and guidance on prog-
nosis and care options; practicing shared decision making and conflict
resolution; recognizing and understanding the clinician’s own feelings
and anxieties about dying and death; and demonstrating empathy and
sensitivity to religious, ethnic, and other personal characteristics.
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Emphasizing Palliative Care and Psychosocial Support

As discussed previously, high-quality cancer care includes the provi-
sion of palliative care and psychosocial support throughout the cancer
continuum. In addition, the committee recommends that in the setting
of advanced cancer, the cancer care team should place a primary empha-
sis on providing cancer patients with palliative care and psychosocial
support for end-of-life care. Palliative care can be provided by a number
of clinicians in a variety of settings, including the outpatient setting and
inpatient hospital units (GPC, 2013a). Given the limited supply of pal-
liative care clinicians and recognition that some palliative care tasks are
routine aspects of care (see Chapter 4), Quill and Abernethy (2013) sug-
gested a model of care that includes primary and specialty palliative care.
In this model, the cancer care team would provide primary palliative care,
including basic management of pain, symptoms, depression, and anxiety,
as well as basic discussions about prognosis, goals of treatment, suffering,
and advance directives. If patients require more complex palliative care
needs, the cancer care team would refer patients to palliative care spe-
cialists, who would manage refractory pain, more complex psychosocial
needs, and conflict resolution regarding the goals or methods of treatment
(Quill and Abernethy, 2013).

Patients with advanced cancer and their families may have a number
of psychosocial health needs (see Table 3-5). Compared to patients with
earlier stage disease, patients with advanced cancer may have different
needs, such as greater concern about religion and spirituality, as well
as coping with existential suffering (Balboni et al., 2007, IOM, 2004b;
Kissane, 2012). They are also more likely to experience distress. Estimates
suggest that one-third to one-half of patients with cancer experience con-
siderable distress, and those who are diagnosed with cancers associated
with poorer prognoses experience greater distress (Zabora et al., 2001).
Family caregivers also report considerable distress that may interfere with
their ability to provide emotional or logistical support and exacerbate
patients” emotional distress (Braun et al., 2007; IOM, 2008a; Siegel et al.,
1996). Thus, in the advanced cancer setting, it is especially important for
the cancer care team to identify the psychosocial health needs of patients
and their families, and to develop a care plan that addresses these needs.

Providing Timely Referral to Hospice Care

Hospice care is a form of palliative care and occurs at the end of life.
It is defined by the National Quality Forum as “a service delivery system
that provides palliative care for patients who have a limited life expec-
tancy and require comprehensive biomedical, psychosocial, and spiritual
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support as they enter the terminal stage of an illness or condition. It also
supports family members coping with the complex consequences of ill-
ness, disability, and aging as death nears. Hospice care further addresses
the bereavement needs of the family following the death of the patient”
(NQE, 2006, p. 3). The Medicare hospice benefit is available for patients
who have 6 months or less to live (prognosis must be agreed upon by two
physicians) and who agree to forgo Medicare-covered benefits to treat
their terminal illness (Medicare will still pay for covered benefits for any
health problems that are not related to the terminal illness) (CMS, 2013a).
Hospice care is often provided to patients in their homes, but it can also
be delivered in freestanding hospice facilities, hospitals, nursing homes,
and other long-term care facilities (GPC, 2013b).

The benefits of hospice care have been well documented in terms of
improved quality of life, reductions in symptom distress, better outcomes
for family caregivers, and patient and family satisfaction with care (Black
et al., 2011; Shepperd et al., 2011; Teno et al., 2004; Wright et al., 2010).
Unfortunately, these services are often underutilized by patients and their
cancer care teams. In 2011, the median length of hospice care for patients
in the United States was only 19.1 days and the average length of hospice
care for patients was 69.1 days (NHPCO, 2012). More than one-third of
patients with hospice care had a length of stay less than 7 days (NHPCO,
2012). Because access to hospice care improves the quality of cancer
care, the committee recommends that the cancer care team provide
cancer patients with timely referral to hospice care for end-of-life care.

Not all patients will opt for hospice care (Goodman, 2012; Matsuyama
et al.,, 2006). The majority of patients with advanced cancer, however,
would likely choose to transition to hospice care if a clinician or knowl-
edgeable person had an honest conversation with them about their prog-
nosis at the end of life. However, patients with advanced cancer are often
treated aggressively near the end of their lives (Earle et al., 2004; Morden
et al., 2012). In an analysis of Medicare claims data, more than 15 percent
of cancer patients who received chemotherapy were treated within 2
weeks of their deaths (Earle et al., 2004).

Several studies have found that when a physician discusses a prog-
nosis and end-of-life care preferences with the patient, that patient is less
likely to want aggressive measures; for example, they are three times more
likely to complete “do not resuscitate” forms and twice as likely to choose
hospice care than are patients who do not have this discussion (Mack et
al., 2012b; Wright et al., 2008). In a randomized clinical trial, Casarett and
colleagues (2005) conducted structured interviews with nursing home
residents to identify residents whose goals for care, treatment prefer-
ences, and palliative care needs indicated that hospice care would be the
preferred course. They then notified these residents’ physicians and asked
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them to authorize a hospice informational visit. The result of this inter-
vention was a 20-fold increase in the number of patients choosing hospice
care. Similarly, at the Ireland Cancer Center in Cleveland, all patients
with advanced lung cancer met with a chaplain, a social worker, and an
advanced practice nurse from a nearby hospice facility to discuss their
care needs and goals. These conversations increased hospice use from 13
percent to 80 percent and the length of stay in hospice from an average
of 10 to 44 days (Ford Pitorak et al., 2003). Thus, it is important that these
services be discussed with and be accessible to patients.

Advancing New Payment Models

The current fee-for-service reimbursement system can impede high-
quality communication and care for patients with advanced cancer. The
ASCO statement on advanced cancer highlights time as a major bar-
rier to clinicians’ provision of high-quality advanced cancer care, noting
that discussions of prognosis, treatment options, and the patient’s goals
and preferences require substantially more time than a standard follow-
up visit (Peppercorn et al., 2011). Thus, ASCO recommends that payers
reimburse clinicians for care planning to support the time and effort
required to provide individualized care for individuals with advanced
cancer (Peppercorn et al., 2011). The committee endorses this concept
and recommends that CMS and other payers design, implement, and
evaluate innovative payment models that incentivize the cancer care
team to counsel their patients about advance care planning. As dis-
cussed previously, new models of payment may better support clinicians
for having these important conversations compared to fee-for-service
reimbursement.

In addition, insurance policies that prevent the dual use of hospice
services and active treatment are a challenge to clinicians” delivery of
hospice care. Patients who use the Medicare hospice benefit must agree to
forgo disease-directed treatment (MedPAC, 2012). The Medicare Payment
Advisory Commission (MedPAC) has said that shorter hospice stays are
not the result of benefit design but, rather, reluctance among clinicians,
patients, and families to recognize that a patient’s condition is incurable
and clinicians’ financial incentives to continue to treat a patient with
active therapy (MedPAC, 2009). A number of stakeholders in oncology
have suggested, however, that the requirement to forgo anti-cancer treat-
ment when entering hospice care is problematic for patients with cancer
(Harrington and Smith, 2008; Peppercorn et al., 2011). The ASCO state-
ment on advanced cancer recommended that pilot programs evaluate the
potential for providing concurrent anti-cancer treatment with hospice care
(Peppercorn et al., 2011).
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The committee recommends that in the setting of advanced cancer,
CMS and other payers design, implement, and evaluate innovative
payment models that incentivize the cancer care team to provide cancer
patients with timely referral to hospice care for end-of-life care. A num-
ber of innovative palliative and hospice care models can inform payers
in implementing this recommendation (see Table 3-6). In addition, the
ACA directed the Secretary of HHS to establish a demonstration program
that evaluates whether hospice care provided concurrently with disease-

TABLE 3-6 Examples of Hospice Care Models

Program Description
Aetna’s Compassionate Care A care management program involving nurses
Program trained in managing the care of terminally ill

patients. Care managers identify patients’ needs
through a comprehensive assessment and through
consults with the patient, family, and clinicians
involved with the patient’s care. Care managers
provide patients and their families with education,
support, and assistance with pain medications,
psychosocial needs, and advance directives. An
“enhanced hospice access” arm of this program
has expanded patients” access to hospice care by
changing the definition of terminal illness to 12
months of life expectancy and allowing patients

to access both hospice benefits and disease-
directed therapy simultaneously. In this program,
hospice election has been associated with patient
satisfaction and a decrease in the use of acute care,
intensive care, and emergency services. In the
commercially insured population, patients’” hospice
election has resulted in a net medical cost decrease
of approximately 22 percent.

Sutter’s Advanced Illness The AIM program is an integrated system of

Management (AIM) Program care for individuals with advanced disease that
provides home-based transitional and palliative
care services. The AIM program provides patients
and families with counseling with the goal of
increasing hospice use and decreasing the use of
unwanted acute care. Preliminary data suggest
that AIM improves patient, family, and clinician
satisfaction with care and increases use of hospice.
AIM is associated with decreased hospitalizations
and an average savings of $2,000 per patient a
month.

SOURCES: Aetna, 2013; Krakauer et al., 2009; Meyer, 2011.
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directed care improves patient care, quality of life, and cost-effectiveness
for Medicare beneficiaries. CMS has not yet initiated the demonstration
project (Rau, 2013). Chapter 8 discusses different payment models that
may offer improved care for patients with advanced cancer, including
patient-centered medical homes, ACOs, and bundled payments.

SUMMARY AND RECOMMENDATIONS

Patients are at the center of the committee’s conceptual framework
(see Figure S-2), which conveys the most important goal of a high-quality
cancer care delivery system: meeting the needs of patients with cancer
and their families. Such a system should support all patients in making
informed medical decisions that are consistent with their needs, values,
and preferences. In the current system, information to help patients un-
derstand their cancer prognoses, treatment benefits and harms, palliative
care, psychosocial support, and costs of care is often unavailable or not
regularly communicated. Additionally, patient-clinician communication
and shared decision making is often less than optimal, impeding the de-
livery of patient-centered, high-quality cancer care. For example, several
recent studies found that approximately 65 to 80 percent of cancer patients
with poor prognoses incorrectly believed their treatments could result in
a cure.

Recommendation 1: Engaged Patients

Goal: The cancer care team should provide patients and their fami-
lies with understandable information on cancer prognosis, treat-
ment benefits and harms, palliative care, psychosocial support, and
estimates of the total and out-of-pocket costs of cancer care.

To accomplish this:

e The National Cancer Institute, the Centers for Medicare & Med-
icaid Services, the Patient-Centered Outcomes Research Insti-
tute, as well as patient advocacy organizations, professional
organizations, and other public and private stakeholders should
improve the development of this information and decision aids
and make them available through print, electronic, and social
media.

e Professional educational programs for members of the cancer
care team should provide comprehensive and formal training
in communication.
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The cancer care team should communicate and personalize this
information for their patients at key decision points along the
continuum of cancer care, using decision aids when available.
The cancer care team should collaborate with their patients to
develop a care plan that reflects their patients’ needs, values,
and preferences, and considers palliative care needs and psy-
chosocial support across the cancer care continuum.

The Centers for Medicare & Medicaid Services and other payers
should design, implement, and evaluate innovative payment
models that incentivize the cancer care team to discuss this in-
formation with their patients and document their discussions
in each patient’s care plan.

Patients with advanced cancer face specific communication and

decision-making needs. Clinicians should discuss these patients” options,
such as implementing advance care plans, emphasizing palliative care,
and psychosocial support, and maximizing quality of life by providing
timely use of hospice care. These difficult conversations do not occur as
frequently or as timely as they should, resulting in care that may not be
aligned with patient preferences.

Recommendation 2: Engaged Patients
Goal: In the setting of advanced cancer, the cancer care team should
provide patients with end-of-life care consistent with their needs,

values, and preferences.

To accomplish this:

Professional educational programs for members of the cancer
care team should provide comprehensive and formal training
in end-of-life communication.

The cancer care team should revisit and implement their pa-
tients” advance care plans.

The cancer care team should place a primary emphasis on pro-
viding cancer patients with palliative care, psychosocial sup-
port, and timely referral to hospice care for end-of-life care.
The Centers for Medicare & Medicaid Services and other payers
should design, implement, and evaluate innovative payment
models that incentivize the cancer care team to counsel their
patients about advance care planning and timely referral to
hospice care for end-of-life care.
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