In my professional role at the National Cancer Institute (NCI), I am in frequent
communication with patients who have advanced cancer and who are seeking answers.
Some common questions they ask include:

e “Is there a cure for my cancer?”
e “How long can I expect to live?”
e “What options do I have?”

Patients want honest, accurate information about their prognoses so that they can
prepare for the future and make informed decisions about their care. They often turn to
the NCI because they are afraid of bringing it up with their oncologists or because they
tried to and did not receive direct information in response. While I consider it an honor
to be able to help patients navigate these deeply personal questions, I am also aware
that research has shown that patients are best served by engaging in these
conversations with their oncologists directly.

To address this, I wrote a report advocating end-of-life care conversations between
oncologists and advanced cancer patients. This report outlines some of the harmful
effects on patients when these conversations do not take place; it provides evidence of
the benefits these conversations have on patients and caregivers; and it makes the case
that the oncology field already has sufficient tools and structure to ensure all advanced
cancer patients may have these conversations with their doctors.
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Executive Summary

An established challenge in research studies of advanced cancer patients is a lack of
communication about end-of-life care between oncologists and their patients. Without
clear prognostic information, patients do not understand the likely course of their
cancer diagnoses!2. Patients who do not engage in end-of-life care conversations with
their doctors are more likely to pursue aggressive treatment at the end of life®. They are
also less likely to engage in advance care planning until late in their disease and do not
use hospice or supportive care until they are very near the end of life.

This report will highlight the research demonstrating the need for —and the benefits

of —earlier and increased communication with patients about advanced cancer care. We
will provide an overview of some of the barriers which have promoted limited and late
communication between doctors and patients about dying and end-of-life care. Lastly,
this report refers to current clinical models available for these conversations and
provides recommendations for oncologists and hospital administrations.

Changes not just at the physician level, but also at the institutional and national level
will help to doctors prioritize early and sustained conversations with their patients
about end-of-life care.

Introduction

American cancer culture promotes death denial. Given the “fighting” and “warrior”
language used to describe a patient’s experience with cancer, especially our infatuation
with the idea of “beating the odds,” it is understandable that we experience this
collective denial. It is not even an entirely unfounded perspective to take. We are living
in a time of rapid and widespread progress in healthcare, especially in cancer treatment.
Advancements in immunotherapy and precision medicine continue to produce
potential treatment options for advanced cancers that are extending survival rates, and
in some cases, producing dramatic remissions for patients who had previously had few
or no effective treatment options.

At the same time, most patients with advanced cancer will die from the disease. A
challenge for health care providers has been, and continues to be, preserving hope
while providing patients with realistic information about their diagnosis and prognosis.
Conversations between oncologists and patients about prognosis and planning for end-
of-life care are an integral and under-utilized part of the cancer care system.

There is not one right or wrong way to approach advance cancer planning; each patient
has unique and personal wishes when it comes to what they are looking for out of their
care at the end of life. Conversations about end-of-life care for advanced cancer patients
that take place early in the journey give patients time to consider their personal value



system as it relates to treatment decisions; they also equip caregivers to navigate
decision-making and provide support to the patient. These discussions become much
more difficult with progression of the disease and treatment side effects affecting the
patient’s and caregivers’” physical, emotional, and mental states. Waiting to have an
end-of-life care conversation causes patients to make treatment decisions based on a
misunderstanding of their diagnoses. Patients also delay accessing supportive care until
the last days or weeks of life.

A Demonstrated Problem

Gaps in understanding

Research has shown that cancer patients frequently misunderstand their prognoses.
One study! asked 178 patients with advanced, refractory cancer and a life expectancy of
less than six months four questions about their prognosis and the goals of their
treatment. These questions assessed the patients” acknowledgment of the terminal,
incurable nature of their illness; understanding that their cancer had reached an
advanced stage; and recognition that they would live months as opposed to years. Of
the patients sampled, only 9 were able to answer all four questions correctly. Ninety-
five percent of the patients interviewed demonstrated a fundamental misunderstanding
of their diagnosis.

In another study?, 149 advanced cancer patients were assessed for their understanding
of their cancer’s incurability. Thirty-one percent of the patients understood their cancer
was incurable, while 42% were uncertain and 27% believed their cancer was curable.

The lack of understanding exists on the physician’s side as well. The multisite,
observational Study to Understand Prognoses and Preferences for Outcomes and Risks
of Treatments (SUPPORT)? looked at a sample of 4,301 seriously ill patients and their
physicians. Forty-seven percent of the physicians were not aware when their patients
preferred to avoid CPR.



Patients frequently misunderstand their diagnosis and therefore are not be able to
make informed decisions about their care and plan for the end of life.
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Late planning and implementation

Advanced directives can be written at any point in a patient’s care, palliative care is
available to patients throughout the cancer continuum, and hospice care is an option for
patients with a six month or less life expectancy. However, researchers have found that
the writing of advanced directives and implementation of supportive care often
happens near death.

The SUPPORT study? showed that 46% of do-not-resuscitate (DNR) orders were written
within 2 days of death.

According to the National Hospice and Palliative Care Organization?, the median
length of hospice care service in 2008 was 21.3 days. Another study® looked at a
nationally representative 20% sample of Medicare beneficiaries (86,851 patients) with
advanced, poor-prognosis cancers. They found that median time from advanced cancer
diagnosis to death was 13 months, but these patients had a median hospice duration of
just 11 days.

Disconnected wishes and outcomes

Each advanced cancer patient can, and should, hold their own personal preferences
about their care at the end of life. End-of-life care conversations should not aim to align
all individuals toward one outcome, such as hospice enrollment or exhausting



treatment options. Rather, these conversations ought to empower patients to examine
their own wishes and provide space for asserting those.

The reality of our current healthcare system does not align with most people’s
preferences. According to a meta-analysis involving 210 research studies and over
100,000 patients from 33 countries, the majority of patients wish to die at home®.
However, an analysis of Centers for Disease Control mortality data shows that in the
United States, up to 60% of cancer patients die somewhere other than their homes’.

It has been established that conversations about prognosis between advanced cancer
patients and oncologists often do not happen or take place very near the end of life. It is
important to note, though, that a survey of a nationally representative sample of 1,006
Americans showed that a vast majority of individuals preferred that their physicians be
completely honest about prognosis over preserving hopes.

An overwhelming majority of patients prefer to die at home, but less than half do.
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The Benefits

End-of-life conversations have been shown to improve patient outcomes.
Communication about advanced cancer care decreased rates of ventilation,




resuscitation, and ICU admission in a prospective, longitudinal study of 123 advanced
cancer patients called the Coping with Cancer study®. Additionally, these conversations
increase enrollment in hospice care, which is associated with increased quality of life.

An analysis of data from a study involving 1,517 patients with stage IV lung cancer
showed that 26% of patients who did not discuss hospice care with a health care
provider used hospice within a year of diagnosis, while 70% of those who did discuss
hospice enrolled in hospice carel?. In another multisite cohort study, researchers found
that patients who reported having end of life care conversations with their doctors were
more likely to be enrolled in hospice care services for longer than one week®. These
outcomes are important because longer hospice stays are associated with better quality
of life for both caregivers and patients. The same study found a correlation between
hospice enrollment and improved quality of life, except among patients who did not
participate in hospice care until their last week of life. The Coping with Cancer study
also found greater quality of life in hospice care patients and in caregivers?.

There is also evidence to suggest that end-of-life conversations directly improve quality
of life. In one study of 481 patients with advanced cancer, being informed about a
terminal illness by a doctor or caregiver resulted in significantly better quality of life
compared with having guessed it based on physical symptoms or learning of the
terminal status by chancell.

Some patients may choose to pursue aggressive medical care at the end of life.
However, it is important the patients be well aware of the possible risks and benefits of
this approach. The Coping with Cancer study found that active treatment at the end of
life is associated with worse quality of life and increased risk of major depressive
disorder in bereaved caregivers’.

Moreover, there is some evidence that palliative care may increase survival compared
with aggressive treatment in terminally ill cancer patients. An assessment of 107
advanced lung cancer patients found that not only did patients who stopped active
treatment to pursue palliative care experience better quality of life, they also had a
median survival of 11.6 months, compared with 8.9 months in the active treatment
group!?.

The Challenges

The challenges oncologists face around end-of-life care conversations are real and need
to be addressed. One concern held by many physicians is that end-of-life care
conversations will deprive them of hope!3. Oncologists also cite concerns about harming
their relationships with their patients as a reason these conversations often do not take
placel4.



Furthermore, lack of training and tools for how to handle these conversations is another
concern cited by oncologists!3. We assert that concerns about depriving patients of hope
and harming the relationship can be alleviated by providing oncologists with training
in how to have effective end-of-life care conversations. In the next section, we review
some of the tools that are available and which offer structured tools doctors can use to
engage in these conversations in a way that supports hope while offering accurate
information and provides the patient space to share in decision-making.

Clinical models

Ideally, as early advance care planning gains greater visibility and acceptance, medical
schools, teaching hospitals, and continuing education providers should better teach
doctors how to have these conversations. Until then, there are a variety of evidence-
based resources available to oncologists to assist with these conversations.

VitalTalk

Dr. Anthony Back is an oncologist and palliative care specialist who has been at the
forefront of research on the role of communication at the end of life, and he is co-
founder of the clinician education organization, VitalTalk'>. VitalTalk offers skill-
building resources, videos, and structured courses designed for physicians who want to
improve their communication skills around difficult topics.

SPIKES

SPIKES!® is a structured protocol built upon previous healthcare communication
research which outlines the components of an effective conversation in which bad news
is delivered.

The SPIKES protocol for giving bad news offers a framework for advanced

cancer planning conversations.
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Ariadne Labs

Ariadne Labs is a health system innovation center that aims to create scalable solutions
that improve health care delivery. Ariadne Labs’ Serious Illness Care Program!” was
created by a team of palliative care experts at Ariadne Labs to address these challenges.
The Serious Illness Conversation Guide includes questions to engage the patient and
obtain information about goals and values. It explains how to set up the conversation,
assess for understanding and preferences, offer prognostic information, check for
understanding, and close the conversation.

Recommendations

Cancer centers should support and incentivize advance care planning conversations
early and often for patients who have been diagnosed with advanced cancer.

As of 2016, the Centers for Medicare Services pays for advance care conversations.
Institutions should ensure that all oncologists are aware of the Medicare billing codes
for these conversations. Additionally, facilities should implement adherence prompts
and incentives to promote widespread use of these codes among oncologists.

New and experienced oncologists should participate in continuing education training
on end-of-life conversations.

Implementing training on conversations about advanced cancer early in a physician’s
training will emphasize the importance of skill-building in this area. Creating
opportunities for continuing education will promote ongoing attention to these
communication skills, as well as create a culture where these skills are expected and
valued throughout the oncology community.

Advance care planning should be implemented early in a patient’s advanced cancer
care.

By introducing the idea of end-of-life care planning early, physicians can normalize the
conversations for patients and create space to revisit patient concerns and preferences
multiple times throughout the patient’s experience with cancer.

Cancer centers should provide easy follow-up support for patients and their
caregivers after end-of-life care conversations with their oncologists.

Oncologists also need to know that their patients will be supported following end-of-
life care conversations. An established network of social workers, palliative care
specialists, and patient navigators should be available throughout the process of



advance care planning. Oncologists play a crucial role in educating patients and helping
them make informed decisions, but they cannot be the last stop. A robust support team
will result in a more positive experience for the patients and help alleviate the burden of
oncologists in managing patient next steps.
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