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Outpatient palliative care is increasingly delivered through co-management, a collaborative model of care that enables pallia-
tive care clinicians and oncologists to coordinate efforts. Here, we offer a distillation of our experience with co-management at a
large teaching hospital. We describe three strategies to implement co-management: a shared understanding of each subspecialty,
a shared framework to help patients cultivate prognostic awareness, and a shared vision for the clinical goals. We hope that this
synthesis will foster the development of co-management.

growing body of evidence shows that cancer
patients benefit from early palliative care.’™
s a result, key national oncology organi-
zations have established referral standards for the
provision of early palliative care.>® However, the
optimal timing and intensity of early palliative care
continues to be investigated.”'® Early palliative care
can be delivered through a variety of service mod-
els such as instructional sessions with or without
monthly phone calls, “curbside” advice or only lim-
ited assistance during tumor board meetings, con-
sultation, or co-management.™ In this paper, we
describe our experience implementing co-manage-
ment, the most comprehensive delivery model for
early palliative care, and the model that most closely
integrates palliative care and oncology.

Co-management

The Center to Advance Palliative Care Improving
Outpatient Palliative Care Project has defined co-
management as occurring when the oncologist and
the palliative care clinicians jointly make medi-
cal decisions and recommendations, unlike in tra-
ditional consultative care, in which the consultant
offers advice, opinions, or recommendations to the
oncologist who provides the ongoing care. Although
overall responsibility for care remains with the
oncologist, the palliative care clinician is often
responsible for discrete care domains such as symp-
toms or advance care planning.'? Although early
involvement of palliative care is associated with bet-
ter outcomes,! co-management can occur at any

time in the disease trajectory and in the inpatient
or outpatient setting. Successful co-management
requires close collaboration between care providers
and, in the outpatient setting, clinic co-localization
with the palliative care clinic located within or near
the oncology clinic. Ideally, co-management is pro-
vided by palliative care nurse practitioners or physi-
cians in conjunction with the palliative care interdis-
ciplinary team.

Co-management benefits patients and clinicians.
For patients, co-management provides intensive
palliative care. In the inpatient setting, patients are
often seen by the palliative care team daily. In the
outpatient setting, patients have routinely scheduled
visits, often monthly. To minimize trips to the clinic,
outpatient palliative care appointments are ideally
scheduled on the same day as the patient’s oncol-
ogy appointments. This close follow-up allows pal-
liative care clinicians to tightly manage symptom
related problems and to engage in emotional work
that facilitates coping, acceptance, and planning.”
One patient described her experience with co-man-
agement as follows,

... she [the palliative care clinician] is wonderful
to talk to ... That has really made it more comfort-
able for me. You know, | look forward to these
visits when | come down here. | can't always say
| look forward to my doctors’ visits, because I'm
always nervous. But for these visits, | have no
problem coming down. 4
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Patients who experience early palliative care through
co-management have a range of positive outcomes, which
include improved symptom management, quality of life,
mood, prognostic understanding, and survival, and less
aggressive care at the end of life.¥#15

Clinicians also benefit from co-management. Oncologists
report unique and difficult challenges when caring for
dying patients, including emotionally draining communi-
cation, an overwhelming responsibility for life and death,
and the limitations of oncology to heal.® Furthermore,
oncologists who identify primarily with their biomedical
role are at higher risk for feeling a sense of failure and an
absence of collegial support.'” Both oncologists and pallia-
tive care clinicians are at high risk for burnout,'® a multi-
dimensional construct that includes personal resources and
work demands.” In our experience, co-management can
reduce burnout for palliative care and oncology clinicians
by allowing them to partner in the care of complex patients.
As an example, oncologists practicing in a cancer center
with a routine practice of co-management reported feeling
supported and that they relied on palliative care clinicians
to “share the load.”"

Clinician roles in co-management
Patients and caregivers who experience co-management
describe the roles of the oncologist and palliative care cli-
nician as being discrete and complementary. On the one
hand, they see oncology care as being “disease-centered,”
with the focus on disease control, cancer treatment, and
survival, with the visits being more structured and led by
the physician; and on the other hand, they see palliative
care as being “more holistic and person-focused,” where
symptom management is a priority and the visits are more
flexible and led by the patient.™

Clinicians who co-manage patients describe their roles
with patients as overlapping yet distinct. Both oncologists
and palliative care clinicians assess and manage symp-
toms and illness status. However, the palliative care clini-
cian attends more to psychosocial elements, such as patient
coping and cultivating illness understanding and prog-
nostic awareness, whereas the oncologist focuses on can-
cer treatment and the management of medical complica-
tions.”® Palliative care clinicians report an additional role:
interpreting the oncologist for the patient and the patient
for the oncologist. For example, the palliative care clini-
cian asks the patient about the oncology visit and then dis-
cusses information that was confusing or emotionally dif-
ficult. The palliative care clinician also provides feedback of
patient perceptions to the oncologist, as one summed it up:

| will touch base with the oncologist to say, ‘l am a little
concerned about what [the patient] is understanding’..."?

In this paper, we describe how oncologists and pallia-
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tive care clinicians can implement co-management. In our
experience, co-management works most effectively if it is
based on three strategies: a shared understanding of each
subspecialty; a shared framework for how patients cultivate
prognostic awareness;?! and a shared vision for the clinical
goals. We will describe each strategy in turn.

A shared understanding of each subspecialty

Each clinician must learn enough about the other field to
work with the role overlap in co-management. Palliative
care clinicians should know enough basic oncology to
manage symptoms and help patients process the progno-
sis and disease trajectory. Oncologists should know basic
symptom management and communication skills and how
to introduce the topic of palliative care to patients. To learn
more about each specialty, clinicians can do occasional joint
visits. The following section elaborates on these themes.

Palliative care clinicians should know basic oncology
Palliative care clinicians who co-manage oncology patients
should know the indications and common side effects of
standard cancer therapies in common diseases, such as
lung, pancreatic, and colon cancer, and be ready to ask the
oncologist follow-up questions. So for a patient receiving
first-line treatment for non-small-cell lung cancer, the pal-
liative care clinician should know whether the patient is
receiving is standard therapy and, if not, why the oncologist
recommended a different treatment. One reason could be
that often oncologists will recommend milder therapy for
patients with poor functional status. Palliative care clini-
cians should also be aware of how targeted therapies and
immunotherapies are rapidly changing care and prognosis
so that they can help patients calibrate their expectations.

Oncologists should know how to introduce palliative care fo

patients

When working with palliative care, oncologists must be
able to explain palliative care to patients. Most members
of the public do not have negative beliefs about palliative
care.”? However, many advanced cancer patients initially
perceive palliative care to be about death, hopelessness,
dependency, and end of life, and attribute such perceptions
to experiences in the health care system.?*?* Patients’ initial
misgivings often can be relieved if the oncologist explains
the rationale for early palliative care. As one patient put it,

Well, when | hear palliative care ... naturally, | think, ‘Oh
God, I'm not long for the world.” But when she explained
it to me ... | thought, ‘well people should have thought of
that before’. 2

A useful starting point is the standard definition of palli-
ative care created by the Center to Advance Palliative Care,
which worked with patients and families to determine the
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most acceptable phrasing. The center describes palliative
care and the medical subspecialty of palliative medicine
as specialized medical care for people living with serious
illness. It focuses on providing relief from the symptoms
and stress of a serious illness, whatever the diagnosis. The
goal is to improve quality of life for both the patient and
the family. Palliative care is provided by a team of pallia-
tive care doctors, nurses, and other specialists who work
together with a patient’s other doctors to provide an extra
layer of support. It is appropriate at any age and at any stage
in a serious illness and can be provided along with curative
treatment.?

The explanation may need to be adjusted depending on
the patient. For patients anxious about prognosis and end
of life, a simple emphasis on quality of life and symptom
management may suffice. Other patients may appreciate an
in depth explanation.

Both specialists should learn about the other specialty
through joint visits

Oncologists and palliative care clinicians can learn what
the other does by occasionally seeing patients jointly. Joint
visits can be planned, or serendipitous, when the clinicians
happen to meet in the patient’s room. Clinicians may spend
some, or all, of the visit together with the patient, or may
visit sequentially, where the first clinician gives a verbal
handoft summarizing the visit to the second clinician while
both clinicians are in the room.

Joint visits improve patient care in several ways. First,
in our experience, patients appreciate seeing their clini-
cians working together to provide coordinated care. This
is particularly true at times of transition, such as when
scan results are back and we are making a new treatment

plan. To the extent that joint visits improve oncologists’

skill and comfort with end-of-life care, they also benefit
future patients because oncologists who are more com-
fortable with end-of-life care have higher rates of spe-
cialist palliative care referral and primary palliative care
delivery.?® Second, patient care is improved by joint visits
because clinicians have additional support through difli-
cult conversations with patients and families.’® A second
clinician in the room can pick up subtle emotional cues
or probe deeper when patients do not seem to under-
stand. A second clinician can also help patients work
through strong emotions so that there is less temptation
for the clinician to retract their recommendations. As a
colleague told us, “It helps to have you [palliative care]
in the room with me so that I stick with my plan.I don't
want to offer things in the moment that I don’t really
think will help. It is just so hard to respond to despera-
tion when I am alone.”

Joint visits can make clinical care more or less efficient.
When clinicians visit sequentially, the second clinician
can often save time by relying on the first clinician’s
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clinical summary. Similarly, for complex discussions
about goals of care, our experience is that discussions
are often more effective when both clinicians are in the
room. And more generally, family meetings that include
palliative care have been found to be effective in help-
ing patients and families meet their care needs.””*® Joint
visits can be less efficient when each clinician engages
in a specialty-specific discussion. Even so, information
from these discussions is often valuable for patient care.
For example, observing the chemotherapy consent pro-
cess can help the palliative care clinician develop insight
into the patient’s expectations for treatment. Similarly,
observing an in depth coping assessment can help the
oncologist develop insight into the patient’s quality of
life. When joint visits are not feasible due to constraints
on time, clinical space, or scheduling, clinicians can sup-
port each other by communicating regularly by phone,
e-mail, or in person.

Both clinicians should recognize that patients sometimes tell
different things to different clinicians

When working together, both clinicians should under-
stand that a common phenomenon in co-management is
discrepant patient reports: when patients say one thing to
their oncologist and another thing to the palliative care
clinician.”

Patients give discrepant reports for several reasons.
Many patients feel safe while being treated with chemo-
therapy and worry what will happen when treatments
run out. Even fatigued or in pain, patients worry about
the oncologist “giving up” on them by reducing, delaying,
or stopping treatment.'®*® Patients may therefore tell
their oncologist that they feel well and, on the same day,
tell their palliative care clinician that they feel poorly.
In addition, patients worry about disappointing their
oncologist, with whom they have closely bonded after
years of treatment. With these strong ties and the desire
to be a “good” patient, patients may hesitate to discuss
new symptoms. In one case, a patient called her pallia-
tive care clinician to report new onset dyspnea. When
asked why she did not call the oncologist, the patient
replied the oncologist had been working so hard that she
“did not want to upset her.”

With co-management, patients can confide in the pal-
liative care clinician without worrying about what the
oncologist might think. Then, the palliative care clinician
can work with the patient and the oncologist to figure out
next steps. As one patient stated,

| see the palliative care doctor’s role as being more sup-
portive emotionally as well as physically. They're not into
planning your treatment, that's the big difference ... It's
more of a supportive role, but also certainly keeping tabs
on how | am doing physically so she can support me.'

www.jcso-online.com



A shared framework for how patients cultivate
prognostic awareness

We define prognostic awareness as developing a deeper
understanding of the illness trajectory and/or timeline. The
framework for how patients cultivate prognostic awareness
explains how patients balance their needs for hope and for
prognostic information, and why patients who have been
told the prognosis sometimes seem not to understand it.
Using the framework, oncology and palliative care clini-
cians can help patients cultivate prognostic awareness and
make informed medical decisions. In the following para-
graphs, we describe the framework and its benefits.

'The essential idea is that patients develop prognostic aware-
ness by swinging, like a pendulum, between moments of real-
ism, when they can acknowledge the prognosis, and moments
of optimistic hope, when they seem to not understand the
prognosis (see diagram).?*** Swinging toward optimis-
tic hope is healthy and normal and helps patients modulate
the strong emotions that accompany a serious prognosis.**
Swinging toward a realistic perspective helps patients plan for
the future and set expectations for treatment. For example, one
patient described the experience as follows:

It's been hard since | heard the bad news about my dis-
ease. Sometimes | feel very hopeful and think positively
about the future. Other times, | feel fearful and sad
because | know how serious my illness is. | seem to go
back and forth between those two feelings.®?

In our experience, when clinicians are unaware of the
swinging pendulum framework, they misinterpret state-
ments of optimistic hope. For example, the palliative care
clinician might assume that a patient with metastatic can-
cer who makes hopeful statements about cure has not been
told the true prognosis and blame the oncologist for not
being honest. Or either clinician might misinterpret opti-
mistic hope as evidence of denial, as a sign that the patient
cannot cope with the prognosis. Both clinicians may resist
supporting or even tolerating optimistic hope lest the sup-
port be misleading. Framing optimistic hope within a
healthy dialectic, in which optimistic hope and realism co-
exist, helps prevent these misunderstandings.

Benefits of the swinging pendulum framework

By sharing the swinging pendulum framework, palliative
care and oncology clinicians can support optimistic hope.
Although clinicians should agree only with patients’ true
hopeful statements, they can empathize with the wish that
things were different: “I wish that that there were a cure
for this terrible disease.”® Such “I wish” statements are
a powerful way to empathize without being misleading.
Clinicians can also gently help patients calibrate expecta-
tions by supporting more attainable hopes, by saying things
such as: “I would love to see you make it to your daugh-
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DIAGRAM Patients swing between moments of realism and moments of op-

timistic hope.

ter’s graduation next year. I think that is something we can
hope for.” In clinically stable situations, when no medical
decision making is needed, clinicians can support optimis-
tic hope and allow patients time to cope with their illness
before more explicitly discussing the prognosis.

'The framework also helps oncology and palliative care cli-
nicians recognize strained patient coping that may reduce a
patient’s desire for prognostic information. When patients
move back and forth frequently between optimistic hopes
and realism (and cannot focus on both at the same time),
they tend to view prognostic information as a threat to hope
and prefer that clinicians provide prognostic information
cautiously and indirectly.*® Furthermore, in our experience,
when patients express only hope and do not swing to a real-
istic perspective, this one-sidedness may reflect difficulty
coping or untreated depression that also reduces the patient’s
desire for prognostic information and ability to integrate it.

How to work together to cultivate prognostic awareness
Both clinicians can help patients cultivate prognostic
awareness. Clinicians may visit jointly to assess how the
patient is coping with the illness and explore the patient’s
hopes, goals, and worries should s/he become sicker. Or, the
palliative care clinician may use ever more graduated dis-
cussions that gently help the patient imagine the future and
adapt to the reality that time is shorter than was hoped.”
How deeply to discuss prognosis will depend on the clin-
ical urgency and the patient’s information preferences. Very
sick patients require urgent discussion. For stable patients
who are ambivalent about prognostic information, these
discussions can deepen as the patient learns to manage the
resulting strong emotions. For a small number of patients,
particularly those who are young or who struggle to cope,
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TABLE A sample documentation template for prognostic awareness
What is being addressed

Patient’s understanding of illness
bones and to her brain.

Family’s understanding of illness

Hopes/goals

How the information is understood

Jane understands that her cancer is not curable. She knows that it has spread to her

Jane’s husband Bob also understands that the disease is not curable.

Jane is hoping for a cure through a breakthrough in targeted therapy. She is also hoping

to have as much time with her children as possible.

Fears/worries
Estimated prognosis 1-2 years

Prognosis discussed with patient?

Jane worries about how her children will manage if she dies.

Dr O has told Jane that the cancer was not curable. They have not discussed a time-

based or functional prognosis.

Patient’s response

Jane was very upset when told the cancer was not curable and further discussion about

how much time to expect was postponed.

too much explicit discussion of prognosis is not helpful
and, in our experience, is not necessary for a “good death.”
These patients may feel overwhelmed and instead choose
minimal discussion with just enough big-picture informa-
tion to make decisions, or they may transfer decision mak-
ing to a family member.* Through ongoing discussions,
both clinicians can work with the patient to determine how
much prognostic information is needed for informed med-
ical decision making.

We hypothesize that the trusting relationship that patients
develop with their palliative care clinician through co-man-
agement is therapeutic and promotes the cultivation of
prognostic awareness. The safe relationship enables patients
to explore and process their fears related to the prognosis
and it leads to greater acceptance. Rather than challenging
a patient’s optimistic hopes, the palliative care clinician aims
to prepare patients for medical decision making by facili-
tating adaptation. Patients who receive early palliative care
through co-management retain or develop a more accurate
perception of their prognosis and are less likely to receive
intravenous chemotherapy near the end of life.”* One patient
described the cultivation of prognostic awareness as follows,

That's the progress of the illness. | think you start there
[back and forth] the minute you hear [the diagnosis] and
you hope for a fix. And with the progress of the illness,
you hope for ... other things, for a gentle death.??

By frequently discussing the patient’s development of
prognostic awareness using the shared framework, oncol-
ogy and palliative care clinicians can maintain a unified
message to the patient. The palliative care clinician should
tell the oncologist what the patient understands about the
goals of treatment and how the patient is integrating prog-
nostic information. This information can help the oncolo-
gist plan further discussions, particularly with a struggling
patient. Because discussions with the patient about prog-
nosis are revisited over the course of disease, ongoing dis-
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cussion between the clinicians allows the clinicians to com-
pare experiences to identify when the patient is struggling,
and to recognize that, even with skilled and explicit com-
munication about prognosis, the patient may not integrate
the information. A patient’s misunderstanding of the prog-
nosis does not necessarily indicate that information wasn't
communicated well. To document a patient’s development
of prognostic awareness, we suggest a structured approach
so that all members of the care team know what the patient
has been told and how the patient is integrating this infor-
mation (Table). Ideally, such a template would be located
centrally in the medical record, so that all clinicians can
contribute to documenting prognostic awareness.

A shared vision for the clinical goals

'The final co-management strategy is sharing a vision for
the clinical goals. The goal may be cure, prolonged survival,
better symptom control (perhaps with cancer-directed
therapy), or a combination. Sometimes, the goal may be
a reach. If the palliative care clinician is not clear about
the goal, s/he should ask the oncologist for clarification.
After the goal has been established, both clinicians can
define and parcel out the resulting tasks, such as determin-
ing any appropriate disease-modifying therapy; providing
pain and symptom management; managing medical com-
plications of the disease and treatment; cultivating patients’
prognostic awareness; and supporting one another. Explicit
discussion of who does which task or tasks will streamline
care delivery. Both clinicians should aim to give consistent
prognostic information and then support the patient as s/
he develops a deeper understanding and tolerance of this
reality. By balancing reality with hope, both clinicians also
model for the patient how to cope and live well despite the
prognosis.

In our experience, co-management is most effective when
the oncologist “steps back™! and asks the palliative care cli-
nician to take a central role in symptom control. For exam-
ple, the oncologist might say to the patient, “I am going to
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ask palliative care to work on your pain management. They
are the experts.” Collaborating with palliative care clinicians
on particular symptoms can give the oncologist time with the
patient to discuss treatment options and to manage complica-
tions from the cancer and its treatment. Being explicit about
the role of palliative care also tells the patient that the oncolo-
gist and palliative care clinicians are collaborating. Palliative
care clinicians can then develop rapport and trust with the
patient through symptom assessment and treatment. By help-
ing patients feel better, the palliative care clinician develops
a helping, nonthreatening role.”® Once trust has been estab-
lished, the more difficult conversations about illness under-
standing and prognostic awareness deepen over time.*
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Conclusion

Co-management allows clinicians to deliver comprehen-
sive care to patients with advanced cancer. It requires a
strong partnership with a shared understanding of each
subspecialty, a shared framework for how patients culti-
vate prognostic awareness, and a shared vision for the clin-
ical goals. Co-management works most effectively when
clinicians provide a consistent message to the patient and
are grateful for the complementary skills and roles of each
subspecialty. Through co-management, even in the most
difficult clinical circumstances, palliative care and oncol-
ogy clinicians can provide patients and families with high
quality care.
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