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Personalizing prognosis in a patient with serious illness

Jeff Myers MD MSEd, Debbie Selby MD

ddressing prognosis for a patient with a

serious or progressive, life-limiting ill-

ness presents a unique challenge. What
a person understands about his or her illness and
what he or she expects to occur substantially
affects both the decisions made regarding care
and the overall outcomes.' Because rapid growth
is expected in this patient population, develop-
ing and improving communication skills and
engaging in meaningful discussions to address
prognosis will become increasingly important
for clinicians. In this commentary, we explore
the challenges clinicians face in addressing
prognosis for a patient with a progressive, life-
limiting illness, and we propose for clinicians an
approach to framing and conducting a discus-
sion that addresses prognosis.

Expanding the concept of prognosis is essen-
tial. Prognosis includes an estimation of the dis-
ease course, and the possible impact of both the
disease and the treatments being considered. In the
clinical setting, however, “prognosis” is often used
to represent an estimate of the patient’s likely sur-
vival duration, which is a small component of
what the term broadly encompasses.> When under-
stood in this way, prognostic disclosure becomes a
unidirectional process whereby a clinician pro-
vides only a survival estimate to the patient. A crit-
ical limitation of this process is that survival esti-
mates tend to be highly inaccurate.** To date, the
primary focus for advancing the science of prog-
nosis has been on improving the accuracy of sur-
vival estimation. However, one could argue that,
no matter how successful the effort to develop
state-of-the-art models for estimating survival, esti-
mates are likely to be inaccurate and carry a risk of
patients being misinformed. A different approach
to prognosis is needed.

Clinicians must learn to reframe prognostic
disclosure as an individualized, patient- and fam-
ily-centred prognostic discussion. Analogous to
this concept is personalized medicine and the use
of molecular data from a patient to inform diag-
nostic and therapeutic processes, which enables
increased specificity and sensitivity for both dis-
ease classification and targeted therapies.” For a
patient with progressive, life-limiting illness it is
equally important to arrive at a “personalized
prognosis,” drawing on person-specific data to

inform an individualized prognostic discussion.
The discussion should be a dynamic and iterative
exchange of information and involve more than
simply a one-time estimate of survival. We can-
not overstate that this is an advanced communica-
tion process that must be highly individualized.

The approach to a prognostic discussion must
involve two elements: exploring both the pa-
tient’s understanding of their illness as well as
their goals of care. This exchange of information
should result in the patient being able to priori-
tize his or her goals of care. This can occur only
if a patient can contemplate his or her values and
beliefs, having understood the individualized ill-
ness-related information they consider meaning-
ful for the current context. The content and func-
tion of the information provided by the clinician,
as well as the best method of presenting the
information, is determined through a process of
assessing what the patient knows, what he or she
believes they need to know and how the informa-
tion might facilitate decision-making for any
given context. A survival estimate may not be the
prognostic information a patient needs. Instead,
the patient may need to be asked questions like
“What’s the most important thing to you?” or
“What do I need to know about you to provide
the best care possible?”” Responses to such ques-
tions may help a clinician facilitate the process
of prioritizing goals of care.

What are the specific goals of care that
require prioritization? Patients describe goals of

declared.
reviewed.

Correspondence to:
Jeff Myers,

/cmaj.131415

Competing interests: None

This article has been peer

jeff.myers @sunnybrook.ca

CMAJ 2014. DOI:10.1503

— KEY POINTS

patients living with progressive, life-limiting illness.

e The current approach to prognosis for these patients is often a
unidirectional communication of a survival estimate that is often
inadequate, because estimates are highly inaccurate and patients’
values are not considered.

e Prognosis must be framed as an iterative and dynamic exchange of
information that results in a patient being able to prioritize his or her
goals of care.

e Decisions about care preferences must be informed by prioritized
goals of care and reflect the patient’s values and beliefs within the
current context.

e Widespread acquisition of skills enabling person-centred prognostic
discussions must occur among clinicians in both acute and ambulatory
settings.

e The future health care landscape will include a growing population of
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care in broad themes that may coexist: to be
cured, to improve and maintain quality or func-
tion, to be comfortable, to live longer, to achieve
life goals or to provide support to family.® The
patient’s goals of care may not include the goals
clinicians consider, for example resuscitation
interventions or code status. The challenge for a
clinician is to collaborate with the patient and
translate information into decisions regarding
care preferences, while ensuring each preference
is an accurate reflection of the patient’s values
and beliefs within the current context.

What does a patient understand about his or
her illness? Multiple reports suggest a high
prevalence of inaccurate understanding among
patients with a serious illness."” An element of
this multidimensional construct includes patients
not appreciating either the incurable or progres-
sive nature of their illness. In a study by Allen
and colleagues,’ patients with congestive heart
failure were asked, “What do you think the even-
tual outcome will be from your heart failure?”
Only 36% indicated they understood “it would
likely shorten their life.” Similarly, in a study
involving patients with metastatic non—small-cell
lung carcinoma, at baseline 35% accurately
understood that their illness was not curable and
31% accurately understood that chemotherapy
would not eliminate their cancer.' Patients in the
study arm received early palliative care as an
intervention and were significantly more likely
to maintain or gain an accurate understanding of
both curability and the goal of therapy. Their
understanding was subsequently found to be
associated with certain treatment decisions near
end of life. The relation between accuracy of ill-
ness understanding and the process of prioritiz-
ing goals of care remains unknown. A potential
consequence of an inaccurate illness understand-
ing is a patient giving consent to specific treat-
ments that might otherwise have been declined.

Studies addressing the information needs of
patients related to understanding of illness have
consistently reported that patients desire detailed
information, certain types of information (e.g.,
quantitative or qualitative) and information that
is both optimistic or hopeful and realistic or
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practical.*’ Information needs vary greatly be-
tween patients and over time, which highlights
the importance of continually discussing them
with a patient.

For a patient with a progressive, life-limiting
illness, discussions that address understanding of
illness and goals of care could begin as early as
the initial diagnosis or shortly thereafter. This
timing broadens the scope of professional rele-
vance and requires that all clinicians — in both
acute and ambulatory care settings — acquire
skills that enable person-centred prognostic dis-
cussions. The related development of communi-
cation skills should be considered a key compe-
tency. Given the limited number of palliative
care clinicians, their time might be wisely
invested in educating and mentoring current and
future clinicians. As a profession, we must work
toward the capacity to arrive at a meaningful,
personalized prognosis for each person living
with a progressive and life-limiting illness.
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