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“Farewell” to Prognosis in Shared Decision-Making

“The absorbing fact about being mortally sick is that you spend a good deal of time preparing
yourself to die...while being simultaneously and highly interested in the business of survival”
----Christopher Hitchens, in Mortality

The author and polemicist Christopher Hitchens describes an encompassing dilemma of life-
limiting/terminal iliness as a “double frame of mind.”* Planning and living day to day with the
knowledge of an expected death is the challenge.? Many if not most people in a Western
culture, the United States for example, desire to confront this dilemma while receiving
prognostic information from their health care provider(s).>*° High levels of information need,
including life expectancy, are often seen during all stages of a life-limiting illness, although it has
been observed that family/caregivers tend to desire more prognostic information — and the

person less — as a dying process evolves.®

In contrast, a communication preference based on a cultural imperative is living day to day
without specific current knowledge of a life-limiting diagnosis and/or its prognosis. The person
is not included in the discussion of this information. Lulu Wang, in her film “The Farewell”
(2019) uses her own life experiences to dramatize such a situation.”? A 31-year old Chinese-
American woman, reflecting her life since age 6 in a Western ethos, struggles to accept the plan
of her Chinese relatives to not inform the matriarch, her grandmother, of a diagnosis of
advanced lung cancer. Her uncle explains that “It’s our duty to carry this emotional burden for

her.”?

Acknowledging global migration patterns, this scenario is not unfamiliar to palliative care
practitioners in the United States. Understanding and approaching this cultural consideration,
among others, is an expected component of the palliative care curriculum.*® For such
practitioners the key principle is to respect a person’s autonomy, assuring that the person
capable of decision-making endorses such a plan rather than relying entirely on separate

discussions with family members. Most often one of these family members, preferably chosen



by the capable person, serves as a proxy for receiving information and participating in shared

decision-making.

This cultural perspective has a corollary in the practice of some healthcare professionals
censoring information given to people in an attempt to avoid hurt, distress, or loss of hope.
While well-intentioned this practice is most often misguided, resulting in more pronounced

distress. A foundation for effective shared decision-making is not established.'!

This choice to limit information about a terminal iliness can also occur as a person’s choice,
separate from a setting of cultural influence.? Less well identified or discussed are these
instances where an individual desires to limit the intake of information and participation in
decision-making based on personal preference. This pattern has received attention recently in
the work of Steve Scheier, an expert in organizational decision-making. Based on experiences
during his wife’s’ eventual death from biliary cancer, he developed a Prognosis Declaration

form designed for persons of any cultural background.®® This form offers the following choices:
“Tell me everything.”

“I’'ve not decided what | want to know about my prognosis, so ask me over the course of

my treatment.”

“I want to participate in my treatment, but | don’t want to receive any information on

my prognosis.”

“l don’t wish to know any information about my prognosis but | authorize you to speak
with [blank] about my case and to answer any questions that this person may have

about my likely prognosis and treatment.”

How do these Prognostic Declaration form choices interface with the process of shared
decision-making, the currently recommended approach to communication regarding life-
limiting illness and end-of-life issues?'* Approaching this question leads to the discussion of
certain points related to prognostic assessment, communication principles, and shared

decision-making. Hopefully this exploration will lead to summary observations and points of



practical advice for the palliative clinician regarding disclosure of prognostic information

conforming to a person’s preference.

An experienced clinician recognizes any one of the Prognosis Declaration statements as
inadequate on its own for developing a specific communication and management plan.
However, these declarations, along with other available advance planning documentation and —
most importantly — expressions of a decision-capable person during a significant end-of-life
communication session - can be useful in coming to decisions and a plan for implementation
aligning with the person’s values, preferences, and goals. Such communication would be

conducted using the principles of shared decision-making.

Since its first mention in 1982, shared decision-making has come to be recognized as the
preferred format for significant palliative care provider/person-family discussions.**> This
includes the disease categories most often seen in palliative care.1617,1819.20.21,22 ghared
decision-making in the setting of terminal illness and end-of-life care involves a process of
integrating the expertise and communication skills of the health care professional with
autonomous expressions of the decision-capable person as to their values, preferences, and
goals in the context of the situation she is facing. The objective is to make informed, thoughtful,
and collaborative decisions that will determine clinical management. This type of
communication goes beyond the expectations of informed consent, being more comprehensive
and attuned to the social and emotional needs of the person as well as the physical and
technical aspects of a disease process. Accomplishing this level of effective communication in
each of these disease categories ordinarily involves delivery of diagnostic and prognostic
information to the decision-capable person, perhaps to varying levels of detail and expected

involvement in decision-making but nonetheless significant.?324

The discussion of shared decision-making in relation to our current topic, autonomous choices
to decline prognostic information and limit involvement in decision-making, should mention
described limitations of this practice. These include the challenge for health care professionals
to formulate an accurate prognostic assessment,?>2627:28 yncertainty as to the optimal

communication strategies for expressing the prognostic assessment,?%3% inability of a person



receiving a prognostic assessment to then formulate realistic expectations,3!:3? and various
forms of cognitive bias.33 There is currently a lack of evidence that shared decision-making

results in better outcomes compared to other forms of decision-making.3

While shared decision-making has weaknesses, it can be supported as the best currently
available approach for aligning patient values, preferences, and choices with actual
management.'* The following are offered as considerations, sometimes recommendations, for
maintaining the spirit of shared decision-making even when a person declines or limits

participation.

Autonomy. While shared decision-making should be considered the default position for
entering into end-of-life discussions, the ethical principle of autonomy includes the
capable choice of opting out of all or part of the shared decision-making process. The
principle is respected because of the intent and effort of the shared decision-making
participants, acknowledging the complexities and shortcomings involved in achieving an

outcome consistent with the ethical goals.

I/I ”

is for Invitation. Recall that the original description of the SPIKES mnemonic, a
useful guideline for remembering the important features of a significant person/family

llI"

discussion, includes the idea of inviting (“I”) the person to express the desired extent of
information delivery and type of decision-making process.3> Most familiar to United
States practitioners is a capable person requesting full information disclosure and
participation in shared decision-making. With or without a Prognosis Declaration,
including this key component of a communication interaction will elicit or include values

and preferences with regards to prognosis awareness and extent of participation in

decision-making.

Sliding Scale. Persons requesting a limitation on disclosure of prognostic information
can have their involvement in decision-making tailored to the level of information
available. A person may request a general statement of prognosis (“this situation is

III

terminal”) while not receiving more specific attempts at estimating duration or

trajectory. Significant involvement in decision-making could still take place with or



without the involvement of a representative who received more detailed information
not disclosed to the person. Decision-making could be retained by the person with the

decisions influenced, or not, by the representative(s).

Aprognosia. A situation presented by BJ Miller and Shoshana Berger depicts a person
declining prognostic information.'® While not intuitive to many, this can be the
preferred stance to optimize the “double frame of mind” for some. This can be
respected with diligent attention by all involved to information content and the agreed
upon decision-making strategy. In this situation it would be significantly preferable to
have a designated representative with whom a proxy shared decision-making process

could take place.

What, not Why. Persons by choice lacking full information disclosure may well still go
on to participate in the logistics and physical realities of different interventions. These
patients should receive detailed information about these issues. In effect, the

explanations would describe fully what is being done rather than why.

A Process, not an Event. The Prognosis Declaration choices appropriately include a
provision for a change in preference, in either direction, as the person’s life evolves.
This points out the importance of appropriate interval reassessments of information

needs and decision-making preferences.

No News is Good news. A situation of concern is the person declining prognosis
information but at the same time requesting comprehensive but likely unhelpful
interventions. Doubt, denial, distrust, or other influences can result in the same
circumstance for a person receiving full prognostic information. Patience, compassion,

and ongoing communication are required from the palliative clinician in either case.

A fixed belief that shared decision-making cannot occur without significant disclosure of
prognostic information leading to reflexive negative or dismissive responses to a person’s

request for limiting prognostic information related to a life-limiting/terminal illness should be



avoided by palliative care clinicians. This is true whether the request is culturally-based or due
to personal preference. Respecting the request is consistent with the principle of autonomy.
Inviting and then individualizing a person’s information and decision-making preferences is
always a part of shared decision-making. While more challenging, the desirable outcomes of
effective shared decision-making can still be achieved when a person requests limited or no

prognostic information.
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