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Abstract

Background—Prognostic information influences testing and treatment guidelines for frail older
adults. Yet little is known about the clinician choice to discuss or not discuss prognosis with their
frail older patients.

Design—~Qualitative interview study.

Setting—Primary care clinicians were recruited from nursing homes, community-based clinics,
and academic medical centers.

Participants—Three geriatric nurse practitioners, 9 geriatricians, 5 general internists, and 3
family medicine physicians with a mean age of 44 years and mean 12 years in practice. Seventeen
clinicians had patient panels with >80% community dwelling outpatients, 13 had patient panels
with =50% of patients 85 or older, and 16 had patient panels with >25% of patients in a minority
group (Asian, African-American, and/or Hispanic/Latino).

Measurements—cClinicians were asked to describe their practice of discussing long-term (<5-
year) and short-term (<1-year and 3-month) prognosis. Responses were analyzed qualitatively
using constant comparison until thematic saturation was reached.

Results—Clinicians reported individualizing the decision to discuss prognosis with their frail
older patients based on clinical circumstances. Common reasons for discussing prognosis
included: (1) patient had a specific condition with a limited prognosis; (2) to give patients time to
prepare; (3) to promote informed medical decision making; and (4) when patients or families
prompted the conversation. Common reasons not to discuss included: (1) maintaining hope and
avoiding anxiety; (2) cognitive impairment or patient unable to understand prognosis; (3) respect
for patients” cultural values; and (4) long term prognosis too uncertain to be useful.
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University of California, San Francisco, 4150 Clement St (181G), San Francisco, CA 94121, aksmith@ucsf.edu, Phone:
415-221-4810 ext 4684, Fax: 415-750-6641.

Conflict of Interest: The editor in chief has reviewed the conflict of interest checklist provided by the authors and has determined that

the authors have no financial or any other kind of personal conflicts with this paper.

Author Contributions

Ms. Thai assisted with the design of the study, collected and analyzed the data, and prepared the manuscript.

Dr. Walter provided critical revisions of the manuscript.

Dr. Eng supported data collection and provided critical revisions of the manuscript.

Dr. Smith designed the study, analyzed the data, prepared the manuscript, and provided supervision on all phases of the study.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Thai et al. Page 2

Conclusion—Clinicians caring for frail older adults are generally willing to discuss short but not
long term prognosis. Clinicians balance individual factors when deciding whether or not to discuss
prognosis.

Keywords
Prognosis; Geriatrics; End-of-Life

INTRODUCTION

Discussing prognosis is an important attribute of good clinical practice. Studies show
clinical decisions are influenced by patients’ life expectancy (1). While certain tests and
treatments are routinely recommended for older patients, those with limited life expectancy
may not live long enough to benefit (1-5). Guidelines increasingly recommend that
clinicians use prognosis to help frail older adults make decisions about chronic disease
management and screening interventions (1, 6).

Studies show a majority of frail older adults with serious illness would want to know their
prognosis in order to make medical decisions (7, 8). Previous studies on communicating
prognosis focus primarily on ethnically homogenous groups of patients and patients with
specific terminal illnesses, such as cancer (9-11). Yet, little is known about clinicians’
attitudes toward discussing prognosis with frail older patients of ethnically diverse
backgrounds.

A qualitative study was conducted to identify the factors that influence clinicians’ decisions
to discuss or not to discuss prognosis with their frail, older patients. This study explores why
short- and long-term prognosis is discussed or not discussed, with specific probes about the
role of culture.

METHODS

Study Design and Sample

This qualitative study used semi-structured in-person interviews with clinicians who care for
frail older patients in outpatient and nursing home settings. Subjects included geriatric nurse
practitioners, geriatricians, family medicine physicians, and general internists. We
purposively sampled subjects who care for diverse populations of elders.

The research team contacted eligible participants, described the study to them, and 20-
minute interviews were scheduled with interested individuals. Clinicians were interviewed at
their work site and asked to complete a short demographic survey that included questions
about their clinical practice.

Data Collection

Twenty clinicians were interviewed using a common interview guide (Online Appendix).
The guide was modified iteratively as more interviews were completed to clarify topics of
interest. Researchers asked participants open-ended questions exploring factors that made
them more or less likely to discuss prognosis with frail older patients, with specific probes
about discussing long-term (<5-year) and short-term (<1-year and 3-month) prognosis and
the role of culture. Participants were also asked how prognostic information should be
communicated and the methods and factors they use to estimate prognosis in clinical
settings.

JAm Geriatr Soc. Author manuscript; available in PMC 2014 February 01.
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Data Analysis

RESULTS

Interviews were recorded and transcribed. Interviews were analyzed using NVivo 8 software
(QSR International). Data were analyzed using a system of constant comparative analysis;
data were reviewed reiteratively to identify new themes (19-21). The multidisciplinary
research team, consisting of representatives from the fields of medicine, geriatrics, ethics
and public health, coded several transcripts to develop a common codebook. A single
researcher then coded the remainder of the transcripts (JNT). Throughout the coding
process, codes were added as new themes emerged. A second investigator (AKS) reviewed
the transcripts and codes were modified and data re-coded to reflect the new coding scheme.
When no new themes emerged, saturation was reached, and no further interviews were
conducted. The Committee on Human Research of the University of California, San
Francisco and the San Francisco Veterans Affairs Research and Development committee
approved this study.

Characteristics of Participants

Overview

Participants included 20 primary care clinicians who care for large, diverse panels of frail
elders in outpatient and nursing home settings. Three were geriatric nurse practitioners and
17 were physicians (9 geriatricians, 5 general internists, and 3 family medicine physicians).
The mean age of participants was 44 years; 80% were female. The self-identified race/
ethnicity of participants was Asian (n=9), White (n=7), Latino (n=3), and 1 reported other
race/ethnicity. The average years in practice of participants were 12 with a range from 1 to
33 years. Seventeen clinicians reported that community dwelling outpatients comprised
=>80% of their panel, 13 had patient panels where =50% were 85 or older, and 16 had patient
panels with 225% of patients from a minority group (Asian, African-American, and/or
Hispanic/Latino).

All but one participant said they would discuss long-term prognosis with their frail older
patients under individualized circumstances, but rarely did so in practice. In contrast, all
participants expressed a willingness to discuss short term prognosis and stated that they did
so routinely in practice. Participants described specific clinical situations that would prompt
a discussion about how long a patient might have to live. Responses were categorized as
“Reasons to Discuss,” “Reasons Not to Discuss,” “How to Discuss,” and “How to
Estimate.”

Reasons to Discuss Prognosis

Poor Short-term Prognosis—Clinicians stated that they were more willing to discuss
prognosis if they felt their patients had a worsening health condition signifying a poor short-
term prognosis. One Geriatrician observed that she was more likely to discuss prognosis
with, “People who have lots of co-morbidities, who have been in and out of the hospital,
who have a decline in their function.” Clinicians repeatedly emphasized using their patients’
decline in functional status or worsening of symptoms as a trigger to discuss prognosis
(Table 1).

Promotes Informed Medical Decisions—Clinicians were more likely to raise the issue
of prognosis if they felt that telling a patient his or her prognosis would help with making
informed medical decisions. The following quote is illustrative: “I think that the easiest way
to talk about it often is when we’re talking about screening and when an appropriate time is
to stop screening, because we usually think about the benefits of screening being only if
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someone really has 5 years or more to live” (Geriatrician). Participants’ responses indicated
that prognosis enabled shared decision-making, allowing patients to maintain their
autonomy. In addition, discussing prognosis was important for surrogates who needed to
make medical decisions on patients’ behalf (Table 1).

Allows Patients to Get Their Lives in Order—Clinicians said that they were more
likely to discuss prognosis with their patients if they felt it would help them prepare for the
end of life. For example, one Geriatric Nurse Practitioner described it as allowing her
patients to prepare in whatever way was most meaningful to them: “Generally, | want to
frame it in a way so that they can wrap up their lives, say goodbye, or just figure out all of
their affairs.” Clinicians generally felt that discussing prognosis helped patients make
decisions to meet their remaining life goals (Table 1).

Patients or Their Families Prompt the Conversation—Another reason clinicians
gave for discussing prognosis was if it were patient- or family-prompted. One Geriatrician
shared: “Either they mention something about a friend or a neighbor who has gotten sick and
passed away or they talk about a deceased spouse or something that comes up that is kind of
an ‘in’ to bringing up the subject.” Clinicians felt it was appropriate to discuss prognosis
when it was patient-initiated because it gave them a gauge for how patients felt about the
subject: “It’s so much more helpful in a sense when patients ask directly because it almost
implies their permission to speak frankly” (Family Medicine Physician).

Reasons Not to Discuss Prognosis

Maintain Hope and Avoid Anxiety—Clinicians were reluctant to discuss prognosis if
they felt it would undermine hope and generate anxiety (Table 2). For example, one general
internist noted that discussing prognosis conflicted with her role of enabling patients to
maintain hope: “They may know but they don’t necessarily want to hear me say it as their
doctor. Because sometimes it feels like my job is to prolong life for them. They’re worried
that my saying that might mean, ‘She’s throwing in the towel.””

Patient Unable to Understand—cClinicians shied away from discussing prognosis when
they felt that a patient’s cognitive impairment would prevent him or her from understanding
the significance of the prognosis. One clinician observed: “The ones who are not as intact,
they either don’t have enough capacity to actually comprehend the information or it just
doesn’t make sense to them” (Geriatric Nurse Practitioner). Clinicians also felt that patients
would not be able to grasp medical concepts or would misunderstand the clinical value of a
prognosis (Table 2).

Respect for Patients’ Cultural Values—Clinicians reported balancing patient- and
family-factors as well as considering their perceptions of their patients’ culture when
deciding whether to talk about prognosis. Some clinicians noted that in certain cultures,
families preferred keeping prognostic information from the patient: “I think the U.S.
mainstream cultural approach is often full patient autonomy — give them all the information,
let them make decisions. Certainly, in other cultures, I’ve been told quite emphatically,
‘Don’t let Mom know how badly she’s doing. Talk to us about it; Mom doesn’t want to
know’” (General Internist). Clinicians also observed that in some Asian cultures, it was
ominous to talk about death, thus clinicians tried to respect their patients’ cultural values by
avoiding discussions about their limited life expectancies (Table 2). Participants also spoke
about the importance of a shared cultural background: “I think sometimes when there’s race
discordant or ethnicity discordant care, there can be a mistrust of providers. That’s
something I think can influence the information we give or the information that we’re given
by our patients” (Geriatrician).

JAm Geriatr Soc. Author manuscript; available in PMC 2014 February 01.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Thai et al.

Page 5

Long-term Prognosis is Too Uncertain to be Useful—While all but one clinician
were willing to discuss long term prognosis, clinicians reported that in practice they rarely
did so, particularly the non-Geriatricians. The most common reason for not sharing a long-
term prognosis (<5 years) was clinicians’ uncertainty on the usefulness or significance of the
information (Table 2). One General Internist expressed this finding best: “I actually don’t
know what it means. If | was to see a doctor and he or she was to say, ‘Well, you have 5
years to live on average, based on what we know.” This doesn’t mean very much to me. In
fact, it doesn’t mean anything at all to me. Five years is a long time.”

How to Discuss Prognosis

When asked how prognosis should be communicated, several themes emerged: acknowledge
uncertainty, involve family, and discuss within the context of the patients’ health and
advance care planning. Several respondents acknowledged that because clinicians’ ability to
prognosticate accurately is oftentimes poor, they usually disclose this uncertainty to patients.
One Geriatrician shared: “I actually always tell them, ‘Doctors are wrong more often than
they’re right about this but here’s why I think we should be talking about it.””

How to Estimate

While some clinicians reported the use of published prognostic indices and life-tables, other
clinicians reported using their clinical experience and intuition to prognosticate. These
clinicians reportedly based life expectancy estimates on patients’ functional status, pattern of
decline, and overall health condition. One Geriatrician reported: “I feel like there are just
some patients that as physicians we call it the eyeball test. We see the patient, we don’t have
to look at their vital signs or labs — we just sort of know that they are declining and that their
time is not long.” Moreover, clinicians reported that it was easier to give a prognosis for
patients with specific medical conditions, such as advanced dementia or cancer, than
patients without a clearly dominant and fatal condition.

DISCUSSION

This study found that clinicians were generally willing to discuss prognosis with frail elderly
patients, but only in specific and individualized clinical contexts. Clinicians balanced
individual factors, such as patients’ culture, medical condition, and specific life goals, when
making the decision to discuss prognosis and how to frame the conversation. Moreover,
clinicians were less likely to disclose long-term prognosis.

Clinicians were often prompted to discuss prognosis when a patient experienced a functional
decline, repeated hospitalizations, worsening symptoms, or diagnosis with a terminal
condition such as advanced cancer or dementia. These health events are important “triggers”
for these clinicians to initiate prognostic conversations with the frail elderly.

Several clinicians, particularly the geriatricians and geriatric nurse practitioners, described
the importance of discussing long term prognosis with frail elderly patients in the context of
tests and treatments with a long lag-time to benefit, such as cancer screening. Clinicians who
generally did not disclose long-term prognosis made their decision for compelling reasons:
lack of meaning or usefulness of this information to patients, and inability to estimate long-
term prognosis accurately. In our previous research, we found that two-thirds of frail elderly
patients would want to discuss a 5-year prognosis with their clinician, primarily so they
could prepare personally, spiritually, and financially for the end of life (8). Taken together,
these findings suggest a need to educate clinicians about the general preference of many
elderly patients to discuss prognosis, and the need for accurate, accessible tools for
clinicians to estimate long-term prognosis. A compendium of prognostic indices was

JAm Geriatr Soc. Author manuscript; available in PMC 2014 February 01.
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recently launched to allow clinicians to readily access prognostic information in clinical
practice (Www.eprognosis.org).

These data from clinicians seem to suggest that discussions of prognosis are fairly common;
yet data from patients would suggest otherwise. In our previous study of frail elders from
diverse backgrounds, we found that only 1 out of 60 subjects reported that her clinician
discussed prognosis. In a study of 214 older adults with advanced chronic conditions and
functional limitations and their clinicians, in 46% of clinician-patient pairs clinicians
reported discussing prognosis but patients reported no such discussion took place (7). The
reasons for this discordance are unclear, and are a ripe topic for future research. On the one
hand, it is possible that clinicians are disclosing prognosis, yet the prognosis is either not
heard, understood, or processed. On the other hand, it may be that clinicians over-report
their practice of discussing prognosis because they feel it may be socially and professionally
desirable to report conducting such discussions.

We specifically interviewed clinicians who care for diverse populations of older adults
because evidence suggests that culture may play a strong role in decision-making around
discussions of prognosis (8, 16—18). This study found that clinicians considered patients’
culture as one of many individual factors to weigh when making the decision to discuss
prognosis. Notably, some clinicians described a reluctance to discuss prognosis among
Asian elders, as it could be viewed as portending bad luck, taking away hope, or being
disrespectful toward that person’s culture. However, clinicians may do a great disservice to
their patient when they withhold prognostic information based on assumptions about their
patients’ preferences derived from cultural stereotypes, rather than directly asking about
preferences for prognostic information.

This study was not designed to be representative of all clinicians caring for frail older adults.
However, this study was intended to gain in-depth perspectives from the lived experiences
of clinicians. The use of long-term prognosis among primary care clinicians who care for
frail, older patients requires further study. Prognostic discussions may prompt a conversation
regarding the option of forgoing screening or treatment for patients who are unlikely to
benefit. On the other hand, as some clinicians in our study noted, long-term prognostic
information may not be accurate enough to be useful. This is an empirically testable
hypothesis, and the next step in this path of research is a larger intervention study of the
acceptability and outcomes of prognosis discussions on clinical decision making in diverse
communities.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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