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Elderly Patients’ Preferences
for Long-term Life Support

Donald J. Murphy, MD; Sara Santilli, RN, MSN

Objective: To study elderly patients’ preferences re-
garding mechanical ventilation and tube feeding and to
compare their preferences for short-term use with their
preferences for long-term use of these life support inter-
ventions.

Design: Interviews with patients by clinicians during rou-
tine office visits.

Setting: Hospital-based, primary care geriatrics clinic
in downtown Denver, Colo.

Patients: Two hundred eighty-seven elderly persons
(mean age, 77 years; range, 60-99 years).

Main Ovutcome Measures: Preferences to use or with-
hold: (1) short-term mechanical ventilation; (2) long-

term mechanical ventilation; (3) short-term tube feed-
ing; and (4) long-term tube feeding.

Results: Of the total sample, 253 patients (88%) would
prefer short-term mechanical ventilation if the chance of
recovering was reasonably good but only 11 (3.5%) would
prefer long-term mechanical ventilation. One hundred
eighty-nine (65%) would prefer short-term tube feed-
ing, but only 13 (4.5%) would prefer long-term tube feed-
ing in the setting of significant cognitive impairment.

Conclusions: Most elderly persons opt for short-term me-
chanical ventilation or tube feeding if the chance of re-
covering is reasonably good. Only a small minority would
opt for long-term mechanical ventilation or tube feeding.
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LINICIANS WHO care for el-

derly patients recognize

the importance of ad-

vance directives. Specifi-

cally, clinicians need to
know how their patients view cardiopul-
monary resuscitation (CPR), mechanical
ventilation, and tube feedings. Views about
other life support care, such as dialysis and
emergency surgery, are also important.
However, it is the use of CPR, mechani-
cal ventilation, and tube feedings that most
frequently concerns geriatricians, their pa-
tients, and their patients’ families.

We have been impressed by the dif-
ference between what elderly patients
spontaneously express as their prefer-
ences and some of the preferences re-
ported in the medical literature. The medi-
cal literature suggests that a significant
minority of elderly patients would opt for
extended life-support care, such as tube
feedings and prolonged mechanical ven-
tilation''* (Table 1). In contrast, we had
not yet heard (prior to our study) any el-
derly patient spontaneously express a pref-
erence for long-term tube feeding or me-
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chanical ventilation. Furthermore, we had
not yet seen a written advanced directive
expressing a preference for long-term tube
feeding or mechanical ventilation. The goal
of our study was to determine elderly pa-
tients’ preferences for short-term and long-
term use of tube feeding and mechanical
ventilation.

BN resuirs [

Table 2 shows the characteristics of the
287 patients who participated. Table 3
shows the percentages of patients opting
for short-term and long-term tube feed-
ing and mechanical ventilation. Of the 253
who said that they would want short-
term mechanical ventilation if their chance
of recovering was reasonably good, a sig-
nificant minority (approximately 20%) had
stated that they “would not want to be kept
alive by machines” when we first began dis-
cussing advance directives. They changed
their minds when they understood that the
duration of mechanical ventilation would
be brief and that their chance of recover-
ing was reasonably good.
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SUBJECTS AND METHODS

Between August 1, 1991, and July 31, 1992, we inter-
viewed 287 elderly patients from our geriatrics clinic in
downtown Denver, Colo. Our goal was to interview all
consecutive patients from 1 geriatrician’s (D.J.M.) part-
time practice during this 12-month period. Of the 371
consecutive outpatients, 84 were ineligible because of
dementia, alanguage barrier, or acute medical problems
that precluded a discussion about advance directives.
During the first part of the interview, we focused on our
patients’ preferences regarding CPR. We have reported
the results of those interviews elsewhere.” A geriatri-
cian (D.J.M.), a geriatric nurse practitioner (S.S.), and
10 medical residents performed the interviews regard-
ing preferences for CPR. At the end of those interviews,
either the geriatrician or the geriatric nurse practition-
er talked with each patient about their preferences for
tube feedings and mechanical ventilation.

Our discussionsabout their preferences for tube feed-
ings and mechanical ventilation did not follow a writ-
ten script. However, the content was relatively uniform.
When discussing mechanical ventilation, we asked pa-
tients to imagine asituation where they became very short
of breath and presented to the emergency department.
We explained that the problem may be secondary to sev-
eralillnesses, including pneumonia, asthma, or conges-
tive heart failure. We made a clear distinction between
these scenarios and the scenarios regarding cardiac ar-
rest that we had discussed earlier in the interviews. We
asked the patients to imagine that they would have a rea-
sonably good chance of recovering (we estimated 20%-
50%) if they were ona “breathing machine” for a few days.
After asking the patients if they would want mechani-
calventilation for the short term (ie, several days toaweek),
we asked the patients to imagine that they were not im-
provingafter several days and would need prolonged me-
chanical ventilation. Then we asked if they would want
it long term, but did not specify the duration.

We used asimilarapproach in discussing tube feed-
ings. We asked patients to imagine situations (eg, ad-
vanced dementia, Parkinson disease, and strokes) in
which the patients or their caregivers were unable to feed
them by mouth. We then described tube feedings and
explained that this would be one way of maintaining nu-
trition in someone who could not eat. When determin-
ing their preferences for short-term feeding, we asked
them to focus on situations in which their ability to swal-
low changed abruptly, such as with a stroke. The gen-
eral time frame we referred to for short-term use was 1
to 2weeks. When asking about their preferences forlong-
term tube feeding, we asked them to focus on those con-
ditions that were progressive, such as dementia, strokes
without recovery of function, and Parkinson disease.

The study was approved by the institutional re-
view board of Presbyterian—St Luke’s Medical Cen-
ter, Denver.

B COMMENT

Our goal was to determine the percentage of elderly pa-
tients who would opt for short-term and long-term life
support, specifically mechanical ventilation and tube feed-

ing. Our study suggests that 3.5% to 4.5% of elderly pa-
tients would opt for long-term life support.

Our results differ significantly from other results re-
ported in the medical literature. Several studies using vari-
ous methods (eg, vignettes, in-depth interviews, and other
survey tools) have suggested that the percentage of el-
derly patients opting for long-term tube feeding varies
from 25% to 53%.%*"1%12 We believe the following fac-
tors explain most of the difference in results.

First, we explored patients’ preferences in the set-
ting of a routine clinic visit with a primary care provider
(geriatrician or nurse practitioner). We assume that the
trust resulting from an ongoing relationship between cli-
nician and patient influences the expression of prefer-
ences. What patients tell a survey researcher, particularly
a researcher they have met only once, may be quite dif-
ferent than what they tell a primary care physician. How-
ever, a study by Finucane et al' suggests that the primary
care physician’s influence may not be as great as it seemed
to be in our study. In their study, primary care physicians
interviewed their own patients. Eight (24%) of 34 elderly
patients said they would want a feeding tube if they de-
veloped Alzheimer disease and could no longer feed them-
selves.! The wording of the scripted question used by Fi-
nucane et al suggests that there is no drawback to long-
term tube feeding. This may explain why a higher
percentage of their patients opted for tube feeding.

Second, we did not follow a script. This informal ap-
proach allowed the clinician to clarify misperceptions and
explain the therapies and outcomes in terms that indi-
vidual patients could understand. Structured surveys may
not allow enough latitude to clarify misperceptions. A
scripted question, such as the one Kayser-Jones’ used to
begin a lengthy interview, may lead to a higher percent-
age of patients opting for tube feeding. In their study, 53%
of patients in long-term care settings opted for tube feed-
ings when their preferences were elicited with a scripted
question.

Third, our focus on long-term use of tube feeding
implied that we were considering scenarios where the pa-
tients had advanced neurodegenerative diseases. Often
we would say, “Imagine that you were in a condition
where you couldn’t recognize or talk with those you love.”
Our results are more consistent with results from stud-
ies focusing on preferences in the setting of advanced de-
mentia where patients are no longer able to recognize or
talk with others. For example, Danis et al* reported that
16% of 126 nursing home residents would want tube feed-
ings if they were permanently unconscious. Emanuel et
al’ reported that 11% of 100 patients would want artifi-
cial nutrition if they had dementia. In contrast, Ous-
lander et al” reported that 34 (50%) of 68 ambulatory non-
demented elderly patients would opt for tube feeding if
they had dementia. In a vignette Ouslander et al pre-
sented to their patients, they stated, “This disease is mak-
ing you lose more and more of your mental and physi-
cal abilities. Right now you can’t even walk anymore. You
can still recognize people and talk to them.”” Our expe-
rience and the literature suggest that the degree of de-
mentia being considered influences patients’ prefer-
ences. Similarly, the duration of life support influences
preferences. Schneiderman et al® reported that duration
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Table 1. Summary of Studies Reporting Percentage of Elderly Patients Who Would Opt for Tube Feeding
Scripted Opting for
Investigators Study Population Setting Interviewer Interview Tube Feeding, %
Finucane et al' 34 elderly patients Outpatient clinic Primary care physician Yes 24
Gerety et al? 52 veterans Nursing home Geriatricians not familiar Yes 25-38, depending on
with subjects condition
Hare et al® 50 adults (mean age, 44 y) Family practice Research assistants Yes 28
outpatient clinic
Danis et al* 126 elderly patients Nursing home Research assistants Yes 6 (if patient permanently
unconscious)
Emanuel et al® 405 outpatients, 102 Outpatient clinic and Research assistants Yes 8-11, depending on
general public telephone condition
Malloy et al® 201 elderly patients Community Research assistants Yes 11-28, depending on
presentation
Ouslander et al” 68 elderly patients Adult day care center Research assistants Yes 50
and residential area
Schneiderman et al® 104 outpatients with Outpatient clinic Research assistants Yes 22
limited life expectancy
Kayser-Jones® 103 elderly patients Nursing homes Research assistants Yes 53
Everhart and Peariman'® 30 veterans Intensive care unit Researcher Yes 28-40, depending on
condition
Danis et al'! 2536 elderly patients Outpatient clinics Research assistants Yes 43
Reilly et al'? 218 elderly patients Community Research assistants Yes 27-44, depending on
condition
Sonnenblick et al'® 108 offspring of terminally Hospital Physicians Yes 66
ill elderly patients
0’Brien et al™ 379 elderly patients Nursing homes Research assistants Yes 33

of life support strongly influences patients’ preferences.
Although we did not specify the duration of life support
in days or weeks, we did confirm that major differences
in duration (short-term vs long-term) strongly influ-
ences patients’ preferences.

Fourth, preferences expressed by ambulatory el-
derly persons in an outpatient setting may differ from those
expressed by elderly persons in long-term care settings.
Residents in long-term care facilities may be more likely
to accept a life with significant disabilities because they
have already had to adjust to a loss of independence.

Fifth, our population of patients was relatively ho-
mogeneous. Most patients were white and either Prot-
estant or Catholic. The results may be significantly dif-
ferent for a population of Orthodox Jews or for
fundamentalist Christians who are African American or
Hispanic.'*®

Sixth, our discussion of tube feeding and mechani-
cal ventilation followed a scripted interview regarding
CPR. We do not know what effect this sequence had on
our patients’ preferences regarding tube feedings and me-
chanical ventilation, but we suspect it had some.

Finally, biases of the clinicians can influence prefer-
ences of the patients. If clinicians favor long-term tube feed-
ing for themselves, they are likely to present this option in
a more positive light than if they do not. Malloy et al® re-
ported that 11% of community-dwelling elderly persons
would opt for tube feeding if this option was presented nega-
tively, and 28% would opt for it if presented positively. Cli-
nicians can express biases in many ways, such as with fa-
cial expressions and other body language, time spent with
the patient, and attention to other medical concerns."

We admit that we are biased. We do not believe that
long-term tube feeding serves the best interest of our pa-
tients who are severely demented. We believe that hos-

pice care is the best approach for our severely demented
patients who develop an acute, life-threatening illness.

This admission raises 4 key questions. Where do the
biases originate? Should clinicians have biases? Should
clinicians share biases with their patients? And finally,
do the biases unduly influence patients’ preference?

Where do our biases originate? If our biases origi-
nate from prejudices we may have had about severely de-
mented people, we should be suspicious of our biases and
do everything possible to minimize their effects. If, on the
other hand, our biases originate from discussions with many
elderly patients or experience with many dying patients,
we should not discount the value of our clinical biases.
We believe our biases originate from 2 sources. One is clini-
cal experience. The other is communitywide discussions
about guidelines for appropriate end-of-life care. The Colo-
rado Collective for Medical Decisions (formerly GUIDe,
a consortium to develop guidelines for appropriate end-
of-life care)***! is sponsoring these discussions, which have
confirmed that only a small minority of elderly patients
would want long-term tube feedings.

Should clinicians have biases about long-term life
support, such as tube feedings? Recent critiques about
tube feeding suggest that clinicians should be criti-
cal.??* Tube feedings may not increase survival** and may
actually increase medical complications, such as aspira-
tion pneumonia.”?® They may reduce the quality of life
for people with terminal diseases.”” In one study, re-
straints were used in 53% of the patients to keep the tube
in place.” When patients understand the likelihood that
restraints may be required to keep the tube in place, many
opt to forgo this intervention.'* Feeding tubes may dis-
courage human contact (eg, feeding someone with a
spoon), thus encouraging more “antisocial” forms of eat-
ing.” Families may find the psychological and financial
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Table 2. Characteristics of the 287 Patients
Who Were Interviewed
Characteristic Value
Mean + SD age, y 77+7.0
Sex
Female 65
Male 35
Race or ethnic group, %
White 84
Black 8
Hispanic 6
Other 2
Living alone, % 52
Religion, %*
Protestant 62
Catholic 23
Jewish 2
Other 9
Agnostic 3
Education, %t
Grades 1-8 15
Grades 9-12 51
College 29
Graduate school 5
Income, %
<$11,000 63
$11,000-$25,000 23
>$25,000 14

*Percentages do not total 100 because of rounding.
t0nly the highest level attained is shown.

burden associated with tube feedings excessive.?” For vari-
ous reasons, physicians,**3? nurses,” ethics committee
members,** and surrogate decision-makers® may con-
sider tube feedings inappropriate for patients with ad-
vanced dementia and other progressive diseases. Biases
against tube feeding for certain patients are justifiable.

Should clinicians share their biases with their pa-
tients when trying to elicit their patients’ preferences about
life support? Recently, Quill and Brody?® shed new light
on the pendulum that has swung from the paternalism
prevalent in the 1950s to the emphasis on patient au-
tonomy prevalent today. In the model they refer to as “in-
dependent choice,” clinicians do not share their biases;
they simply present options to the patient or surrogate
decision-maker. In the model they refer to as “enhanced
autonomy,” clinicians do share their biases. Quill and
Brody claim that we patronize our patients when we as-
sume they cannot deal with our biases.’® Our clinical ex-
perience supports the claim that clinicians actually en-
hance patient autonomy (and discover what patients truly
want) when they share their biases with patients.

Did our biases unduly influence our patients’ pref-
erences? We tried to minimize the effects of our biases.
If our biases had been evident, it is unlikely that 88% of
our patients would have expressed a desire for short-
term mechanical ventilation. As noted before, many pa-
tients opting for short-term mechanical ventilation or tube
feeding started the conversation with the assertion that
they “would not want to be kept alive with machines.”

In summary, our results differ significantly from re-
sults of other studies because we, as primary care clini-

Table 3. No. (%) of 287 Elderly Patients in an Outpatient
Practice Who Opt for Short-term and Long-term Life Support

Short-term Long-term

Mechanical  Short-term  Mechanical Long-term
Response Ventilation Tube Feeding Ventilation Tube Feeding
Yes 253 (88.1) 189 (65.0) 11 (3.5) 13 (4.5)
No 29 (10.1) 95(33.6) 273(95.1) 270 (94.1)
Undecided 5(1.8) 3(1.0) 3(1.0) 4(1.4)

cians who may have expressed biases during informal in-
terviews with our patients, explored our patients’
preferences about long-term life support.

Our study has 3 important limitations. First, these
data are relatively old. The interviews occurred from 1991
to 1992. Considering how quickly the field of bioethics
has progressed and how much attention has been given
to advance directives in the last decade, one must ask if
data from 1991 are pertinent in 1998. We believe they
are. Our results are consistent with this decade’s trend
toward more appropriate palliative care, which has been
encouraged by the results of the SUPPORT study®’ and
the debates on physician-assisted suicide. Furthermore,
recent studies confirm that only a very small minority
of patients (<4%) would want everything done to pro-
long life.?®*

Second, our population of patients was fairly homo-
geneous. Our results may not apply to a population of el-
derly patients with a higher percentage of minorities.

Finally, our biases may have influenced our pa-
tients’ preferences more than we recognize. As noted
above, we believe that the expression of some bias may
improve communication and enhance patient au-
tonomy. We tried to minimize the effects of our biases.
However, we must admit that the biases of one of the in-
vestigators (D J.M.) are strong enough**** that they may
have influenced results in ways that neither the clini-
cians nor the patients could perceive.

The majority of elderly patients favor life support
interventions when there is a reasonably good chance that
the intervention will return them to their previous level
of function. Only a small minority would want pro-
longed life support interventions when there is little or
no chance of the intervention improving their health.

Many elderly patients with strokes, Parkinson dis-
ease, Alzheimer disease, and other dementias are un-
able to feed themselves. Eventually they are unable to be
fed by others. Frequently these patients spend the rest
of their lives in nursing homes, fed through gastric tubes.
Many do not recognize family members or other caregiv-
ers. Our study suggests that the vast majority of elderly
patients would want to avoid this outcome. They would
rather be treated without prolonged tube feeding or me-
chanical ventilation. If other clinician-investigators con-
firm that only a small minority (<5%) of patients would
want long-term life support, we should reconsider the
presumption in favor of life support for patients with ad-
vanced dementia or other terminal diseases. According
to the patients we serve, palliative care is appropriate for
those who are not able to breathe on their own or are
not able to be fed by others.
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