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estimated that over $6 billion dollars was spent for
about 200,000 patients in this program [3]) derive
from, the ethical principle of justice (9).

Because of the medical, ethical, legal, and economic
significance of decisions to withhold, start, and with-
draw dialysis, we conducted this study to determine
what decisions regarding the use of this life-sustain-
ing treatment are usually made by dialysis units and
how prepared the medical directors of these units
believe they are to make them.

METHODS

We conducted a questionnaire survey of physician
medical directors of a random sample of adult chronic
dialysis units throughout the United States. We chose
to survey dialysis unit medical directors as opposed
to all nephrologists treating dialysis patients for two
reasons: they have usually been in practice longer
and probably have had more experience with deci-
sions to withhold and withdraw dialysis; and they
are likely to be more informed about the demograph-
ics of their dialysis unit population and the number
of patients in their unit who have been withdrawn
from dialysis.

Mailing lists were obtained from the 18 ESRD Net-
works. After transplant centers and pediatric dialysis
units were deleted, the lists contained the names and
addresses of 1,897 adult chronic dialysis units. Ques-
tionnaires were mailed to a simple random sample of
524 physician medical directors of these units in
April 1990. The sample size was calculated on the
basis of an allowance for sampling error of 5%. Non-
respondents received two follow-up requests at 4-wk
intervals to complete and return the questionnaire.

The questionnaire requested information about re-
spondents’ units (number of patients, number of
nephrologists, average age and educational level of
patients, and whether the unit was hospital based or
free standing) and the number of patients withdrawn
from dialysis in the past year.

The following closed-ended questions were asked
about hypothetical scenarios in which decisions to
withhold or withdraw dialysis were involved. (1) If
your unit was requested to begin dialysis of a per-
manently unconscious patient (e.g., persistent vege-
tative state or multiple strokes), what would usually
be done? (2) If a competent patient (i.e., one with
decision-making capacity) asked to stop dialysis, how
would your unit usually handle the request? (3) If a
patient receiving dialysis in your unit who had not
previously expressed wishes for future care becomes
permanently and severely demented (e.g., Alz-
heimer’'s disease or multi-infarct dementia), what
would usually be done? For Question 1, the medical
directors were asked whether they would begin or
withhold dialysis. For Questions 2 and 3, they were
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asked whether they would stop or continue dialysis.
They were also asked how many patients in their
unit during the past year had stopped dialysis either
because of personal choice or a physician/family de-
cision to stop?

There were three advantages to using hypothetical
cases to assess physician decision making: the clin-
ical circumstances could be structured to examine
the issues of withholding and withdrawing dialysis;
the cases would be identical for all respondents; and
variation in decision making among physicians could
be easily identified (10).

The following closed-ended questions were asked
about how prepared the respondents felt they were
to make these decisions and whether they would use
an ethics committee. (1) On the basis of your medical
training, do you feel prepared to make decisions to
continue, withdraw, and withhold dialysis with pa-
tients and families? If yes, what aspect of your med-
ical training prepared you? (2) If your ESRD Network
started an ethics committee that you could consult
for difficult patient management decisions, would
you use it?

The questionnaire had been pretested in a small
pilot study of nephrologists in both academic centers
and private practices throughout the country and
was modified on the basis of their responses. The full
questionnaire is available from one of the authors (A.
H. Moss) upon request.

A univariate analysis was used to determine the
proportion of respondents giving each response for a
given question. Proportions are presented with 95%
confidence intervals. Comparisons of paired categor-
ical responses were performed by use of McNemar's
test with Yates' correction (11). The data are pre-
sented as the means + SD. P values of less than 0.05
were considered significant.

This study was approved by the Institutional Re-
view Board of the Division of Biological Sciences of
the University of Chicago and the University of Chi-
cago Hospitals.

RESULTS

Respondent and Dialysis Unit Characteristics

Three hundred eighteen dialysis unit medical di-
rectors returned questionnaires for a response rate
of 61%. Five percent of the respondents were younger
than 36 yr old, 49% were 36 to 45 yr old, 36% were
46 to 55, 10% were 56 to 65, and 1% were older than
65. In the units that they directed, the mean number
of nephrologists was 5 + 4, the mean number of
patients was 100 + 81, the median number of pa-
tients was 76 (range, 3 to 550), and the mean patient
age was 58 + 6 yr. One hundred seventeen units
(37%) were hospital based, and 189 (63%) were free
standing. Although the median number of patients

Volume 4 « Number 2 + 1993



L ] Moss et al

in the units included in our study was higher than
that for dialysis units in the United States in 1990,
76 versus 53, the types of units were comparable to
those of the entire population, 34% hospital based
and 66% free standing (3).

Decisions to Withhold and Withdraw Dialysis

Seventy-eight percent of the medical directors re-
ported that their units had withdrawn one or more
patients from dialysis within the past year. The mean
number of patients withdrawn was 3 + 3 with a
range of O to 20. There was no difference between
hospital-based and free-standing dialysis units in the
percentage that had withdrawn patients or the mean
number withdrawn.

The reports of medical directors about their units’
usual practices in withholding and withdrawing di-
alysis revealed substantial differences among units
(Table 1). Most, 92%, indicated that their units would
usually honor a competent patient’s request to stop
dialysis. There was less agreement about whether
their unit would usually withhold dialysis from a

permanently unconscious patient; 83% would with-
hold dialysis, and 17% would provide it. There was
the least agreement about whether to continue di-
alysis for the patient who becomes severely demented
and who had not given advance directives; 68%
would continue dialysis, and 32% would stop it.

The medical directors’ responses also varied signif-
icantly when we examined the reported practices of
individual units with respect to dialysis of the two
patients with neurological impairment—the one on
dialysis who becomes demented and the permanently
unconscious one who develops renal failure (x? =
132; P < 0.001). The majority said their units would
continue dialysis of the demented patient and would
not begin dialysis of the permanently unconscious
one; almost one third would stop dialysis of the de-
mented patient and not start dialysis of the perma-
nently unconscious one; roughly one sixth would
continue dialysis of the demented patient and begin
dialysis of the permanéntly unconscious one; and
only a few would stop dialysis of the demented pa-
tient and begin dialysis of the permanently uncon-
scious one (Table 2).

TABLE 1. Reports of medical directors of dialysis units about their units’ approach to dialysis decisions®

Dialysis Decision
Scenario
Withhold/Withdraw Start/Continue
(%)

To start or withhold dialysis of permanently un- 83 (79-87) 17 (13-21)

conscious patient (95% Cl)
To continue or withdraw dialysis at competent 92 (89-95) 8 (5-11)

patient’s request to stop dialysis (95% Cl)
To continue or withdraw dialysis of patient who 32 (27-38) 68 (62-73)

becomes severely demented (95% Cl)

° N = 303. Cl, confidence interval.

TABLE 2. Reports of medical directors of dialysis units about their units’ approach to withholding or
withdrawing dialysis in two situations involving renal failure in neurologically impaired patients®

Permanently unconscious patient
who develops renal failure

Start Dialysis Withhold Dialysis
(%) (%)
Patient on dialysis who becomes Continue dialysis (%) 15 53
demented Withdraw dialysis (%) 2 30
ON=277.

® The paired responses of each medical director to questions about how hisfher unit would manage renal failure in two different situations
involving neurologically impaired patients were tabulated. Each box displays the percent of medical directors who gave this paired response. For
example, the upper righthand box indicates that 53% of dialysis directors would continue dialysis in a patient who becomes demented but would
not start it in a permanently unconscious patient who develops renal fallure. The reported practices of the units varied significantly (x* = 132; P<

0.001).
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In making the above decisions, almost all medical
directors said that their units would be very likely to
consult with the patient’s family: 98% said they
would consult with families about the competent
patient; 95% would consult families about the deci-
sion for the permanently unconscious patient; and
99% would consult families about the decision for
the patient on dialysis who becomes demented and
who had not provided advance directives. Six re-
spondents added a comment that although they
thought dialysis for the demented and permanently
unconscious patients was “inappropriate,” they
would not withdraw or withhold it unless they could
“convince” the family to agree. Two respondents
stated that if dialysis is not medically indicated, it
should not be done, even though the family requests
it.

Physician Training To Make Dialysis Decisions

Ninety-four percent of medical directors reported
that they felt prepared by their medical training to
reach decisions with patients and families about
withholding and withdrawing dialysis. When asked
what they felt had prepared them to make these
decisions, 92% listed practice experience, 57% listed
fellowship training, and 49% listed personal study of
the medical literature.

Use of a Network Ethics Committee for Difficult
Cases

When medical directors were questioned about
consulting a Network ethics committee (if available)
for help with difficult patient management decisions,
39% said they would, 41% said they might, and 20%
(56) indicated they would not. Of these 56 who would
not, 9 said that they would consult their local hospital
ethics committee instead.

DISCUSSION

Withdrawal from dialysis is the third most common
cause of dialysis patient death (after cardiac and
infectious diseases) (3). Previous studies from a large
dialysis program (5), a statewide program (Michigan)
(6), and a region (the northeastern United States) (12)
have documented how frequently decisions are made
to stop dialysis. Now, our study provides data from a
national survey of dialysis unit medical directors that
most dialysis units make decisions to withdraw pa-
tients from dialysis several times a year.

This study also documents that there is significant
variation among medical directors of dialysis units
about their attitudes toward decisions to withhold
and withdraw dialysis. Although there was agree-
ment of 9 out of 10 on how to respond to a competent
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patient’s request to stop dialysis, there was signifi-
cant disagreement on whether dialysis should be
started on a permanently unconscious patient and
on whether it should be stopped in a patient on
dialysis who develops severe dementia.

This variation was also apparent when medical
directors reported how they would manage two cases
of severely neurologically impaired patients. Re-
spondents indicated four different ways of handling
these two types of patients (Table 2). These results
have two main interpretations: first, they could mean
that most physicians are more likely to forgo dialysis
for permanently unconscious than demented pa-
tients; and second, they could mean that most phy-
sicians are more likely to withhold dialysis than with-
draw it, as previously reported by Singer (12).

The fact that most would continue to dialyze a
patient who became permanently and severely de-
mented was an unexpected finding. Neu and Kjells-
trand have shown that dementia was the most com-
mon development leading to withdrawal of dialysis
in their large program (5). Others have found that
nephrologists consider the patient’s neurological sta-
tus the most important factor in decisions to withhold
and withdraw dialysis and that nephrologists are
more comfortable in making decisions to stop dialysis
for patients with Alzheimer’s disease than other con-
ditions (13). In another study, 85% of dialysis person-
nel thought it would be reasonable to discontinue
dialysis of a permanently and severely demented di-
alysis patient (14). In this same study, 74 % of dialysis
patients said they would want dialysis stopped for
themselves in such circumstances. In comparison,
68% of medical directors in our study said they would
continue dialysis of demented patients.

Also unexpected was the finding that one of six
medical directors would start a permanently uncon-
scious patient, such as one in a persistent vegetative
state, on dialysis if requested. Such patients lack
thought, sensation, purposeful behavior, and aware-
ness of self and environment, and the President’s
Commission for the Study of Ethical Problems in
Medicine and Biomedical and Behavioral Research
and others have argued that life-sustaining treat-
ments such as dialysis cannot confer benefits upon
them (15,16). Ethicists have considered such treat-
ments for these patients to be futile (17,18) and have
observed that agreement on the nontreatment of
these patients seems more certain than for any other
group of patients (19).

Ninety-four percent of medical directors felt that
they were prepared to make decisions to continue,
withhold, and withdraw dialysis. They identified
practice experience as opposed to formal medical or
medical ethics education as the most important as-
pect of their medical training that had prepared
them. One other study has documented the lack of
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formal ethics training of nephrologists making these
decisions (13).

Eight of 10 respondents said they would or might
consult a Network ethics committee for assistance in
making decisions about starting or stopping dialysis
in difficult cases. Hospital ethics committees were
developed in response to similar needs of health care
professionals in making decisions about life-sustain-
ing treatments (20). Ethics consultations are most
frequently requested for decisions regarding the
withholding or withdrawing of life-sustaining ther-
apy including dialysis, and physicians have found
ethics consultations to be helpful in managing pa-
tients, clarifying ethical issues, and learning about
medical ethics (21,22).

The ethics of withholding and withdrawing a life-
sustaining treatment such as dialysis have been
clearly enunciated (15,16,23). It is likely that most
nephrologists would find very helpful the determi-
nation by an ethics committee that withholding di-
alysis from a permanently unconscious patient or
withdrawing it from a permanently and severely de-
mented patient is ethically permissible.

Although this study describes a variation in re-
sponses to hypothetical cases about the use of di-
alysis, the findings resemble those that have been
documented for other medical and surgical proce-
dures (24-27). It has been suggested that such vari-
ations stem from professional uncertainty, lack of
knowledge, and differences in individual physician
decision making and that they may result in inappro-
priate patient care and misallocation of resources
(28). One solution that has been proposed for the
problem of practice variations is the use of practice
guidelines (28,29).

The Institute of Medicine Committee for the Study
of the Medicare End-Stage Renal Disease Program
recommended that guidelines be developed that could
assist nephrologists, patients, and families in reach-
ing clinical decisions on whether to initiate or to stop
dialysis (30,31). They noted that this program now
includes a number of patients with limited life ex-
pectancy and relatively poor quality of life and stated
that the existence of a public entitlement does not
obligate physicians to provide dialysis to all patients
with kidney failure. They urged that guidelines be
drafted that would help physicians assess each pa-
tient for the balance of benefits to burdens offered
by dialysis and that physicians recommend a comfort
care approach, rather than dialysis, to patients with
conditions described in the guidelines for whom the
burdens of dialysis would be predicted to substan-
tially outweigh the benefits.

Practice guidelines might also assist nephrologists
who determine that dialysis should be discontinued
in a given patient but who are reluctant to do so
for legal reasons. Like many other nephrologists
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(12,32,33), some of our respondents indicated that
they would be afraid to stop dialysis for the patient
with severe dementia who had not provided advance
directives if there was the potential for litigation from
family members who wanted dialysis continued.

There are several limitations to this study. First,
61% of the sampled medical directors returned ques-
tionnaires, and although this response rate is re-
spectable for a survey of physicians, there is the
possibility of bias in the results of this study. Second,
the results presented are reported decisions in re-
sponse to hypothetical cases rather than actual prac-
tices in dialysis units throughout the country. A re-
view of actual cases may have provided somewhat
different data, but such cases also may not be com-
parable enough to allow conclusions to be drawn
about dialysis practices. Third, two respondents ob-
jected to our questions asking them how they would
manage the competent, demented, and permanently
unconscious patients because they said that such
decisions are made on a case-by-case basis. This
problem had been detected in our pilot study of the
questionnaire, and to deal with it, the questions
were worded, “What would usually be done [in your
unit]? " Fourth, the questionnaire did not ask reasons
for reported decisions, and thus, we do not have data
to define the factors responsible for the variation
among physicians.

Although our study does not allow us to explain the
reasons for variation in decision making among phy-
sicians that we detected, several factors may be im-
portant. First, as previously reported by Singer, many
nephrologists may be uncomfortable in making de-
cisions for patients who lack decision-making capac-
ity and who have unclear wishes for future care; as
aresult, their management of such patients may vary
as they did in his study and in ours (12). Second,
some physicians may place an unqualified value on
the preservation of human life and may be unwilling,
as a matter of conscience, to withhold or withdraw
dialysis from patients, even if they are severely and
permanently demented or permanently unconscious,
as they were in our study. Third, some physicians
may misunderstand the ethical and legal aspects of
making decisions for such patients, and they may
feel obligated to provide dialysis to all patients for
whom it is requested. Fourth, some physicians may
find it difficult psychologically to withdraw dialysis
from patients under their care.

In summary, almost all medical directors of dialysis
units believe that they are prepared to make deci-
sions with patients and families about continuing,
withholding, and withdrawing dialysis. Nevertheless,
our study revealed significant variation among di-
alysis unit medical directors in their reported atti-
tudes toward these decisions. Practice guidelines and
consultation with ethics committees might assist
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medical directors of dialysis units to make these dif-
ficult decisions more uniformly and in a way that
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