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Part II: Decisions involving patients who have
lost the capacity to make decisions and who
have not executed an advance directive (1)

These guidelines pertain to situations involving
patients who no longer have decision-making capacity,
who left no advance directive, and who have at least
two potential future courses of life depending upon a
treatment choice. That choice may be either: 1)
whether to forgo rather than use a particular treatment,
or 2) which of several possible alternative treatments
should be used.

Guidelines

DOCTORS' RESPONSIBILITIES

1. Full medical prognosis The doctor has the
responsibility to discern, to the extent possible, the
patient's current medical and social situation, the
likely future course of the disease or condition in the
absence of intervention, the full range of potentially
useful interventions, and the likely course with each of
these.
2. Patient's values history The doctor also has the
obligation to ensure insofar as possible that the
patient's own values and preferences in regard to the
current situation are ascertained.
3. Duty to inform Information about all alternatives
that might be beneficial to the patient should be shared
with the patient's family. The term 'family' should be
understood to include those persons who are available
and competent, have been involved with and
concerned about the patient, are knowledgeable about
the patient's values and preferences, and are willing to
apply the patient's values to making the decision. This
term might well include persons not related to the
patient and might exclude relatives (2).
4. 'Substituted judgement decisions If the doctor can
determine that a particular plan of care, including the
forgoing of a particular treatment, is clearly most in
accord with the patient's values and if the patient's
family and direct care-givers concur, then that plan of
care should be pursued (3).
5. 'Best interests' decisions If the comparative merits of
the alternative futures, in the light of the patient's
values, do not clearly indicate which plan of care the
patient would have preferred, then the doctor, in
consultation with the family, if available, and other
direct care-givers, should identify the plan of care that
would most generally be thought to advance most such

patients' interests; and, if family and direct care-givers
concur, it should be implemented.
Ordinarily, for example, persons would want to
preserve identity, be able to maintain independence
and control, be able to interact with others, have
pleasurable experiences, avoid pain and suffering, and
avoid being a severe burden upon others. Normally
treatment must be justified in these terms (4,5,6).

CONFLICT BETWEEN DECISION-MAKERS

6. If there is a conflict between the responsible doctor
and an involved care-giver or family member as to
which course of care should be pursued, then
procedures must be in place to ensure adequate
attention to resolving this discord. Counselling,
discussion, consultation, and other informal
interventions may bring about significant degrees of
agreement (7). Ifthe person(s) who disagree(s) with the
doctor's recommendation is emotionally and socially
distant and there are others who are emotionally and
socially close, then the doctor may disregard the claims
of the more tangential party. However, if the
disagreement is with someone close to the patient, the
doctor should not generally override that view without
resorting to more formal conflict resolution processes.
These might include intra-institutional authorities (for
example, ethics committees or department heads or
administrators) or extra-institutional authorities (for
example, the courts). Institutions and programmes of
care should have available reliable and responsive
procedures that ensure that all relevant considerations
are given their due (8).

SOCIALLY ISOLATED PATIENTS

7. If the patient has no family or friends, the doctor
has an especially weighty obligation to ensure that
decisions are made well. Not all such patients need
personal advocates (for example, guardianships,
ombudspersons, public officials), but the doctor
should consult widely with other direct care-givers,
consultants, and relevant religious advisers. Some
cases may merit formal review either by intra-
institutional or extra-institutional authorities before
the decision is made by the doctor. The need for this
prospective review should reflect the degree to which
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Part II 11

the decision is one with serious and irreversible effects,
one with unavoidable uncertainties, one concerning a
patient of a group with a history of being treated in a
discriminatory manner, or one which is without
substantial precedent.

RESTORATION OF DECISION-MAKING CAPACITY

8. When it is reasonable to believe that a patient could
regain the capacity to make decisions, as far as possible
a decision should be delayed in order to allow the
patient the opportunity to make the decision for
himself or herself.

FUTILE TREATMENT

9. A treatment that cannot reasonably be expected to
achieve even its physiological objective is
physiologically futile and need not be offered or
provided if requested (9).

CARE-PLAN CONSIDERATIONS

10. Plans of care must be reasonably comprehensive,
including considerations of what treatments to utilise,
how long to employ them, and when and how to stop.
Planned trials of one or more courses of care for
individual patients are often very useful in delineating
the likely course of the patient's response to treatment
and should be encouraged. Withdrawing treatment
already initiated should not be regarded as any more
problematic, ethically speaking, than withholding
such treatment initially. Indeed, often, some medical
evidence is clearer after a trial of treatment, and
withdrawing ineffectual or harmful treatment then has
even more justification than would have withholding
the treatment originally (10,11,12).

QUALITY REVIEW

11. The decision-making process must be
documented and justified in writing to facilitate
regular review by the members of the medical
profession and others who may be involved in quality
assurance processes.

ACTIVE EUTHANASIA (13)

12. Intervention with the primary intention of causing
death (as distinguished from forgoing treatment that is
deemed inappropriate) has no place in the treatment of
permanently incapacitated patients. However,
vigorous treatment to relieve pain and suffering may
well be justified, even if these interventions lead to an
earlier death.

PERSISTENT VEGETATIVE STATE (PVS)

13. The patient who is reliably diagnosed as being in a
PVS has no self-regarding interests. Consequently,
unless a previously expressed advance directive
requests it, there is no patient-based reason to continue
life-sustaining treatments, including artificial
hydration and nutrition. It is unkind to allow
unrealistic optimism to be sustained and it is unfair to
allow the prolonged consumption of societal resources

in support of such patients beyond a period of
education and adjustment for the family
(14,15,16,17,18).

Dissent to guideline 13
While it may be true that the patient with PVS has no
'self-regarding interests', it is not so obvious that no
other moral interests are at stake; for example, the
inherent value of life. Since patients with PVS clearly
do not suffer from their state, their quality of life
cannot be characterised as 'harmful' to themselves.
We, therefore, cannot accept a categorical statement
which rules out life-sustaining treatments, especially
hydration and nutrition.
(Shimon Glick, Joanne Lynn, Thomas Murray,
Arnold Rosin, David Schiedermayer and-Avraham
Steinberg)

Notes to Part II
(1) All decisions involving patients who are incompetent

should be fully documented and available for review.
(James Snyder)

(2) While this definition of family is strictly drawn to help
ensure decision-making compatible with the patient's
values, care should be taken not to abuse the strictness of
this definition as a way to rationalise decision-making
based on the doctor's preferences. Operationally this
might be accomplished by deciding, where possible,
who should count as 'family' before specific questions
about the patient's values are asked. UJames Snyder)

(3) In this guideline (number 4) and in number 5 which
follows, delegates are making a distinction between
decisions based upon a 'substituted judgement' and
those based upon a 'best interests test'. The former,
articulated in this guideline, is an effort to reconstruct a
first-person judgement on the basis of information from
the family and the values history that the doctor has
recovered (guideline 2). It is useful to re-examine Joanne
Lynn's note on advance directives in light of this
distinction. See note 7, Part I.

(4) Some of the delegates argued that in situations of real
doubt as to whether a proposed treatment is in the
patient's interest, the choice should be to withhold that
treatment (the common bias toward treatment - whether
resting on a technological imperative or a vitalist
assumption - being unjustified). Others felt that
although doctors should never treat merely because a
treatment is available, in some cases where it was not
clear what the interests of the patient were, prolonging
life of a quality that most patients would accept would be
justified. All delegates rejected the simple vitalist
assumption that life itself is of paramount value
irrespective of its quality and that, therefore, prolonging
life is always in a patient's interest.

(5) The desire to live should be included among the
'ordinary' desires of persons. (Shimon Glick)

(6) Normally, treatment should be thought of in these
terms, but some of these terms are not easily applied to
ill or permanently disabled persons. When in doubt,
treatment should be given, although it may be eventually
modified to a sub-maximal degree as the clinical
prognostic profile becomes clearer. (Arnold Rosin)

(7) Examining the rationale for the statements of family,
friends, and care-givers is an important part of this
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12 The Appleton International Conference

process, including consideration of the possibility of
conflicts of interest with the patient. Care should be
taken, however, to guard against discounting the views
of disagreeing parties merely because those views are
disagreeable or inarticulate.

(8) In general intra-institutional authorities should be
preferred over extra-institutional authorities and courts
should be a very last resort. Not only are legal
procedures prolonged and expensive, but health-care
workers, family members, and social-service guardians
will often 'give up the fight' to avoid a court procedure.
A local judicially sanctioned committee (which would
probably be the same kind ofgroup the judge would rely
upon anyway) could be given decision-reviewing
authority. Less delay and expense would result. Courts
could still be appealed to in cases of unreasonable
conflict as a very last resort. (Fredrick Abrams)

(9) For cases where treatment would not be physiologically
futile, but nonetheless futile in the context of the whole
condition, the same advice should apply as in Part I,
guideline 3a. See notes 7 and 8 to Part I.

(10) For a more complete discussion of this issue, see the
Report of the President's Commission for the Study of
Ethical Problems in Medicine and Biomedical and
Behavioral Research: deciding to forgo life-sustaining
treatment: a report on the ethical, medical, and legal issues in
treatment decisions: Washington, DC: USGPO, 1983; 83-
600503.

(11) It should be noted that some cultures still strongly
favour withholding treatment initially rather than
withdrawing treatment after it is in place, in opposition
to the suggestion in this guideline that withholding and
withdrawing treatment are equally accepted and that
occasionally withdrawing is even more justified.
(Avraham Steinberg)

(12) As understood by most delegates, the justification for
the consensus view on this issue is that the purpose of
trying to use life-sustaining technologies is to provide net
benefit-over-harm for the patient. If it is clear that this
cannot be achieved, then the technology should be
withheld. If it is not clear whether a particular
technology could achieve this for a patient, then a trial of
that technology should be instituted until it becomes
apparent that net benefit-over-harm for the patient
cannot be achieved, at which point the technology
should be withdrawn.

(13) The Dutch definition of euthanasia, which includes the
phrase 'on the request of the patient', precludes the use
of the term 'euthanasia' in this section of the guidelines
(ie decisions regarding permanently incapacitated
patients who have not executed an advance directive).

(14) The PVS is characterised by a functioning brainstem
combined with the irreversible loss of neocortical
functions. A patient in a PVS has irreversibly lost all
powers of cognition and sentience. The diagnosis is not
nearly as easy to make as the diagnosis for whole-brain
death (which includes the death of the brainstem) but,
given sufficient time and knowledge of the cause of the
destruction of the neocortex, the diagnosis can be made
with a high degree of certainty. Neurologists may differ
about the length of time required for diagnosis. A
prolonged period of recovery may follow head trauma
especially in children, but to date there has been no

evidence of any reliably diagnosed PVS patient
recovering both cognitive and motor functioning after
three months - in those cases where the cause of the
destruction of the neocortex was lack of oxygen to the
brain.

(15) 'Reliably diagnosed' does not sufficiently capture the
likelihood of error in making the diagnosis. Note 14
acknowledges that the diagnosis ofPVS is 'not nearly as
easy to make as whole-brain death' yet the rate of error
and confusion for the latter is remarkably high. See
Youngner S J, Landefeld C S, Coulton C J et al. Brain
death and organ retrieval: a cross-sectional survey and
knowledge among health professionals. J'ournal of the
American Medical Association 1989; 261: 2205. See also
Wikler D, Weisbard A J. Appropriate confusion over
brain death. Journal ofthe American Medical Association
1989; 261: 2246. (Norman Fost)

(16) Some delegates argued that continued treatment ofPVS
patients can be justified by the benefit such treatment
would offer to others (for example, to parents or close
relatives). Others argued that a PVS patient should
never be treated solely for the benefit of others. Both
deontological and utilitarian arguments [see note below]
were adduced to support this contention. However, a
counter-argument offered was that, since withdrawal of
treatment for patients in a PVS was predicated on the
assumption that there was no 'person' left to treat, it
would be inconsistent to use an argument based on
personal dignity to prevent the withdrawal of treatment
for that PVS patient for the benefit of the family or
others. Other delegates argued further that the
continued treatment of a PVS patient for the benefit of
others may be justifiable only if such treatment were
continued for a short time; for example, until the family
has had a reasonable amount of time to recognise the
hopelessness of the situation. That treatment be
continued for a short time only rests on the assumption
that such treatment would possibly deny resources to
others. The most prudent policy according to some
delegates would be to be permissive on stopping
treatment - essentially reversing the burden of proof,
requiring good reasons to continue life-support rather
than requiring reasons to withdraw it. Other delegates,
concerned to defend a sanctity-of-life principle, argued
that any withdrawal of treatment from a PVS patient
could be a dangerous step down a morally important
slippery slope. One delegate felt it was important to leave
to the discretion of the doctor the option to continue life-
support in rare cases.
Note: A deontological argument is a non-
consequentialist, duty-based argument that a specific
course of action is right in itself - as distinguished from
being right because of the consequences it produces. A
utilitarian argument is a consequentialist argument that
the rightness of any action is determined by the balance
of good over evil in the totality of its consequences, both
intended and unintended.

(17) See the dissent to guideline 13 by Shimon Glick, Joanne
Lynn, Thomas Murray, Arnold Rosin, David
Schiedermayer and Avraham Steinberg.

(18) The views of individuals who have previously expressed
a wish to be treated even in a PVS, or whose surrogate
requests such therapy because of the beliefs of those
individuals, should be respected. (Shimon Glick)
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