SWISS ACADEMY OF MEDICAL SCIENCES

MEDICAL-ETHICAL GUIDELINES ON BORDERLINE QUESTIONS
IN INTENSIVE-CARE MEDICINE

Introduction

In intensive-care medicine difficult decisions constantly have to be made
in the borderline area between life and death. Not infrequently these
decisions have to be made under considerable time pressure and often
with insufficient relevant information. The following guidelines are
intended to help the doctors and other medical persons responsible, as a
team, for the care of patients in the intensive-care unit, in such
situations; they can however be considered only as general principles
and not as specific instructions. These guidelines do not relieve those
involved of their personal responsibility for their behaviour and actions in

individual cases.

Intensive-care medicine provides bridging care in the case of an acute
life-threatening situation resulting from the failure of a vital organ
system. In the knowledge that many different circumstances and
persons, including referring doctors, are involved during the phase
preceding intensive medical care and in the decision to send the patient
to an intensive-care unit, the following guidelines are addressed mainly

to the persons responsible for the care of patients in intensive-care units.

The guidelines are in line with the general ethical principles for the care
of patients with life-threatening conditions in intensive-care units, as
formulated, for example, in the “Ethical Principles in Intensive Care“ of
the “World Federation of Societies of Intensive Care and Critical Care
Medicine“ (1) and in the “Declaration of Helsinki“ (2). They do not cover

questions of euthanasia or the determination of death, which also
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frequently arise in intensive-care units, but for which the Swiss Academy

of Medical Sciences (SAMS) has already issued separate guidelines (3, 4).

Guidelines

General rules

In its practiical application, the fundamental task of intensive-care
medicine, namely to sustain life, is subject to certain limitations in
regard to ethical aspects as well as due to the limited resources available.
These limitations can affect both the guidelines for admission of a patient
to an intensive-care unit as well as those for withholding or for

withdrawing life-sustaining measures.

Admission of patients, withholding and withdrawal of treatment

In questions regarding the admission of a patient to an intensive-care
unit and concerning the withholding or withdrawal of treatment, the

following aspects are relevant (5):

The ethical and legal principles generally applicable to the doctor-patient
relationship are also binding in intensive-care medicine.

The rights of the patient must be respected. This applies in particular to
his right of self-determination. Taking into account possible situational
and illness-related limitations due to severe pain, dyspnoea or an acute
psychic or mental state, the patient must in principle be considered as
capable of judgment. In the case of a patient who is not capable, or not
fully capable of judgment, the decision is based on his assumed wish. In

this connection!, the patient’s instructions and information from relatives

! e.g. ™“Do not resuscitate” orders
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and confidants as well as from previously treating physicians have to be
taken into account (6, 7).

Also to be considered are patient-related factors such as biological age,
life history, previous and expected future quality of life, underlying
illness, acute status and prognosis.

If this corresponds to the expressed or assumed wish of the patient, in
the case of an unfavourable prognosis life-sustaining measures (e.g. use
of a respirator) should be withheld or withdrawn, if such measures
merely mean a prolongation of the process of dying. The same applies in
the case of a patient with extremely severe, irreversible brain damage who
will no longer be able to lead a conscious life (8).

If, as an exception, it seems justified to diverge from the patient’s wish,
the situation must be carefully considered and decided on an individual
basis. When the doctor weighs up the situation in this way, he must
always explain to the patient the otherwise exisiting risks and must try to

obtain his agreement.

Decision-making process

The following conditions apply to the decision-making process:

In the case of the question of the withholding or withdrawal of a life-
sustaining measure in a patient who is not capable, or not fully capable
of judgment, provided the situation allows it the medical persons
involved in the care of the patient must be given the opportunity to
express their opinion, which must be respected. Every effort must be
made to achieve an agreement (consensus), which should be worked out
together and should be acceptable to all concerned. After appropriate
explanation within the framework of the decision-making process, the
views of the patient’s relatives must be taken into account. However, the
responsibility should not be passed on to the relatives. The final decision
rests with the doctor responsible for the intensive-care treatment. The

decision must be put down in writing.
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The patient must remain in the care of the whole team also after the
decision to withhold or withdraw treatment. The patient and his
relatives continue to have the right to the necessary attention and
respect. The dignity of the dying patient must be assured.

In the event of the withdrawal of a life-sustaining measure, leading to the
immediate death of the patient, the responsible doctor, or in his absence

another responsible doctor, must be present.

Neonatology / Paediatrics

In paediatric patients, and especially in neonates, the assessment of the
expected quality of life is particularly important (Para. 3.5, “Medical-
ethical Guidelines for the Medical Care of Dying or Severely Brain-

damaged Patients“ issued by the SAMS [3]).

In the case of minors, also in decisions within the framework of
intensive-care medicine the wish of the patient’s legal representative has
to be taken iinto account. If a patient who is not yet adult appears to be
capable of judgment in a given situation, then his opinion is relevant. If
the wish of the patient’s legal representative does not concur with that of

the minor himself, consensus must be sought among all those involved.

In neonates with severe congenital malformations, perinatal damage or
postnatal damage, the prognosis is particularly important. If a child can
survive only thanks to the constant application of extraordinary
technological aids and if very severe, diffuse brain damage is to be
expected, then with the agreement of the parents and the responsible

medical team the use of such aids may be withheld.

If, in the case of a vital decision, consensus between all those involved
cannot be reached, the doctor must include the guardianship authorities

in the decision-making process.
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With advancing age, the possible application of intensive-care measures
has to assessed with increasing reservations. Especially in geriatric
patients, greater weight has to be given to the presence of various
concurrent diseases and decreasing functional reserves, and to the
limited prospects of cure and the poorer prognosis resulting from these
factors. Chronological age alone is not a criterion for deciding on the

possible application of intensive-care measures.

Justification / Resources

In principle, the economical use of the available resources is indicated

and must be checked periodically.

Within their field of activity, the persons responsible for the admission of
patients to an intensive-care unit and for the carrying out of the
intensive-care measures are jointly responsible for justification of the
distribution of the available resources. In the intensive-care unit this
must however not be considered as a decisive factor for the withholding

or withdrawal of life-sustaining measures in the individual case.

Special situations

Organ donation

The ethical principles relevant to the treatment of patients in an
intensive-care unit also have to be taken into account when the patient is
to be considered as an organ donor.

In the case of imminent brain death, in the interests of the recipient of
the organ limited organ-sustaining measures (e.g. diagnostic

investigations, circulation-enhancing drugs) may be taken and continued
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until the definitive removal of the organ. The procedure for the removal of
organs must be initiated within 24 hours after brain death.
A contact person to advise and provide the patient’s relatives with

constant information must be nominated from the intensive-care team.

Research

The “Guidelines for Research Studies in Humans® (9) issued by the SAMS
are also applicable in the field of intensive-care medicine. However,
account has to be taken of the fact that research constitutes an
additional burden for these patients, as well as for their relatives and for
the persons responsible for their care; here it is particularly important to
provide adequate information. In the manner in which the specific
explanation is given to a patient who is under considerable suffering,
account has to be taken of his special situation. In such cases, the
relatives or suitable confidants should become more involved.

The therapeutic measures that are necessary in the interests of the

patient must not be delayed by the research procedure.

Commentary

re II. 1 General rules:

re 1.1 Admission of patients, withholding and withdrawal of treatment

re 1.1.a

The general medical-ethical principles such as self determination, cure,
avoidance of damage and the justified distribution of resources are based
on these recommendations. However, also in intensive-care medicine it is
primarily a question of encouraging the dialogue between the patient and

the responsible doctor, of promoting the mutual formulation of objectives



as far as is possible and of including the patient’s directly or indirectly

expressed wish in the decision-making process (5, 8).

re 1.1.b

The patient’s instructions are to be considered as relevant, provided
there are no concrete indications that they no longer correspond to the
patient’s wish. The patient’s instructions are all the more valid the more
clearly they are formulated, the more recently they were signed and the
better the patient was able to foresee the emergency situation. In most
cases a patient’s instructions are drawn up when he is subjectively in
good health, on the tacit understanding that he will remain true to his
ideas regarding the conditions of life. Experience has shown that these
ideas can change under the pressures of an acute life-threatening illness
or a serious accident. In the case of a person who is not capable, or not
fully capable of judgment, it is important to be able to count on the help
of a confidant who can express the assumed wish of the patient in the
course of the decision-making process. This confidant (the so-called
“representative for health matters“) can be a member of the patient’s

family, another person who is close to him or even his family doctor.

re 1.1.c

The expected future quality of life of the patient should be assessed
exclusively from this perspective and not from the point of view of his
relatives or of the team responsible for his care.

The patient’s social environment and his way of life are to be considered
in the decision-making process only if they can have a detrimental
influence on the success of the treatment.

The growing fund of information becoming available with the increasing
time that the patient is in intensive care must be continually taken into

account in the decision-making process.



re 1.1.d

In the case of the withholding or withdrawal of treatment, palliative
measures (so-called “comfort therapy“) are justified, even if they could
shorten the patient’s life (Para. 1.3, “Medical-ethical Guidelines for the
Medical Care of Dying or Severely Brain-damaged Patients®, issued by

the SAMS [3]).

re 1.1.e

Deviation from the wish of the patient may be considered, in exceptional
cases, when it cannot be decided whether the patient’s currently
expressed wish corresponds to his assumed wish in the longer term.
Such a situation may exist, for example, if the patient is in intensive care
following attempted suicide and if when conscious he still expresses the
wish to die, or if in the case of unconsciousness he has refused
treatment in a written document or if appropriate witnesses confirm his
wish. If none of the prognostically unfavourable situations described in
Para. 1.1.d are present, the measures necessary for the patient‘s survival

are to be implemented.

re 1.2 Decision-making process

re 1.2.a

The doctor cannot be obliged to initiate or to continue measures that he
is convinced would be, or have been pointless. Should the patient, who is
conscious and capable of judgment, or in the case of a patient who is not
capable of judgment his relatives, be of a different opinion, then it is

recommended to try to obtain his and/or their agreement.

re 1.3 Neonatology / Paediatrics

From experience, admission to an intensive care unit is recommended

more frequently in the case of younger patients. Therefore the

appropriateness of intensive-care measures (best interest of the patient)



must be checked at regular intervals. This is especially important with
neonates and premature infants, who can be kept alive by intensive-care
measures even in the event of extensive brain damage. The patient’s
future quality of life, in particular, also has to be taken into account in
the decision-making process. A consensus can achieved more easily by

obtaining a second medical opinion.

re 1.4 Geriatrics

In elderly patients who are capable of judgment the same ethical
principles for intensive-care measures apply as in younger patients (self-
determination, cure, prevention of damage, justifed distribution of
resources). In elderly patients suffering from various concurrent
diseases, the case history has to drawn up comprehensively with a view
to the decisions that have to be made, and the diagnosis and the
implementation of intensive-care measures have to undertaken with the

appropriate discrimination.

In the event of limited capability of judgment, the assumed wish of the
patient, as expressed in his instructions or from statements by relatives
or confidants, is to be considered as valid. If medical measures to which
the patient does not agree are urgently required in such -cases,
independent advice may be sought. In elderly patients with dementia,
this condition itself has to be assessed as a severe concomitant disease
having an unfavourable influence on the prognosis.

The medical approach must not be oriented according to society’s
generally negative concept of age. Elderly people who still enjoy a good
quality of life often simply accept this negative attitude and reject
medical measures for themselves as being unjustified and useless.

Economic fears frequently influence the decisions of elderly patients.



re 1.5 Justification / Resources

If the available resources are limited it is unavoidable and ethically
justified to accordingly apply the general rules for the application of
intensive-care measures more strictly. In such cases, it is the medical
criteria alone that are relevant. The usual severity scores that were in
fact used for the comparison of different patient-groups do not enable a

decision to be made in individual cases (10).

re Il 2 Special situations

re 2.1 Organ donation

For questions regarding the removal of organs and the determination of
brain death, attention is drawn to the corresponding guidelines issued by
the Swiss Academy of Medical Sciences (“Medical-ethical Guidelines for
Organ Transplantations® [11] and “Guidelines on the Definition and
Determination of Death with a View to Organ Transplantations“ [4]. The
team responsible for the care of the potential organ donor must observe
the following rule: “Doctors who belong to a transplantation team may
not participate in the determination of death and must not place their
colleagues who are caring for the dying patient under any time pressure
or seek to influence them in any other way*.

In Switzerland, the regulations regarding the obligation to inform the
relatives of a potential organ donor differ from canton to canton. For
ethical reasons, careful information of the relatives is always to be
recommended. The relatives must be given the opportunity to withdraw
their agreement without giving reasons (right of veto), provided this is
done sufficiently early, in order not to expose the proposed recipient of
the organ to additional risk.

The discussion with the relatives regarding a possible organ donation
should as a rule take place at the earliest when brain death is seen to be

inevitable; the exact timing of the discussion must be carefully



considered in each individual case. The wishes of the relatives, after they
have been allowed a certain time for reflection, must be respected.

In the course of the discussion the opinion of the relatives and the
assumed wish of the patient must be taken into account with a view to a
possible organ donation. If specific instructions for the donation of
organs exist, then the situation is clear.

According to the guidelines of the Swiss Academy of Medical Sciences for
organ transplantations, it is recommended to nominate a member of the
intensive-care team as contact person for the patient’s relatives. This
contact person also remains available to the relatives after the removal of
the organ, for questions concerning disposal of the body.

In the organisation of an organ donation, for practical reasons a period of
24 hours after the determination of brain death (second examination), for
the initiation or continuation of organ-sustaining measures, would
appear to be reasonable both for the donor and his relatives, as well as
for the proposed recipient of the organ.

Also after the removal of the organ, the body of the deceased must be
treated with respect.

Adequate account has to be taken of the special burden placed on the
nursing staff in caring for a potential organ donor. It has to be carefully
considered whether the organ donor and the recipient should be cared

for by the same persons.

re 2.2 Research

Even in patients in the intensive-care unit, research is essential for the
improvement of their treatment and in order to obtain new knowledge. In
view of the acute situation, the declaration of consent to be obtained
from the patient or from his relatives must be clearly understandable and
brief and should specially explain the additional risk due to the research
activity (12). If they request it and if time allows, those concerned should
be given time for reflection. The presence of a witness when the
explanation is given and the declaration of consent is obtained is to be

recommended, especially if a simple verbal agreement is envisaged.



In the case of research projects that are to be carried out in patients who
are not fully conscious and are therefore not capable or not fully capable
of judgment, the agreement of the relatives must be obtained. This
requirement may be dispensed with only if the research project concerns
an acute investigation in an emergency situation (e.g. resuscitation in the
case of circulatory collapse) and if there is in fact no time to obtain the
agreement of the relatives. If such agreement cannot be obtained, the
patient and/or the relatives are to be informed about the investigation
and the research project later.

Research in patients from whom agreement (informed consent) cannot be
obtained must also be allowed if the results of the research can have no
effect on the treatment of the patient concerned, but only if the relatives
know of no reservations on the part of the patient. In this special
situation, the risk in view of the patient’s must be weighed up with
particular care.

Also after informed consent has been obtained, the correct treatment of a
patient must remain fully guaranteed.

A doctor who is directly responsible for the care of the patient must
always be present at the explanatory interview and when the agreement
of the patient and/or the relatives is being obtained. Even after the death
of the patient, measures required for the research studies may be
undertaken in the intensive-care unit only on the basis of an existing
protocol that has been approved by an ethical committee.

In the case of paediatric patients and neonates, the agreement of the
parents or the patient’s legal representative must be obtained. This also
applies in the case of research carried out after death has been
established. If a not yet adult patient is considered to be capable of

judgment for a particular question, his opinion is to be respected.

Approved by the Senate of the SAMS on 3rd June 1999.
Prof. W.H. Hitzig, Zurich, President of the Central Ethical Committee
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