Decisions about cardiopulmonary resuscitation

Time to talk

Involving patients in decisions about their care is morally,
legally, and clinically desirable, whatever their age. The use of
do not resuscitate orders, when a decision is made not to give
a patient cardiopulmonary resuscitation, is common. In the
United States patient consent is a universal requirement for
do not resuscitate orders and is enshrined in hospital policies
and state law. In Britain this approach is resisted on the
grounds that it replaces the humane tradition of medical care
with a formulaic adherence to policy.! But the ethical
principle of respect for patients’ autonomy and the practical
objective of benefiting patients with minimal harm necessitate
involving patients in these decisions.?

We need to establish humane, valid, and reliable ways of
ascertaining patients’ views. Only when discussing do not
resuscitate orders would harm patients, or when cardio-
pulmonary resuscitation would be futile, should competent
patients not be consulted. Three papers in this week’s journal
concern the withholding of cardiopulmonary resuscitation:
Hill et al and Morgan et al have surveyed doctors’ and
patients’ views on cardiopulmonary resuscitation (p 1677,
p 1677%; Doyal and Wilsher discuss the moral and legal
implications of do not resuscitate orders for incompetent
patients, particularly elderly patients with dementia or stroke
(p 1689°).

Hill et al and Morgan et al show that agreement is poor
between doctors and their patients regarding resuscitation.
Hill et al found that most doctors do not believe that patients
should be involved in decisions about resuscitation and do not
discuss cardiopulmonary resuscitation status with their
patients. This survey was of a small sample and had a poor
response rate, but the results are borne out elsewhere.*

In contrast most patients want to discuss cardiopulmonary
resuscitation: these studies found that nearly all patients
thought that doctors should discuss plans about cardio-
pulmonary resuscitation with them.’* Interestingly, fewer
patients actually want to be involved in making the final
decision.?” This is a subtle distinction that should be explored
to establish the most humane way of discussing cardio-
pulmonary resuscitation with patients. If discussion of do not
resuscitate orders is harmful then deciding not to involve
patients is justified. But the evidence for harm would have to
be better than that currently available: one American series of
five patients who became distressed after discussion of
decisions not to resuscitate.®

Do patients want cardiopulmonary resuscitation? Both Hill
et al and Morgan et al found that patients are less likely than
their doctors to want it. Yet in one group of 67 elderly
patients, of whom 60 had been designated not for resusci-
tation, Liddle et al found that 49 would want it.” The
discrepancy between doctors’ and patients’ views might
partly be accounted for by the tendency of elderly patients to
overestimate the success rate of cardiopulmonary resusci-
tation.” Murphy et al showed that when elderly American
patients were informed of the true success rate the number
choosing cardiopulmonary resuscitation halved.”® To make
valid choices patients must be properly informed.

How can doctors ascertain their patients’ views? The most
obvious way is to ask them. Doyal and Wilsher suggest that
explicit discussion of decisions not to resuscitate are un-
necessary with every competent patient if patients’ views can
be inferred from other discussions about the goals of treat-
ment.” Whether the views inferred in this way are valid and
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reliable reflections of patients’ choices about resuscitation
remains to be shown. The views of chronically ill patients may
change over time: in one group of patients with motor
neurone disease choices changed over six months." Patients’
views need regular review.

When cardiopulmonary resuscitation is considered to be
futile doctors need not discuss or offer it. Broad consensus
exists on some of the categories of patients for whom
resuscitation has such a poor outcome as to be futile. Patients
with advanced terminal cancer and those in whom death is
expected in a matter of weeks fall into these categories."
Observational studies have shown poor survival among
elderly patients after cardiopulmonary resuscitation (less than
4%) in some settings but much better outcomes in others.'
Old age itself does not mean that cardiopulmonary resusci-
tation is futile. Interestingly, Hill et a/ found that 29% of the
senior doctors in their sample would not resuscitate healthy
patients over 70, apparently solely on the basis of age.
Conversely, one third of doctors stated that they would
resuscitate patients with incurable malignancy. At the very
least this suggests some disagreement over the conditions for
which cardiopulmonary resuscitation is futile. Further work
is needed both to establish prognostic indicators for cardio-
pulmonary resuscitation and to disseminate this information
to doctors.

When patients are incompetent doctors must make choices
about resuscitation in their best interests. Doyal and Wilsher
state that patients should be considered to be competent
unless they are specifically unable to understand the issues
and make a rational choice about cardiopulmonary resusci-
tation. -Evidence of incompetence on other issues does not
imply incompetence to make choices about resuscitation.
Patients with mild or moderate dementia are not automatic-
ally incompetent.

Doyal and Wilsher suggest that cardiopulmonary resusci-
tation would not be legally or morally in the best interests of
patients with severe dementia or stroke who have cognitive
impairment equivalent to acute severe brain damage. For
incompetent patients with less severe dementia cardiopul-
monary resuscitation may still be in their best interests unless
their ability to flourish as people is compromised to the extent
that they cannot make plans or undertake actions.

In practice, establishing competence and determining best
interests are complex, and no simple algorithm exists.
Decisions about resuscitating incompetent patients must be
explicit and reached by consensus among the whole medical
team. A written policy is one way of making this more likely.'
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Retaining personal medical records of children who have had

chemotherapy and radiotherapy

New guidelines needed

Most children who develop cancer can now expect their
primary disease to be cured, and this is largely attributable to
intensive chemotherapy and radiotherapy.’ Long term follow
up, however, shows that effects related to treatment may
become evident many years later.™*

When children have been exposed to radiotherapy or
chemotherapy important clinical reasons exist for maintain-
ing a detailed record of such treatments. The patients may
present many years (possibly decades) after treatment and ask
about their prospects of being fertile, the chance of an adverse
outcome of pregnancy, or the chance of their children
developing serious genetic disease. Cardiomyopathy or lung
dysfunction related to treatment may be diagnosed. They may
also present with a late recurrence of their cancer or with a
second primary neoplasm. In all of these circumstances the
details of previous exposure to radiotherapy and individual
cytotoxic drugs are crucially important to diagnosis and
rational and safe planning of further treatment.

Now that two thirds of patients treated for childhood
cancer in Britain survive for at least five years an increasingly
important question when future treatment protocols are
planned concerns the risks of adverse long term outcomes
related to treatment. The aim of treatment now is cure at
minimum cost in terms of late effects of treatment. Retaining
details of such treatment is invaluable for subsequent research.
Much useful information relating to the long term effects of
radiotherapy and particular cytotoxic drugs may be obtained
from retrospectively ascertained cohort and case-control
studies, provided that the details of treatment are still
available for most patients.

Several such national epidemiological studies have been
completed of patients treated for childhood cancer in Britain
since 1950 who survived at least the initial few years after
diagnosis. Of particular importance are studies of long term
survival and detailed investigations of the causes of deaths
that occur at least five years after diagnosis.! These provide
clarification of the curability of disease, estimates of the risk of
deaths related to treatment, and potentially preventable
deaths. Also studies of second primary neoplasms?? and of
the outcomes of pregnancies and the health of offspring
of survivors further improve our understanding of the
heritability of different neoplasms and identify adverse out-
comes associated with particular forms of treatment.*¢

During our studies it has become increasingly apparent that
medical notes relating to radiotherapy and chemotherapy are
being destroyed prematurely. Sometimes, before destruction,
copies of a sample of the medical records have been taken and
stored on microfilm or microfiche. But even if such archiving
has been carried out it has often been done by clerical staff
with little knowledge of which aspects of the records are most
important in terms of long term clinical and research needs.
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As a result, details of radiotherapy and chemotherapy are
sometimes lost while pages of blood counts are retained.

The Department of Health has produced national guide-
lines on the preservation, retention, and destruction of
medical records.”® Broadly, records relating to children and
young people should be retained until the patient’s 25th
birthday, or 26th if entry was made when the young person was
17, or eight years after the patient’s death if sooner. Obstetric
records should be retained for 25 years, or eight years after the
death of the child if sooner.

Policies relating to the retention and destruction of personal
NHS medical records vary widely among hospitals. Further-
more, the national guidelines are often not adhered to and
notes are being destroyed before the prescribed penods have
elapsed.

For clinical purposes detailed records of radiotherapy and
chemotherapy are needed for all patients while they are alive.
For research purposes records on children who survive at least
five years after such treatments should be retained. The
minimum requirements for what should be retained are a full
copy of the details of radiotherapy, including daily doses and
any diagrams of sites irradiated, and at least the cumulative
dose of each cytotoxic drug received (or sufficient details to
allow calculation of a cumulative dose).

The current national guidelines need urgent review and
should specify the minimum amount of information that
should be retained for survivors of childhood cancer. In
addition, some means of ensuring adherence to the guidelines
is necessary. Given the competing demands for resources in
the NNHS, the need to retain this important information can
easily be overlooked. Only 1200 new cases of childhood
cancer are diagnosed each year in Britain, and these patients
are, of necessity, exposed to extremely toxic treatment. It is
essential that any information that might be gleaned from past
experience is not lost; in the worst circumstances such losses
could result in avoidable deaths.

Although we have concentrated on childhood cancer,
similar arguments apply to young adults treated for cancer®”
and to patients given similar treatments for other conditions
—for example, transplant recipients."

M M HAWKINS
Epidemiologist
Childhood Cancer Research Group,
University of Oxford,
Oxford OX2 6H]J
AW CRAFT
Chairman of the United Kingdom
Children’s Cancer Study Group

Department of Child Health,
University of Newcastle,
Newecastle upon Tyne NE1 7RU

1 Robertson CM, Hawkins MM, Kingston JE. Late deaths and survival after childhood cancer:
implications for cure. BM¥ (in press).

BM] voLuME 308 25 JUNE 1994



