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Taking the final step: changing the law on euthanasia and physician assisted
suicide
Dutch experience of monitoring euthanasia
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Doctors in the United Kingdom can accompany their patients every step of the
way, up until the last. The law stops them helping their patients take the final
step, even if that is the patient's fervent wish. Next month's debate in the House
of Lords could begin the process of changing the law. To help doctors decide
where they stand we publish a range of opinions

Introduction
Physician assisted death is known to occur in several countries, and probably
takes place in others, albeit with different frequencies. Three places have
enacted a notification procedure to safeguard this practice: Oregon in the
United States, Belgium, and the Netherlands. In the United Kingdom, a law on
assisted dying for the terminally ill has been proposed and has stimulated much
discussion. The Netherlands has had a formal procedure for reviewing cases of
euthanasia and physician assisted suicide since 1991. The procedure has been
evaluated and revised twice. We examine how well the Dutch system has
ensured best practice and reporting of physician assisted suicide. Although the
Dutch experience cannot solve the question whether legal regulation of assisted
dying is desirable, it gives insight into the possibilities of achieving
transparency, public oversight, and legal control.

Review procedure
In the Dutch review procedure, euthanasia is defined as purposely ending the
life of someone at his or her explicit request. Physician assisted suicide is
defined as the prescription or supply of drugs with the explicit intention to
enable the patient to end his or her own life. The review procedure aims to
stimulate disclosure of cases and ensure verifiability, and adherence to the
requirements for prudent practice.
The first review procedure was introduced in 1991 and was legally enacted in
1994. Doctors were required to report cases to the public prosecutor (through
the medical examiner). The public prosecutor carried out an initial review and
then referred cases to the Assembly of Prosecutors General and the minister of
justice for final review. Euthanasia and physician assisted suicide were
punishable, but doctors could expect not to be prosecuted if they met the
requirements for prudent practice. This procedure was evaluated in 1996, and a
new system introduced in 1998.

Under the revised procedure doctors had to report to one of five regional review
committees (through the medical examiner). These committees, consisting of a
lawyer, an ethicist, and a physician, reviewed reported cases and advised the
Assembly of Prosecutors General. The assembly still made the ultimate
decision on whether to prosecute, and euthanasia and physician assisted
suicide remained illegal.
In April 2002 a new law on euthanasia was enacted that established a revised
review procedure. The review committee still examines all reported cases, but
only those that do not meet the requirements for prudent practice are
subsequently reviewed by the Assembly of Prosecutors General. The
committee can request extra information from the reporting doctor if required.
Euthanasia and physician assisted suicide are legal provided that the
requirements for prudent practice are met.
The central question for review in all three procedures has been whether the
requirements for prudent practice have been met. These have not been altered
(box).

Effect on notification
The success of the review procedure depends largely on the extent to which
doctors report euthanasia and physician assisted suicide. The figure shows the
numbers of reported cases between 1990 and 2004. The numbers increased
from 480 in 1990 (before the review procedure) to 1460 in 1995 and 2216 until
1999; the numbers decreased during 2001 to 2003, but rose again in 2004. To
interpret these numbers we need to know the total number of cases of
euthanasia and physician assisted suicide (reported and unreported). We
conducted accurate large scale and anonymous research among doctors in
1990, 1995, and 2001 to obtain an estimate of total cases.

A written questionnaire was sent to the attending doctors of a large random
sample of deceased patients identified from death certificates. We obtained
responses from 5197 doctors in 1990 (76%), 5146 in 1995 (77%), and 5617 in
2001 (74%). Strict criteria were used to define a death as euthanasia to avoid
underestimation of cases.

Dutch requirements for prudent practice in euthanasia and physician
assisted suicide
Substantive requirements
. The patient's request must be voluntary and well considered
. The patient's condition must be unbearable and hopeless
. No acceptable alternatives for treatment are available
. The method is medically and technically appropriate
Procedural requirements
. Another doctor is consulted before proceeding
. The case is reported as an unnatural death
The notification rate increased from 18% in 1990 to 54% in 2001. Although the
notification rate clearly increased after the first review procedure was
introduced, the modification in 1998 seems to have had only a limited effect. We
cannot tell from the available data whether the fall in reported cases since 1999
is due to a decrease in notification or in the occurrence of euthanasia and
physician assisted suicide. Further research planned for 2005-6 should provide
more insight into this question.

Do reported cases differ?
The data in the table* show that almost half of all cases of euthanasia and
physician assisted suicide are still not reported. The reason for this is unclear,
but it would be especially disturbing if reported cases differed systematically
from unreported cases. Van der Wal and colleagues conducted extensive
interviews with a random sample of doctors who were guaranteed immunity
from prosecution in 1996 (405 doctors, response rate 98%) and 2002 (410,
response 85%). Comparison with the 1995 study of reported cases showed no
major differences in patient characteristics and clinical conditions between
reported and unreported cases. In both groups most patients had cancer and an
estimated life expectancy of one month or less. There were also no differences
in the extent to which the substantive requirements were met, but in the
unreported cases the attending doctors were less likely to have consulted a
second doctor or written a report on the decision.
This relation between consultation and notification was also found in the
evaluation of the support and consultation on euthanasia project in the
Netherlands. This project provides specifically trained, independent, and
knowledgeable general practitioners as consultants for general practitioners
who are considering whether to grant a request for euthanasia. In four districts

the notification rate could be calculated before and one and half years after the
introduction of a network of consultants. The notification rate increased from
52% to 66% in this time. The introduction of this network for all Dutch general
practitioners, together with the fact that general practitioners receive most
requests for euthanasia and assisted suicide, probably explains why a large
proportion of the increase in notification rate between 1995 and 2001 is among
general practitioners. The consultation network began to be expanded to
hospitals and nursing homes in 2004, and this may increase the notification rate
among other doctors.

Review of cases
Review of cases is generally based on a written report by the doctor detailing
the decision making process and requirements for prudent practice (usually
using a standard form), a report from the consulting doctor, and relevant parts
of the medical records. Only the cases in which there is doubt about whether
the requirements for prudent practice have been met are discussed in the
review committee and assembly meetings. In 2000-1, the review committees
asked for extra information from the reporting doctor in 5% of cases (3.5% by
letter, 1% by telephone, and 0.5% by doctor) and from the consultant in 2% of
cases. The committees reported a negative judgment to the Assembly of
Prosecutors General in seven cases (0.1%). The assembly discussed four of
these cases. The other three cases were referred because the doctor had not
consulted an independent doctor before acting, and the assembly took into
account the difficulty of finding another doctor in remote areas at that time. The
assembly also discussed 27 cases that the review committees referred with a
positive judgment. In two of these cases the assembly started an inquest (one
led to acquittal; whether the other one will lead to prosecution is not yet known).
The other cases were acquitted without an inquest being started.
The main reasons for a review committee discussing a case before April 2002
were questions about the consultation (44%) and about the patient's condition
being hopeless and unbearable (39%). Both reasons were mentioned less
frequently in cases discussed by the Assembly of Prosecutors General before
the review committees were set up in 1998 (24% and 25%). The review
committees seem to be carrying out more thorough reviews and are discussing
not only more cases but more topics (especially medical issues). Since the
introduction of review committees, the number of cases discussed by the
prosecutors general has decreased. This might be because the review
committees can request extra information from the reporting doctor or the
consultant when they need it. This reduction in the number of cases discussed
and the number of inquests started by the assembly might make doctors feel
less like criminals and less afraid of prosecution.

Doctors' experiences and opinions
The success of the review procedure depends on the willingness of doctors to
report euthanasia. Doctors who reported a case to a review committee in 2001
mentioned negative experiences less frequently than doctors who reported a

case to the public prosecutors. The two most mentioned negative experiences
were "time consuming" (18% v 38% in 1995) and "burden-some" (16% v 32% in
1995). Most doctors who had reported a case to both the review committee and
the public prosecutors thought that the review committee improved the time
between reporting and receiving the judgment, explanation of the judgment, the
clarity of the procedure, and the quality of the judgment.

Most doctors thought that the presence of a doctor on the committee, the need
for the committee to explain their judgment to the reporting doctor, and the fact
that a review committee is placed between the doctor and the public prosecutor
were an improvement on the previous procedure. In addition, most thought that
review committee procedure would help to achieve better oversight and control
of euthanasia and physician assisted suicide.

Success of review procedure
Despite two decades of relatively open euthanasia practice and implementation
of a review procedure, in 2001 almost half of cases were still not reported. The
reason for this is uncertain. The limited rise in the notification rate between 1995
and 2001 suggests that the introduction of the review committee did not bring
as much improvement in reporting as expected. This is remarkable since
doctors' opinions of this new procedure were positive and those that had
reported to a review committee generally had no negative experiences.
However, the chance of doctors being contacted for further information
increased with the change to the review committees. Although the risk of
prosecution did not increase, this might have made doctors hesitant to report.
Ongoing education might help increase doctors' awareness of whether and
when they have to report a case, how to meet the requirements for prudent
care, and help them to realise that the chances of prosecution are close to zero
if they comply with the requirements.
The drop in reported cases since 2000 also raises questions about the
effectiveness of the review committees. Until a new notification rate can be
calculated, we cannot tell whether the drop reflects a fall in notification rate or a
decrease in euthanasia and physician assisted suicide. The rise in reported
cases in 2004 might, if it is not coincidental, indicate that the further shift in the
focus of the review process from repressive (by the public prosecutor) to
educative (through review committees) has been effective. If the total cases of
euthanasia and physician assisted suicide has fallen rather than notification it
shows that the review procedure has not increased the practice of euthanasia.
Euthanasia might have fallen because of improvements in palliative care in the
Netherlands in recent years and the introduction of terminal sedation, which
could sometimes be used as an alternative for euthanasia and physician
assisted suicide.

Summary points
- The Netherlands has had a review procedure for euthanasia and physician
assisted suicide since 1991 Although the system has increased reporting,
around half of cases remain unreported
- Non-reporting seems to be associated with a lack of consultation with another
doctor
- Introduction of reporting to review committees rather than the public
prosecutor has had a limited effect on notification despite doctors' positive
opinions
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(* Caso tenha interesse em conhecer os dados da tabela comentada, por favor acesse
o link: http://bmj.bmjjournals.com/cgi/content/extract/331/7518/691)

