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Ethical considerations in sudden unexpected death in
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Abstract: Epilepsy is one of the world's oldest diseases. Social stigma, misunderstanding and thus,

discrimination have surrounded patients and their families from the beginnings until nowadays.

Approximatively up to 80% of epilepsy cases worldwide are found in developing regions. The risk of
premature death is two to three times higher than for the general population. There is contradictory

evidences concerning the question of whether to inform patients about the possibility of sudden

unexpected death in epilepsy (SUDEP). Actual guidelines states that individuals with epilepsy and their
families or careers should be given access to information on SUDEP. We have information about how,

when and what to say to the patients and families about SUDEP. But it's a delicate subject, and some

patients do not want to know that they are at risk for this.
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INTRODUCTION

Despite age, racial, social,
geographic  or  national
boundaries, epilepsy remain
a prevalent chronic neuro-

logical disorder.

The incidence of epilepsy
was estimated at 24-53 per
100,000 people.

World Health Organization
(WHO)
around 50 million people

estimates that

worldwide have epilepsy,
80% from developing re-
gions. Epilepsy is character-
rized by recurrent seizures
due to excessive electrical
discharges in a group of

different parts of the brain cells. It is consider that up
to 10% of people worldwide have one seizure during
their lifetimes. Epilepsy is defined by two or more
unprovoked seizures. Only one fourth of affected
people in developing countries get the treatment
they need and only 70% of these respond to
medication. Mortality is higher in patients with
epilepsy than in general population. People with
epilepsy and their families can suffer from stigma and
discrimination in many parts of the world. For
example in China and India, epilepsy is a reason for
prohibiting or annulling marriages.

In the United Kingdom, a law forbidding people with
epilepsy to marry was repealed only in 1970. In the
USA, until the same years, it was illegal that people
with seizures have access to restaurants, theatres,
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recreational centers and other public buildings. Even
nowadays patients have reduced access to health and
life insurance, to obtain a driving license, to get a job
or have other limitations.[1-5] Still now a person may
be identified as an “epileptic” rather than ““a person
with epilepsy”.[6] SUDEP is the second death cause in
epilepsy after status epilepticus. Unusually, the
diagnostic of SUDEP is retrospective. Is defined as
sudden, unexpected, witnessed or unwitnessed, non-
traumatic and non-drowning death in patients with
epilepsy, with or without evidence of a seizure and
excluding documented status epilepticus, in which
postmortem examination does not reveal a
toxicological or anatomical cause of death. [7] It is
responsible for 7.5-17% of all epilepsy deaths and
has an incidence among adults between 1:500 and
1:1000 patients per year. [8] Epileptologists agreed
that SUDEP is mainly, but not exclusively, a problem
for patients with refractory epilepsy. Epilepsy-related
mortality is a significant risk in pregnancy, 1:1000
women died from epilepsy (mostly SUDEP) during or
shortly after pregnancy. [9] SUDEP has an estimated
annual incidence rate of 0.81 cases per 100000
population, or 1.16 cases per 1000 patients with
epilepsy. Comparing years of potential life lost from
SUDEP with selected other

SUDEP ranks second only to stroke. [4] There are

neurologic diseases,

some risk factors like: generalized tonic-clonic
seizures (GTCS), nocturnal seizures, variability of EEG
records, and duration of the disease ranging from 15
to 20 years, early onset of epilepsy, poly-medications,
cold temperatures, alcohol abuse, and street drugs.
[10-14] It has been suggested that the most common
pathogenic mechanism underlying SUDEP is heritable
arrhythmogenic syndromes, or cardiac channelo-
pathies, such as familial long QT syndrome
(LQTS).[15,16] LQTS associated with syncope, seizures
and sudden cardiac death is caused by mutations in
more than 10 genes, encoding potassium and sodium

ions channels.

Among cardiac arrhythmias, respiratory dysfunction,
neurogenic pulmonary edema and dysregulation of
systemic and cerebral circulation are other proposed
pathophysiological events implicated in SUDEP.[17-
19]

ETHICS ON SUDEP

There is a reasonable question about SUDEP: must it
be discussed with all patients with epilepsy who are
at risk of SUDEP, or not? The Task Force of the
American Epilepsy
Foundation have guidelines concerning what, how,

Epilepsy Society and the

when SUDEP should be discussed with patients, their
families and caregivers. In Europe, the National
Institute of Clinical Excellence (NICE) has the same
attitude. [3]

The topic of SUDEP involves many moral dilemmas,
most of which do not have absolute solutions.
Advocates of universal SUDEP counseling cite the
“right to know,” but others point to the “right not to
know”. There is neither empirical evidence nor
consensus on the question of whether to inform
patients and parents
SUDEP.[20]

about the possibility of

Arguments to inform patients about SUDEP

In recent times there has emerged a debate regarding
the obligation to warn even newly diagnosed patients
of the risk of SUDEP. If there is a reasonable chance
of preventing SUDEP, it must be discussed with all
patients with epilepsy who are at highest risk of
SUDEP. A few strategies that patients with epilepsy
and their careers can take to reduce death risk could
then be share by the physician.

On the other hand, the term
improper used because in some patients with risk
SUDEP

definition and classification of SUDEP is necessary to

“unexpected” is

factors could be expected.[7] Precise
scientific and medical communication, and is also
important from a legal point of view. The new
classification consists of six classes and definitions:

1. Definite SUDEP

la. Definite SUDEP Plus (preexisting condition could
have contributed to the death),

2. Probable SUDEP, (meets criteria for SUDEP, but no
postmortem examination was done to exclude
another pathologic process)

3. Possible SUDEP (postmortem examination may
have identified drowning)

4. Near SUDEP (cardiorespiratory arrest that is

successfully resuscitate),
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5. Not SUDEP when a clear cause of death is known.
6. Unclassified: incomplete information available; not
possible to classify

The patient suffering from epilepsy is, in many
respects, no different to any other patient being
treated by medical practitioner. [21] The ethical
principle of patient autonomy in health care involve
the patient’s right to know about medical condition
and prognosis. Information should be provided
promptly to patients, their families and caregivers if
they ask about the potential adverse consequences of
the seizures or about the mortality risk associated

with epilepsy.

In learning about SUDEP, parents expressed a need to
be informed of the risk of that. There was a
consensus that it should be the parents' decision as
to whether or not the child should be present at the
meeting or when to inform the child about the risk of
SUDEP.[22]

In some cases the risk of SUDEP may need to be
emphasized to encourage compliance with medical
and surgical therapy for epilepsy. Recent evidence
from a meta-analysis of randomized clinical trials of
adjunctive AEDs at efficacious doses provides strong
support for AED treatment as mono- or polytherapy
to increase seizure control and protect against SUDEP
in patients with refractory epilepsy.

For patients for whom seizure control is unattainable,
supervision or monitoring may prevent SUDEP,
though this has never been formally tested. [15]
of SUDEP may facilitate
improved seizure control and possibly decreasing

SUDEP incidence.[23]

Increasing awareness

Furthermore, SUDEP discussion can be encouraging
to patients with very low SUDEP risk. Patients with
absence epilepsy or benign epilepsy syndromes must
know that their risk of SUDEP is negligible.

Arguments for not informing patients about SUDEP

By low, failure to discuss SUDEP with a patient
suffering from epilepsy cannot constitute negligence
because the outcome cannot be as a consequence of
the actions of the doctor based upon current

knowledge.

Mainly, if the patient has not asked about his distress,
there is not the basis for litigation against the doctor
who chooses not to discuss this topic.[20]

Until now, no interventional measures are known to
stop the outcome, so we get nothing by warning of
SUDEP. To admit the SUDEP,
deteriorate quality of life. In this case the doctor may

it may seriously

deliberately omit information to avoid patient fear
and anxiety, respecting in this way the right ,do not
harm”. The negative influence on quality of life may
represent a form of negligence.

It may be possible to show causal connection
between impaired quality of life and the doctor
divulging information that the patient did not
explore. Polymedication is an important risk factor for
SUDEP, but a necessary intervention for the epilepsy
management. So many patients requiring polytherapy

have been refused it for fear of SUDEP.[14]

CONCLUSIONS

Duty of care dictates open and frank discussion if the
patient wishes information about mortality and
epilepsy. The big dilemma concerning ethics
considerations in SUDEP is: the “right to know” or the

converse which is the “right not to know’’?

This conflict, places the clinician in a serious ethical
difficulty because it requires the balancing of these
diametrically opposed concepts and demands a value
judgement on the part of the clinician. SUDEP is
essentially unpredictable for any individual patient. It
“never” and

also confirms that “always” are

dangerous terms when used by doctors.

To assure the patient of something which cannot be
assured may represent another form of negligence
and failure of duty of care. The doctor provide the
patient with accurate and informed response to
questions raised .Where the detailed information will
not alter the outcome for the patient, failure to
provide it cannot be deemed to represent negligence.

The ethical consideration is met if the doctor tries to
ascertain what the patient wants to know and
responds accordingly by providing that information
which the patient requests. Thus, each case must be
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managed individually and doctors are advised to
document the decision-making process. The patient
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