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Summary: SUDEP is a sudden death in a person with epilepsy, without evidence of a seizure before
death. While its cause is still unclear, various factors have been linked to seizure onset and
cardiopulmonary function. Studies have shown that although 91.3% of epilepsy patients want
information on premature death, only 31% of them receive it. The numbers emphasize the need for
open and sensitive communication by medical professionals. It is important to choose the
appropriate moment for the conversation, avoiding periods of stress and ensuring emotional
stability in the patient, as well as clear, appropriate and easy to comprehend information about
SUDEDP. To facilitate this, knowing the patient’s level of knowledge is essential. Education on the
warning signs of seizures and SUDEP can help take precautions and can decrease the incidence of
the phenomenon itself. Effective epilepsy care requires a comprehensive plan, including medication
adherence and lifestyle changes. Regular communication and collaboration between the patient,
caregiver and health professionals are essential for the effective management of epilepsy, so just as
epilepsy has a fluid, changeable course of disease and follow-up appointments are very important,
the topic of SUDEP is not a one-time conversation either.
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Introduction:

International League Against Epilepsy defines Sudden Unexpected Death in Epilepsy (SUDEP)
as a “sudden, unexpected death in a person with epilepsy, with or without evidence for a seizure
preceding the death, in which there is no evidence of other disease, injury, or drowning that caused
the death” [1]. SUDEP incidence in people suffering from epilepsy is ~1/1000 patient-years, varying
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from numerous factors related to respiratory and cardiac function of the patient as well as epilepsy
itself [2].

Despite being a phenomenon whose cause is not well understood, over the years, epileptologists
have managed to identify some risk factors based on their observations, such as: poorly controlled
epilepsy characterized by uncontrolled or frequent seizures, certain seizure types like generalized
tonic-clonic seizures, medication non-adherence, sleeping in a prone position, accompanying
respiratory and cardiac dysfunction, sudden seizure onset, lack of seizure monitoring and young age
[3,4]. The latter raises the question of discussing the matter with the patient. So why, when and how
should a medical professional approach their patient over this topic?

The question of informing patients about the chances of Sudden Unexpected Death in Epilepsy
involves a delicate balance between providing crucial information and considering the potential
emotional impact on the individual [5]. Many things are to be considered before moving forwards to
this conversation. One important point that medical professionals should be aware of is that, based
on statistical studies [6], 91.3% of epilepsy patients and 89.6% of family members/caregivers do want
information on premature death, but sadly only 31% of the first group and 28% of the second actually
receive it [7].

First step is knowing when to have the conversation. Surely the diagnosis of epilepsy is life
changing. Whether it's a young or old patient, there are lots of lifestyle changes they have to deal
with, hence is it not the best idea to have the topic of SUDEP covered immediately after the
confirmation of diagnosis. Choosing a time when the patient is emotionally stable and ready to
receive information and avoiding discussing SUDEP during periods of heightened stress, immediate
post-seizure events, or other challenging circumstances is the key to laying a strong foundation for
future good cooperation [8].

As with all medical conditions, it all comes down to informed decision making and open
communication between the healthcare provider and the patient. Patients have the right to be
informed about potential risks associated with their medical condition. This allows them to make
informed decisions about their treatment, lifestyle choices, and overall management of epilepsy. This
approach allows patients to express their preferences and concerns while working together to
develop a comprehensive care plan that aligns with their values and goals. Before initiating the
conversation, the medical professional firstly has to assess the level of knowledge on the topic and
then tailor the conversation based on their existing knowledge [9].

It is crucial to present clear and accurate information about SUDEP, including what is known
and what remains uncertain. This should be done in combination with addressing individual risk
factors, as every patient is unique and this is not a one-time conversation. For example, risk is
different for newly diagnosed patients vs refractory patients, so regular appointments need to be
made according to the need of the patient. Failing to do so will only complicate the process and put
the patient at a higher risk of SUDEP, as confusion and uncertainty bring higher levels of anxiety and
stress and reduce the chances of adhering to medication and following doctor’s advice on lifestyle
changes [10].

While knowing the risk factors of Sudden Unexpected Death in Epilepsy doesn’t guarantee
prevention, it can guide individuals with epilepsy, their caregivers, and healthcare professionals in
taking proactive measures to reduce the risk [11]. Education about the potential warning signs of
seizures and SUDEP can empower individuals and their caregivers to seek timely medical attention.
Recognizing and responding immediately to changes in seizure patterns or new symptoms can be
crucial [12].

Aside from the above mentioned concerns, another thing that should be emphasized is the
importance of adherence to anti-seizure medication, in spite of the patient’s actual risk of SUDEP
[13]. In patients with high risk, the conversation should go further, and more serious lifestyle changes
need to be made such as nocturnal supervision or using seizure monitoring devices which can
provide an additional layer of safety by alerting caregivers or emergency services in the event of a
seizure [14].
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It’s essential to recognize that while these measures may contribute to risk reduction, SUDEP
remains a complex and not fully understood phenomenon which unfortunately is fatal. Individuals
with epilepsy should work closely with their healthcare team to develop a comprehensive care plan
including medication adherence and lifestyle changes tailored to their specific needs and
circumstances. Regular communication, open dialogue about concerns, and a collaborative approach
between individuals, caregivers, and healthcare professionals are key components of effective
epilepsy management.
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