SUDDEN UNEXPECTED DEATH IN EPILEPSY (SUDEP) OCCURS WHEN A
PERSCN WITH EPILEPSY PASSES AWAY WITHOUT WARNING, AND NO
OTHER CAUSE OF DEATH CAN BE FOUND. MOST RECORDED SUDEP CASES
OCCUR AT NIGHT OR DURING SLEEP. THEREFORE, PEOPLE LIVING WITH
EPILEPSY SHOULD DISCUSS SUDEP WITH THEIR NEUROLOGIST -
PREFERABLY EARLY DURING THE DIAGNOSIS STAGE OF THEIR EPILEPSY.
BY BEING WELL-INFORMED FROM THE START AND UNDERSTANDING THE
RISK FACTORS FOR SUDEP, MITIGATING STRATEGIES CAN BE
IMPLEMENTED TC REDUCE THE RISK.
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HOW COMMON IS SUDEP?

EACH YEAR, 1IN 1000 PECPLE WITH EPILEPSY PASS AWAY FROM SUDEP,
MAKING IT THE LEADING CAUSE OF DEATH FROM EPILEPSY. HOWEVER, IN
PEOPLE WITH POORLY CONTROLLED CONVULSIVE SEIZURES, THE RISK CAN
BE AS HIGH AS 1IN 150 PEOPLE.

WHAT CAUSES SUDEP?

THERE IS LIKELY MCRE THAN CNE CAUSE OF SUDEP, BUT MORE
RESEARCH IS NEEDED. MOST SUDEP CASES HAPPEN IMMEDIATELY AFTER
A CONVULSIVE SEIZURE WHICH, CAN IMPACT A PERSON’S BRAIN, HEART
AND BREATHING FUNCTICN. THESE CAUSES ARE DESCRIBED BELOW:

o ALTERED BRAIN ACTIVITY: CONVULSIVE SEIZURES CAN BE FOLLOWED
BY DISRUPTIONS IN BRAIN ACTIVITY, WHICH MAY CAUSE SUDEP.

o ALTERED BREATHING: SEIZURES OFTEN AFFECT AREAS OF THE
BRAIN THAT CONTROL BREATHING. ALTERED BREATHING CAN CAUSE
PAUSES IN BREATHING (APNEA) AND SOMETIMES CAUSE OXYGEN
LEVELS TO DROP. IN SOME SEIZURES, THE AIRWAYS MAY ALSO
BECOME PHYSICALLY OBSTRUCTED, AFFECTING A PERSON’S
BREATHING.

o ALTERED HEART RHYTHM: SEIZURES CAN ALSO TRIGGER IRREGULAR
HEART RHYTHM OR CARDIAC ARREST AND LEAD TO SUDEP.
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WHO IS MOST AT RISK?

THE MOST IMPORTANT RISK FACTOR FOR SUDEP IS HAVING CONVULSIVE
OR TONIC-CLONIC SEIZURES. THIS RISK INCREASES WITH THE NUMBER OF
CONVULSIVE SEIZURES. INDIVIDUAL RISK OF SUDEP VARIES — PEOPLE
LIVING WITH EPILEPSY SHOULD DISCUSS SUDEP WITH THEIR NEUROLOGIST.
BEING INFORMED ABOUT SUDEP CAN HELP YOU AND YOUR LOVED ONES
MANAGE KNOWN RISK FACTORS.

HOW CAN | LOWER MY RISK OF SUDEP?

ACHIEVING THE BEST POSSIBLE SEIZURE CONTROL CAN LOWER YOUR RISK
OF SUDEP. FOR MOST PECPLE WITH EPILEPSY, THIS IS THROUGH ANTI-
SEIZURE MEDICATIONS AND FOLLOWING THEIR EPILEPSY MANAGEMENT
PLAN AS PRESCRIBED BY THEIR NEUROLOGIST. IN PEOPLE WHO CAN'T
ACHIEVE SEIZURE CONTROL WITH MEDICATION ALONE, YOUR NEUROLOGIST
MAY RECOMMEND OTHER TREATMENTS SUCH AS EPILEPSY SURGERY,
SEIZURE ALERT DEVICES, OR DIETARY THERAPIES.

BELOW ARE A LIST OF STRATEGIES TO HELP MANAGE SEIZURES AND
LOWER THE RISK OF SUDEP:

o TAKE YOUR ANTI-SEIZURE MEDICATION AS PRESCRIBED

e AVOID ANY SEIZURE TRIGGERS
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GET ENOUGH SLEEP

EAT WELL, DRINK ENOUGH WATER, AND GET ENOUGH REST

MINIMISE STRESS WHERE POSSIBLE

AVOID EXCESS ALCOHOL CONSUMPTION OR RECREATIONAL DRUGS
LOCK INTO SEIZURE FIRST AID TRAINING FOR CAREGIVERS

VISIT YOUR NEUROLOGIST FOR A REVIEW AND DEVELOP/ UPDATE
YOUR EPILEPSY MANAGEMENT AND EMERGENCY MEDICATION PLANS.
TALK TC YOUR NEUROLOGIST ABOUT IMPROVING YOUR OVERALL
HEALTH AND PRACTICAL WAYS TC REDUCE THE RISKS OF HARM OR
INJURY FROM EPILEPSY. THESE MAY INCLUDE HAVING YOUR HEART
AND BREATHING CHECKED TO RULE OUT ANY POTENTIAL PROBLEMS.

WHAT SHOULD | ASK MY NEUROLOGIST?

WHAT IS MY RISK OF SUDEP?

WHAT CAN | DO TO REDUCE MY RISK?

WHAT SHOULD I DO IF | MISS A DOSE OF MY ANTI-SEIZURE
MEDICATION?

CAN WE CONSIDER A CHANGE IN TREATMENT TOWARDS THE GOAL OF
FREEDOM FROM SEIZURES?

WHAT ARE MY EPILEPSY MANAGEMENT PLAN AND EMERGENCY
MEDICATION MANAGEMENT PLAN, AND DO THEY NEED UPDATING?
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IS A SEIZURE MONITORING DEVICE AT NIGHT SUITABLE FOR ME AND
MY CAREGIVERS?

WHERE CAN MY CAREGIVERS BE TRAINED IN SEIZURE FIRST AID?

| HAVE SEIZURES IN MY SLEEP; SHOULD | CONSIDER SHARING A
BEDROOM?

HOW SHOULD | SPEAK TO LOVED ONES ABOUT SUDEP?

WHAT ELSE CAN I D0O?

CONTACT YOUR LOCAL STATE OR TERRITORY EPILEPSY ORGANISATICON TO
DISCUSS EDUCATION AND TRAINING OPTIONS FOR YOURSELF AND YOUR
FAMILY, YOUR SCHOOL, CHILDCARE CENTRE, AND TC ACCESS LOCAL
EPILEPSY SUPPORT SERVICES AND INFORMATION RESOURCES.

THE NATIONAL EPILEPSY SUPPORT SERVICE CAN REFER YOU.

PHONE: 1300 761 487

EMAIL: SUPPORT@EPILEPSYSMART.ORG.AU
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MENTAL HEALTH SUPPORT

DISCUSSING SUDEP CAN BE A DIFFICULT TOPIC FOR PECPLE LIVING WITH
EPILEPSY AND THEIR LOVED ONES. BELOW ARE LINKS TC HELPFUL
SUPPORT SERVICES:

LIFELINE AUSTRALIA
PHONE: 1314
WEB: LIFELINE.ORG.AU

KIDS HELPLINE
PHONE: 1800 55 1800
WEB: KIDSHELPLINE.COM.AU

SUDEP ACTICN

SUDEP ACTION RAISES AWARENESS INTERNATIONALLY ABOUT THE RISKS
OF EPILEPSY-RELATED HARM TC PREVENT EPILEPSY-RELATED INJURIES
AND DEATHS.

WEB: SUDEP.CRG
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ANNUAL SUDEP AWARENESS

SUDEP ACTION DAY IN CCTOBER IS A WORLDWIDE INITIATIVE RAISING
AWARENESS OF THIS MOST PROMINENT CAUSE OF DEATH AMONG PEOPLE
WITH EPILEPSY. SUDEP ACTICON DAY IS A CAMPAIGN TO EMPOWER PEOPLE
LIVING WITH EPILEPSY THROUGH INCREASED AWARENESS, EDUCATICN
ABOUT RISK REDUCTION AND SUDEP RESEARCH. SUDEP ACTION DAY
TAKES PLACE ANNUALLY ON THE THIRD WEDNESDAY IN OCTOBER.

FOR MORE INFORMATICN VISIT: SUDEPACTIONDAY.CRG

THIS CONTENT IS LICENSED FROM EPILEPSY FOUNDATION OF AMERICA AND CANNOT BE REPRODUCED
OR MCODIFIED WITHOUT THE EXPRESS WRITTEN PERMISSION OF EPILEPSY FOUNDATION OF AMERICA.

INFORMATION PROVIDED IN THIS DOCUMENT IS FOR EDUCATION AND TRAINING PURPOSES ONLY AND
NOT FOR THE PROVISION OF MEDICAL ADVICE OR CLINICAL CARE. T0C THE MAXIMUM EXTENT
PERMITTED BY LAW, THE EPILEPSY FOUNDATION IS NOT LIABLE FOR ANY LOSS, DAMAGE, LIABILITY,
COST OR EXPENSE (INCLUDING ANY LEGAL COST AND EXPENSE) ARISING DIRECTLY OR INDIRECTLY
FROM THE USE OF THIS INFORMATION IN CONNECTICON WITH THE PROVISION OF MEDICAL ADVICE OR
CLINICAL CARE.
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	Annual SUDEP awareness SUDEP Action Day in October is a worldwide initiative raising awareness of this most prominent cause of death among people with epilepsy. SUDEP Action Day is a campaign to empower people living with epilepsy through increased awareness, education about risk reduction and SUDEP research. SUDEP Action Day takes place annually on the third Wednesday in October. For more information visit: sudepactionday.org


