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Housekeeping

• Raise your hand to be unmuted for the first time
─ You may speak at any time afterwards

• Type questions into the Q&A box at the bottom - OR -
• Type comments or questions in the chat box
─ Will be toggled on or off throughout the call

• Call is being recorded and will be posted to Vimeo site
─ https://vimeo.com/suidsdycaseregistry/albums
─ Slides will be available on SharePoint 

https://vimeo.com/suidsdycaseregistry/albums


Objectives 

• Learn what cases are included
• Learn why these cases are included
• Learn how to use the algorithm for case inclusion and 

categorization
• Walk through example cases
• Understand what resources are available
• Discuss challenges and solutions 



What cases are included?

• Death was sudden and unexpected
• Child was 0 – max age of CDR, and a resident of the funded 

state/jurisdiction 
• Exclude terminal illness, homicide, suicide, intentional 

overdose, and obvious injury-related death



Case inclusion-Page 1 of the Algorithm 



Case inclusion-Page 1 of the Algorithm 



Why include drowning and MVC cases? 
• The precipitating event that leads to a drowning or motor 

vehicle crash could be caused by a seizure or other neurologic 
event, or an arrythmia or other cardiac event 
─ This casts a broad net to ensure these important potential neurologic 

and cardiac cases are not missed in SDY incidence
─ Including these cases helps us to identify families that are at risk of 

another SDY due to genetic conditions



Why include drowning and MVC cases?

• Arrhythmias
─ Long QT Syndrome: arrhythmias can be triggered by diving into 

water, swimming and by being startled.
─ Some arrhythmias may run in families.
─ Including these cases helps us to understand which family members 

may be at risk and need evaluation.

• Seizures
─ Sometimes seizures and arrhythmias (with fainting) are hard to tell 

apart.



Drowning deaths should include the following in 
the Narrative:
• Was the child able to swim?
• Was the drowning witnessed or 

unwitnessed? 
• Type of body of water (pond, 

river, pool, bathtub, etc.)
• Water conditions/details (deep 

water, dark water, current, waves, 
temperature, etc.)

• Medical history
– Irregular heart rhythms
– Unexplained fainting

• Family history 
– Young sudden death < 50 y/o
– Irregular heart rhythms
– Motor vehicle crashes
– Drownings 
– Congenital hearing loss (deafness)



First Case Example: 
“Child was a diver on the JV school swim team and known to be a 
strong swimmer with no personal hx of seizures or heart conditions, 
though half sibling died in similar drowning death 5 years prior. Child 
went to the lake with friends and jumped off the dock into water that 
was 12 feet deep. They did not resurface and witnesses report no 
struggle. Witnesses report they thought victim was playing a game 
and hiding under the dock, so they did not immediately look for the 
victim. After several minutes, another child dove in and found the 
victim under water, approx. 8 feet from the dock, in water that was 16 
feet deep. There were no waves or current, though the water was 
dark and cold (66F), as it was late spring.” 



Meets our definition of drowning
(All drowning cases are included)

Category: Unexplained, Possible Cardiac



Motor vehicle crash deaths should include the 
following in the Narrative:

• Circumstances 
─ Road condition (icy, wet, dry, 

gravel)
─ Time of day (dark, light)
─ Speed
─ Passengers

• Condition of driver (distracted?, 
sleep deprived?, intoxicated?, 
upset?, inexperienced?)

• How was the driver feeling in the 
days/hours leading up to the 
crash? Were they feeling 
“normal”?

• Driver medical history
─ Fainting
─ Seizures
─ Arrhythmia or heart palpitations

• Family medical history
─ Young sudden death < 50 y/o
─ Irregular heart rhythms
─ Unexplained fainting
─ Motor vehicle crashes
─ Drownings 
─ Congenital hearing loss (deafness)



Second Case Example:
“This child had almost one year of driving experience and was 
driving home from school in the afternoon. The road was dry, 
and the weather was clear. The car was in working order and 
had recently gotten new tires. While the crash was unwitnessed, 
investigators could see that there were no skid marks before 
leaving the roadway before striking a tree. Toxicology was 
negative. Child had a hx of epilepsy, diagnosed 10 years prior, but 
had been seizure-free and off medication for the past 4 years. 
There was no personal or family history of heart conditions or 
sudden death. Child was reportedly feeling fine when they left 
school that day.”



Meets our definition of motor vehicle
(All drivers of motor vehicle cases are included)

Category: Unexplained, Possible Cardiac 
and SUDEP



Resource Contains 
drowning and 

MVA checklists



Hospital Cases
Definition of Sudden = 
• Death within 24 hours of first symptom, or 
• Death in hospital after resuscitation from a cardiac event

• Do NOT include:
─ Infants/children who present to the ER alive, are diagnosed with a 

condition, decline, and die in the hospital.



Hospital Cases - Examples

• Presented to the ER with headache, nausea, and photophobia. 
─ CT scan was normal. 
─ Diagnosed with a migraine and discharged home. 
─ The next day, came to the ER again with the same symptoms + vomiting. 

• A spinal tap was consistent with meningitis (presumptive viral). 
• Admitted to the ICU and started on meds. 

─ Later that evening his exam worsened: fixed and dilated pupils, 
tachycardia and hypertension. 

─ A CT scan showed ventriculomegaly. MRI showed edema and mass effect 
of 4th ventricle and herniation.

─ Brain death ensued.



Does not meet our definition of sudden
Instead: Progression of disease

Category: EXCLUDE



Hospital Cases - Examples

• 2-month-old male, born premature at 34 weeks gestation
• In the NICU for 7 weeks 
• Congenital ileal atresia, underwent abdominal surgery 
• Three days after discharge, returned to the hospital for a planned bilateral 

hernia repair and revision of his abdominal scar from his previous surgery. No 
documented complications from the surgeries.

• Was reportedly doing well until six days after that: 
─ Sudden-onset vomiting and abdominal distension. 
─ Re-admitted to the hospital and imaging was concerning for volvulus. 

• The day after admission, became lethargic, with low blood pressure, 
hyperkalemia, and anemia, bradycardia and sudden apnea. 

• Despite cardiopulmonary resuscitation, the decedent was pronounced dead in 
the hospital on that day.



Does not meet our definition of sudden
Instead: Progression of disease

Category: EXCLUDE



Hospital Cases - Examples

• 14 year-old male, previously healthy
• Became unresponsive while playing basketball with his friends 

at the playground
• Presented to the ER via EMS with CPR underway
• Successfully resuscitated in the ER
• Admitted to ICU, progressed to brain death 3 days later
• Extensive hospital work-up revealed hypertrophic 

cardiomyopathy



Meets our definition of sudden
(Death in hospital after resuscitation from a cardiac event)

Category: Explained Cardiac



COVID-19- Hospital Deaths

• If the case meets our definition of sudden and unexpected, 
but after medical evaluation, the death was caused by COVID-
19, please categorize as EXPLAINED OTHER (do not exclude).

• Treat similarly to sudden and unexpected deaths that were 
found to be due to influenza or pneumonia.



Challenges and solutions to collecting this info

Challenges
• Case Ascertainment

– Lack of Notification
– Not typically under ME jurisdiction

• Autopsy
– Families may decline autopsy
– Autopsy may be done by the hospital

• Access to Records

Solutions
• Case Ascertainment

– Partnerships with hospitals/EMS 
– Advanced Review Team members

• Autopsy
– Not required for childhood deaths IF 

ENOUGH MEDICAL INFORMATION 
AVAILABLE to categorize

• Access to Records
– Data sharing agreements
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