
DONOR IMPACT STATEMENT

Since 2014, collaborating researchers have 
published 14 scientific articles regarding 
investigation of sudden unexplained death in 
childhood. With less than 50 papers on SUDC 
via PubMed to date, this is a significant and 
growing impact to the field. With financial 
support directed toward the overall pursuit of 
SUDCRRC goals, a growing understanding of 
SUDC is being attained.

Enrollment and participation in the SUDCRRC 
is voluntary, and funding directed toward 
the SUDCRRC supports the improved health 
of all children by identifying risk factors and 
developing effective intervention strategies to 
prevent sudden death.

As a philanthropic partner of the SUDC 

Foundation, the SUDC UK’s ongoing support  
of the SUDCRRC, totaling £213,000 toward  
the initiative to date, advances science in an 
area long ignored by the medical community. 
In order to pursue significant research 
hypotheses, more funds are crucial. Every 
contribution assists the SUDCRRC in its 
invaluable work to understand and eradicate 
Sudden Unexplained Death in Childhood. 

Research is altruistic in the immediate  
sense but benefits the health of all at risk  
when it succeeds in new discoveries. Having 
a large registry of SUDC cases empowers 
scientists to discern the underlying causes 
of SUDC. All families benefit by the new 
discoveries achieved. >>

Considered the largest registry of Sudden Unexplained Death in Childhood (SUDC) 
cases in the world, the SUDCRRC is a groundbreaking research collaborative led 
by Orrin Devinsky, MD at NYU Langone Health and comprised of more than 30 

multidisciplinary investigators working to address and investigate the many questions 
concerning sudden unexplained deaths in children. The SUDCRRC analyzes cases of 

sudden unexpected deaths in these children to understand risk factors and causes, and to 
develop preventative measures.



n De novo mutations in childhood cases 
of sudden unexplained death that disrupt 
intracellular Ca2+ regulation, 2021. 
A study on whole-exome sequence data from 124 
cases of SUDC identified the first known genetic 
risk factors for SUDC in children over age 1. The 
124 cases used genetic data from both parents 
and the deceased child to search for mutations 
in genes linked by past studies to cardiac 
arrhythmias, epilepsy, and related conditions. 
The mutations which occurred in 9% of cases 
were mostly de novo, arising in the child and not 
present in either parent, and resulted disruptions 
in cardiac and seizure disorder genes. The genes 
which were mutated mostly control calcium-
related excitability in cardiomyocytes and neurons 
[OR heart and brain cells] and can potentially 
lead to abnormal heart rhythms.   
  
n Evaluation of Concordance Between 
Original Death Certifications and an Expert 
Panel Process in the Determination of Sudden 
Unexplained Death in Childhood, 2020. 
A blinded review by an expert panel of 100 
cases of sudden unexpected pediatric death 
disagreed with the cause of death in 40% of cases 
with 28 cases being listed as accidental. This 
suggests an underestimate of SUDC rates by the 
CDC may be an underestimation and that there is 
a low rate of consistency in death certification of 
sudden unexpected pediatric deaths.

n Potential Role of Febrile Seizures and Other 
Risk Factors Associated with Sudden Deaths 
in Children, 2019. 
A case series study of 622 consecutive sudden 
child death cases aged 1 to 17 years from 2001 
to 2017 from 18 countries reported to the SUDC 
Foundation, 391 families with child deaths aged 

1 to 6 years with completed interviews were 
analyzed. “This analysis of the largest SUDC 
cohort confirmed an increased FS rate and found 
significantly increased rates of FS among sudden 
explained deaths in children. This study suggests 
that seizures may contribute to some SUDC and 
SEDC deaths. The risk of sudden death in  
a sibling was low. To develop and assess 
preventive strategies, population-based studies 
are needed to define the epidemiology and 
spectrum of risk factors and identify biomarkers  
of patients with FS at high risk of sudden death.”

Future studies are needed to assess the risk 
factors and pathophysiologic mechanisms  
leading to SUDC to aid in the understanding  
of these mysterious and tragic deaths, as well  
as their prevention and improvement of the 
processes and systems involved in investigating 
these tragedies.

n Mosaic mutations in early-onset genetic 
diseases, 2016.
 A mosaic transmission screen for variants 
that have a 50% alternative allele ratio in the 
proband but are significantly less than 50% in the 
transmitting parent was applied to two family-
based genetic disease cohorts consisting of 9 
cases of sudden unexplained death in childhood 
(SUDC) and 338 previously published cases  
of epileptic encephalopathy. The study identified 
six parental-mosaic transmissions across the two 
cohorts. The resultant rate of ~0.02 identified 
transmissions per trio is far lower than that of  
de novo mutations. Among these transmissions 
were two likely disease-causing mutations: an  
SCN1A mutation transmitted to an SUDC 
proband and her sibling with Dravet syndrome,  
as well as an SLC6A1 mutation in a proband  
with epileptic encephalopathy.

PUBLICATION HIGHLIGHTS: 

A full list of publications from the SUDCRRC can be found HERE

https://sudc.org/sudc-registry-research-collaborative

