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Building the Pediatric NFR-CRS

Describe the purpose and development of the
Pediatric NFR-CRS to support CDR.

Key Features

Provide an overview of the system with an eye on
data quality improvements.

How is the Data Used

Share about data dissemination and a recently
published Pediatrics supplement.

Demonstration

Show how the Pediatric NFR-CRS works, if desired.

AGENDA




BUILDING THE PEDIATRIC NFR-CRS

It’s Been a Journey: 1995 - 2025




What is Child Death Review
(CDR) in the U.S.?

Understanding Fatalities to Improve Safety

Multidisciplinary, community-oriented process that brings

together professionals to understand how and why deaths

occur.

* llluminates where systems are successful as well as
opportunities for improvement.

* Uncovers differences in how families are offered resources,

access services, and navigate systems.

* Prevention-focused program that seeks to keep kids alive.




About the National Center for
Fatality Review and Prevention

Core Functions

@ Develop Actionable Resources

Support the National Fatality Review-Case Reporting System (NFR-CRS)




Pediatric National Fatality
Review-Case Reporting
System (Pediatric NFR-CRS)

A National Tool for Fatality Review Teams

The purpose is to systematically collect, analyze, and report

comprehensive fatality review data that includes:

Information about the fetus, infant, or child and their family.

Services needed, provided, or referred.
Risk and protective factors.
Findings and recommendations.

Factors affecting the quality of the review meeting.

Learn more:
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Saving Lives Together

CDR
REPORT FORM

Version 6.1

National Fatality Review
Case Reporting System

Data Entry Website: data.ncfrp.org
Phone: 800-656-2434
Email: info@ncfrp.org

ncfrp.org

@nationalcfrp



https://ncfrp.org/data/nfr-crs/

Why Are We Collecting
These Data?

Purpose

* Provide teams with simple ways to systematically
collect comprehensive information on every death
reviewed.

* Enable teams to easily analyze and report findings.

e Enable child health and safety advocates access to
aggregate data to inform prevention, policy, and

practice.




Building the Pediatric NFR-CRS

A 20-year journey

2005: 2010-2011: 2015: 2020: 2022:
Version 1.0; piloted Questions added for Version 4.0; Version 5.1; Life Version 6.0; updates
by select programs CDC SUID Case Registry CDC SDY Case Registry  Stressors, updates to to cause of death
Suicide and Findings sections
sections

2010-11

2003-2004: 2008: 2013: 2018: 2021: 2024

NFR-CRS developed Version 2.0 Version 3.0 Version 5.0; FIMR COVID-19 Section Version 6.1; new
by a workgroup module added data quality
representing 18 features

states



Pediatric NFR-CRS
Utilization

There are currently 49 states using the
Pediatric NFR-CRS

e 49 use NFR-CRS for CDR

e 21 use NFR-CRS for FIMR

Each state uses NFR-CRS differently. Some have
comprehensive reviews whereas others may

only use NFR-CRS in one jurisdiction.

Jurisdiction Using NFR-CRS for CDR

Jurisdiction Using NFR-CRS for CDR and FIMR

Jurisdiction Not Using NFR-CRS

S of
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American Puerto Northern U.S. Virgin Palau Federated Guam Marshall
Samoa Rico Mariana Islands States of Islands
Islands Micronesia

Updated May 2025



KEY FEATURES

What is collected? What are the data quality challenges?




Pediatric NFR-CRS Welcome Page

Users only have access to their local team’s cases
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Logged in as Heather Dybstra. (| COR v - Tennesses | Logoul

Dats Explsrer Welcome, Tennessee

Help Reminder: E

Mames, dates, and county fickds:
Saving Lives Together Enter sdentihale information caline I your statefiocal policy allows. holow your state 1aws in regards to reporting psychalogical
substarce abuse and HIWSAIDS status. Meoase check with your fatality review coordinator if you ane unsurz,

Any ather text fleld, such as the Narrathve sectlon, any ‘spectly’ or ‘describe’ flelds:

Do not include specific names, dates of birth, dates of death, references 1o spedfic counties, practitioners, o Tacility names in these
tewt fields

Examples: “Bvans County EMS should be “EMS’; "Evans County Children's Hospital® showld be “the children’s hospital,”

Whiy this reminder?
Teart ficlds may bo shared with approved rescarchers as noted in cur Data Use Agroements and therefone entering identified data
into thosa fields would compromise your responsability to HEAA,

The Child Fatakty Review and Prevention Act of 1995 (T.CA 68-142-101- 109) established & statewida network of child fatality review
teams in the 31 Judioal Distcts of Tennessee. The judicial districts cover all 55 counties of the State. Fourtsen Department of Hezlth t2am
Il ey prowice the administraticon and coondnation of the leare These muti-dscipline, mulli-agency local teams haee been established
i each Judicial District 10 review 2l deaths of children seventean Wears of age ar younger and make recommencations 1o the Chuld
Falalily Prevention Team (stats team) for reducion and presention of dhild deaths stateaside.

Ihe Child Fatakty Frevention leam 15 composed of elected officials, commssoners, and other policy makers in the Sate of [ennessee as




Section C:

. Section D: Section E:
Primary

Supervisor Incident
Information Information

Caregiver
Information

Hi. M VEHICLE AND OTHER TRAN T
a. Wehicles invelved in incident: b. Position of child:
Total number of vehicles: ) Driver
Child's Other primary vehicle @] Fazsenger If passenger, relationship of driver to child:
] ] Mone ) Front seat o Biological parent
] ] Car () Back seat O Adoptive parent
O O wvan O Truck bed O stepparent
O O Sport utility vehicle O Other, specify: O Foster parent
H3. DROWNING
la. Where was child last seen b. Drowning location: c. For open water, place: e. Select all contributing envircnmental ¢
before drowning? Select one. () Open water/pond, go to c () Lake ) Ocean factors. Check all that apply.
O In water ) Pool, hot tub, spa, go to f O River O CGuarry or gravel pit O Mone [0 Dropoff
O Mear water ) Bathtub, goto 11 ' Pond ) Canal/drainage ditch ] Weather 0 Rough waves ..AND
O yard O Other, specify and goto h O Creek O uk ] Temperature [0 Flash flood MORE!
' In bathroom/tub d. Was child boaling? O Current [0 Water clarity
O Inhouse O WK, gotoh O Yes O No O UK O Riptide/undertow ] LK
~—




Life Stressors

Collecting Information on Community and Individual Health Factors

Categories Examples

Social/Economic Food insecurity, housing instability

Medical Lack of family support for care, insurance limitations

Relationships Argument, parent’s divorce, bullying, isolation

NYelg[ele] Failure, pressure to succeed, extracurricular activities

Technology Gaming, texting, social media, restriction of technology

Transitions Release from hospital, end of school year

Trauma Sexual assault, previous abuse or neglect, domestic violence

Other An open text box for additional information to be documented




A Few Key Features for Users

Create reports, pull statistics and visualizations, and download data to analyze outside of the Pediatric NFR-CRS

Standardized Reports Data Explorer

Pre-set reports for a variety of Provides bar charts and/or an
topics that, once generated, can Excel file of records that meet
be exported and saved. filtering criteria.

Data Download

|| Case-level data can be
downloaded from the Pediatric
NFR-CRS in several ways.




49 states using
the NFR-CRS for
CDR.

Pediatric NFR-CRS

By The Numbers

Over 1,300 CDR
About 2,000 teams have
authorized recorded a
users. death in the

NFR-CRS.

More than
285,000 deaths
have been
entered since
2005.




Persistent Data Quality
Challenges

NFR-CRS

* Missing data.

* Unknown data.

* Inconsistent data.

* Overuse of “Other” specify field.

* Entering identifying information into text fields (e.g.,
Section O. Narrative).

* Timeliness of data entry.




Data Quality Initiative (DQI)

Working Towards Improvement

e Started in 2015 for CDR.
* Goalis toimprove the quality and consistency of the data entered
in the Pediatric NFR-CRS.
* Improve usefulness of the data at the state and national
J J J level for identifying prevention strategies.
'} * Monitoring the effectiveness of prevention measures that
have been implemented.

* As a result of the DQI, completeness, consistency, accuracy, and

timeliness of the data have improved.



Priority Variables in the Pediatric NFR-CRS

- W3 Child's date of death JUnknown @

.
National Center
priority variables are
- W4, Child's age JUnknown @ indicated withagold —]
9 Months v star.
- W5 Child's race @ * CDC SUID and SDY — ]
[ Alaska Native Case Registry priority
(] American Indian variables are indicated
[J Asian with a purple star.
[ Black
[l Native Hawaiian
(] Pacific Islander
& White
[ Unknown




New Features in Pediatric
NFR-CRS Version 6.1

Overview of Changes

Automated Consistency Checks.

New Case-Level Section: Data Quality Review.

Automated Data Quality Summary Reports: Standardized Report #33.
Larger Print Case Font Size.

New Assigned Role for NFR-CRS Users: Case Viewer.




Data Collection is Everyone’s Responsibility

Goals for quality and consistent data

COMPLETE

TIMELY ACCURATE

D 4 D 4 D 4

All team members should Enter data as close to the Define subjective elements

participate in data collection meeting as possible so so there is consistency. Use

to result in complete data. details are not lost. the Data Dictionary.




HOW IS THE DATA USED

Moving Forward to Prevention



The COVID-19 Pandemic and Youth
Suicide: 2020-2021

Paircia B Scnniteer, PhD® Heather Dykstra, WP " Abigss| Colber, M3°

BACKGROURD AND OBJECTIVES: Suicide is a leading cause of death among youth in the United States.
The coronavirus disease 2019 [COVID-19) pandemic raised concerns that suicide rates will
increase. The National Fatality Review-Case Reporting System documents circumstances of
child deaths reviewed by multidisciplinary teams. In April 2021, a question asking whether
COVID-19 directly or indirectly impacted the child’s death was added to the National Fatality
Review-Case Reporting System, The objective of this study was to identify factors related to
suicide deaths among vouth during the COVID-19 pandemic.

Pediatric NFR-CRS Data
Where Does it Go? —National Center Quick-Look—

Deaths that Occurred in a School Setting

« Research Publications. 1al

* Quick-Looks/Infographics. Collsct Date Lasrn
The National Center for From 2005 through 2019 To see other Quick-
Poli L IS d Nati | I;atalilyt RevieTi-' and fa(:alim te%rggéeviﬁ'w?d Lgoks u}sér‘ig NFR-CRS
° revention collects eaths o school ata and learn more
olicy ( ocal, State, an ationa ) information about children  children ages 5-1% who died about fatality review,
who died with the incident from an incident on school visit the National
location being a school in property on a weekday. Center’s website at
e State Fact Sheets and Reports. the Matlong] Fatality Thit Ao ctates oD
Review-Case Reporting contributed to the data for
System (NFR-CRS). this Quick-Look. !

Sleep Related Infant Deaths MCDR
2016-2018, Alaska

October, 2020

46 infant deaths which occurred during 2016-2018 were classified as sleep

related by the Maternal and Child Death Review (MCDR) Committee.




Policy and Prevention

States Develop Prevention Recommendations

CFPS RECOMMENDATIONS TO PREVENT CHILD DEATHS .
Data to Action
Policymakers can play a role in ensuring the health of infants, children, and youth and their Statewide Prevention Activities
families by increasing family and community economic stability, creating positive social norms In April 2022, the State CFR Team met to review aggregate child death data from 2021 death
and meaningful connections, and increasing access to behavioral health to prevent child reviews and ED consider recommendations fram local teams, State Team members considered
deaths. CFPS members recommend implementing the following evidence-based strategies to recent trends in the causes of child deaths and contemplated strategies for reducing future
prevent child death in Colorado. As part of the content development of the fatalities. The State Team decided to focus on key strategies for reducing child fatalities in
recommendations, the CFPS state support team gathered input from experts from across state Tennessee, a practice identified during a series of national meelings aimed at strengthening
agencies, non-profits, and community partners, These recommendations are based on the state child fatality reviews.
collective expertise of the system and da not reflect the official position of COPHE or of any The State Team made the following recommendations and, in conjunction with colleagues from
CFPS member organization. other state agencies. local child fatality review teams and other community partners,
accomplished the following:
Support policies to improve behavioral health care by:
1. Increasing telehealth services, especially in rural areas. N .
Patigatorsl | 2 MipUHG Eabiiural hach Wi pemiry . _ Recommendations to the Governor and Legislature
Health 3. Increasing access to mental health services and supports for young
Promotion F“Pl'-'-_ o : :
4, Supporting pelicies and programs that strengthen youth connections . .
to trusted adults, Recommendation 1: Amend Texas Health and Safety Code, Section
Quality, 161.501, to include in the required resource pamphlet information on
i i Affardable, Support policies that expand access to quality, affordable. and stable . - - -
e o it [ ey appropriate child safety seat (CSS) requirements and recommendations by
Housing state agencies. Information should highlight the importance of keeping
Quality, H B - = =
51 Affordable, |  Support policies that ensure access to quality, affordable, and stable child children in a rear-facing CSS and then in a harnessed CSS for as long as
47 Cﬁ;ﬁ;ﬂ;le R iy Tox RRats s yECkE Sl possible to help reduce child injuries and fatalities.
ild Care




SAFE

K:DS r l Keeping Kids Safe In and Around Water
. w 3
WORLDWIDE . | Nationwide' Exploring Misconceptions that Lead to Drowning

Juy 2016

Policy and Prevention

States Develop Prevention Recommendations

APPEMDIX A: ANALYSIS AMD UPDATES ON CFP3 PREVEMTION
RECOMMENDATIONS

Sime 2000, the CFP2 bas e weennl prsesss nan s e Codvaeks Bnl=
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U.S. CONSUMER PRODUCT SAFETY COMMISSION
4330 EAST WEST HIGHWAY
BETHESDA. MD 20814
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JOINT STATEMENT OF CHAIRMAN ELLIOT F. KAYE, COMMISSIONER ROBERT S. ADLER,
COMMISSIONER MARIETTA S. ROBINSON AND COMMISSIONER JOSEPH P. MOHOROVIC
RECOMMENDING PARENTS AND CAREGIVERS NOT USE PADDED CRIB BUMPERS . Rrcammendetion Recnmmendatian Progres Tawnard Recammendsbon

Yaar
Complotod Recommendations
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Analyels and Updates it CFFS Proaventian Rocamsend st

November 3, 2016
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Clutter in America’s cribs is a serious public health issue. Dozens of infants and
children die each year from soft bedding in their sleeping enviconments.! These deaths

angd konlacn, wiich coardirars tha Child Yas
or b Lolorado Department o Ha—an berves
el e ulenzinnads.
. TS ErR
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roorporated It Child

are addressable in many cases. We believe we can make a regldis Des

sleop practloos as sart ol | skills regaeing

.<h.1n'ng a trc‘ﬂﬁ\' Vlf\"f_\' recommendation to protect babies w o= Codersele Depan imenl [ 'Weiare Trse g Sy mmom Sepla—le 3005 G anpress ks abuhiy ol clalil

) - ™ : e . af Humnan Sorvices Shid | wedfane prafosslanals 0o aoaidc Infematen £ 2araats and sther carsaivers
strongly advise the public to stop using padded crib bumper| whslimre [Aining Fasher Abnut Trank sleenerssted rise and Do 10 ENRTE SR Slmanirg
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e |egislation passed into law: "Safe Place™ Law [2000), Graduated Driver's Licens
Doy Care Medication (2004), Child Passenger Safety Lo (2006), GOL Enhonce
12011)

e Pending legislative efforts: prohibition of passengers in apen truck beds, further enhancements to child passenger
sofety restraint laws, and ATY restrictions/safety requircmeonts

* Education and cutreach efforts: Shaken Baby Syndromedfobusive head traumo prevention efforts, "Back to Sleep"

campaign, Cribs Tor Kids program, ATY salely campaign, yvouth suicide prevention efforts, teen driver salely

campaign, and "SUIDI" training

Crib bumpers are infant bedding accessories intende
infant’s crib. Padded crib bumpers are comumonly made of £
panels that are intended to be tied to the orib slats and comer
bumpers have been marketed as barriers to prevent limb en
liners, as well as slat covers that wrap around individual cri

ASTM F1917-12 (Standard Consumer Safety Performa
Bedding and Related Accessories), the ASTM voluntary stan
crib bumpers among other infant bedding products, require




Data Dissemination Process

Policies and Guidelines

 De-identified Pediatric NFR-CRS data are available to researchers

through an application process.
231,000 deaths in current researcher dataset.

* Research applications are reviewed by a committee of experts to

dSSess:

* Quality of research questions.
* Proposed methodology.
* Consistency with the fatality review mission.

* Only researchers affiliated with institutions with IRB capacity may

apply.

Learn more:



https://ncfrp.org/data/data-dissemination/

Peer Reviewed Publications

Pediatric vehicular heatstroke:
An analysis of 296 cases from
the National Fatality Review
Case Reporting System

Chandler, 2023, Traffic Inj Prev

A Recent Sample

Characteristics of Fatal
Poisonings Among Infants and
Young Children in the United
States

Gaw, 2023, Pediatrics

Characteristics of sudden
unexpected infant deaths on
shared and nonshared sleep

surfaces

Erck Lambert, 2024, Pediatrics




OFFICIAL JOURMAL OF THE AMERICAN ACADEMY OF PEDIATRICS

PEDIATRICS

MNOVEMBER 2024 - VOLUME 154 - SUPPLEMENT 3
WWW pediatrics org

Pediatrics Special
S u p p I ement A SUPPLEMENT TO PEDIATRICS

Insights From Fatality Reviews: Informing Pediatric
Published November 2024 Practice, Policy, and Research

Sponsored by the National Center for Fatality Review and Prevention, & Program
of the Michigan Public Health Institute

* Pediatrics is the official peer-reviewed journal of the American
Academy of Pediatrics (AAP).
* Includes 17 articles.

e Covers a variety of fatality review topic areas, including:

Opioid poisonings. o COVID-19.
Sudden unexpected o Disaster or weather-
infant death (SUID). related drownings.

o Suicide in children, .
American Academy f L "ll
of Pediatrics

EIMICATED TO THE HEALTH OF ALL CHILORER®
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General Limitations

of Pediatric NFR-CRS

* CDR s not standardized across the U.S., and not all programs use the

Pediatric NFR-CRS.

* Pediatric NFR-CRS does not include all child deaths; only those

undergoing review.

— Can not compare to vital statistics data.

— Can not be used to calculate rates or temporal trends.
— Can not be assumed to be a representative sample.

* Data consistency, quality, and completeness varies across states and

jurisdictions.



Strengths

of Pediatric NFR-CRS

* Fatality review data provides valuable information not available
from any other single source.

e Pediatric NFR-CRS is nimble and adaptable to emerging issues.

* Data can be used to influence quality improvement.

* Data can be immediately used to identify emerging issues in a

community.




DEMONSTRATION

If Time Allows




National Center Office Hours

Upcoming 2025 Sessions

Date Topic
6/17/2025 Quality Assurance Practices
7/15/2025 Connecting Teams to Tribal Resources
8/19/2025 Meaningful Data Visualizations
9/16/2025 Reviewing Suicide Deaths
10/21/2025 Handling Conflicting Data
11/18/2025 Facilitating Difficult Conversations

Interactive Meetings: Designing Live Icebreaker

ez Dashboards

Visit
to register and view past sessions!
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JBE CONTACT INFORMATION

< > 2395 Jolly Rd., Suite 120 @ .
: : : : - -
Okemos, M| 48864 D Phone: 800-656-2434 info@ncfrp.or WwWw.ncfrp.or



mailto:info@ncfrp.org
http://www.website.org/
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