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Presentation Objectives

At the conclusion of this presentation, participants should be able
to:

e Explain HRSA's role in supporting infant fatality reviews.

e |dentify how the National Center for Fatality Review and
Prevention's partners nationally to achieve priorities

e Distinguish the different approaches of the infant review teams

e Recognize the opportunities provided by the Case Reporting
System.
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HRSA / MCHB support of infant fatality
reviews

e Division of Healthy Start and Perinatal Services funded the
National Fetal and Infant Mortality program since 1990 to
provide training and technical support for Fetal Infant Mortality
Review (FIMR) programs nationwide.

 Division of Child Adolescent and Family Health funded a Child
Death Review (CDR) national Center since 2002 to provide
training and technical support and create and host a web-based
reporting system for state and local CDR teams, which was
expanded to FIMR programs in 2018.

e |n 2018, both the FIMR and CDR Resource Center cooperative
agreements were awarded to the Michigan Public Health

Institute.
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National Center for Fatality Review and
Prevention (NCFRP) Objectives

e Provide technical assistance and training to CDR teams and
FIMR programs.

 Maintain and support a web-based CDR and FIMR Case
Reporting system to support standardized data collection.

e Disseminate information and findings from these reviews.

e Facilitate translation of team recommendations into action and
practice.

e Ultimate goal: Prevent fetal, infant, child, and adolescent
deaths.
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CDR and FIMR fatality reviews

FIMR Reviews

Fetal
Deaths/Stillbirths

Birth- 1 year old 0 — 20 years old

CDR Reviews
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Child Death Review

An engaged, multidisciplinary community, telling a child’s story,
one child at a time, to better understand the circumstances that
contribute to a child’s death and identify pre-existing
vulnerabilities- in order to identify how to interrupt this pathway for
other children

Local Team: Case
Selection

Il

Teams bring
records to review

Il

Case Review

Il

State .
Local Action for Recommendations Advisory iﬁ::yA;tr:’crt'izzr
Policy, Practice, and Data Entry into ) oard if ) ntion
Prevention National CDR-CRS
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Why CDR?

e Examine the circumstances surrounding that child’s
life and death to identify mitigatable circumstances

* Provides insight into gaps in services, systems, and
modifiable risk factors not obtained from
administrative surveillance systems.

e Focus is on improving systems and prevention of
deaths; not culpability.

e Review findings can be used to improve agency
practices/policies/services and for primary
prevention
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CDR Today

e ~1,350 local and state teams in all 50
states and DC, Department of Defense,

CDR Report Form

National Fatality Review

Guam and Some trlbeS Case Reporting System
e Most teams are voluntary, limited G
funding
e Standardized case reporting form el

* Free, web-based case reporting system
(with ~106,000 infant deaths)

e Best practice is to review all deaths but
__some focus on unexpected deaths.
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Information collected in CDR-
circumstances surrounding the death

e Child, family, supervisor and perpetrator demographics
and community information.

* |nvestigation actions (including autopsy information).
e Services accessed or needed.
e Specific risk factors related to the specific cause of death.

e Recommendations made by teams for, and actions taken,
to prevent deaths

e Factors affecting the quality of case review.
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CDR Team Members include

e Physician e Hospital
e Other health providers e EMS
e Public health e Mental Health
e Medical examiner/ e Military
coroner * Prosecutor/ District
e Law enforcement Attorney
e CPS e Education
e Other social services e Others
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Fetal and Infant Mortality Review

e A warning system that can describe effects of health care
systems change.

A method for implementing continuous quality
iImprovement .

e A means to implement needs assessment, quality
assurance and policy development which are essential
public health functions, at the local level.
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The FIMR Process

A multidisciplinary,
community team examines
a fetal or infant death case

that is:
e Comprehensive
e De-identified
e Confidential

* Giving voice to mothers’
experiences (maternal
Interview)

* Includes a Community
e, Action Team
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The Maternal Interview in FIMR

e Provides insight into the
mother’s experience
before, during, and after
pregnancy.

e Tells the story of
mothers’ encounters
with local service
systems.

e About half of FIMR
reviews do this
interview.
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The FIMR Process

Surveillance

e Death notification
e Monitoring

Case Review Team (CRT)

e Abstract records
e Interview family

e De-identified case
summary

mm Community Action

Root Cause

e Multidisciplinary
Review

e |dentify systems
issues/gaps

e Make
recommendations

Preventative Action

e Community
Action Team (CAT)

e Prioritizes and
implements
recommendations
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Role of the Case Review Team (CRT)

* Review cases
e Sentinel events
e Trends
* |Incidental findings
e Present and contributing factors

e Develop initial recommendations
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The Case Review Team

e Reviews the story: What happened to this baby and family
from the time his/her mother got pregnant until the time of
death?

e |dentifies the issues: Were there clinical, community or
health system factors that contributed to the death?

* Makes recommendations: Provides recommendations to
professional groups and local Community Action Teams.
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Role of the Community Action Team (CAT)

e Develop new and creative solutions to improve services and
resources for families from the recommendations made by
the case review team.

 Enhance the credibility and visibility of issues related to
women, infants, and families within the broader community
by informing the community about the need for these
actions through presentations, media events, and written
reports.
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Role of the CAT, continued

e Work with the community to implement interventions to
improve services and resources.

e Determine if the needs of the community are changing over
time and decide which interventions should be added or
altered to meet them.

e Safeguard successful systems changes initiated by FIMR that
have been implemented from being discontinued in the
future.
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FIMR today

 FIMR has a presence in 28
states, DC, Puerto Rico, and
Commonwealth of the
Northern Mariana Islands

e ~181 local programs

e Tribes plan and participate in
FIMR in Wisconsin and
Wyoming

e |nter-Tribal Council of
Michigan has its own FIMR
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181 FIMR Programs in the US and Affiliated Islands

. Maine
Washlngton pF
b
rmor

) R New

” -~ g Hampshire
’ Massachusetts
Oregon ¢ =
=
axo@a 7 Island
T YA
DC-1

North
Carolina

South
Carolina

Georgia

S

Puerto Rico —1, Commonwealth of the
Northern Mariana Islands (CNMI) - 1 éHRSA
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FIMR Team composition

« Medical Expertise  Human Service Providers
* E.g. OB, Peds, Pathology, ED, e Child Welfare Agencies
FP, Psychiatry  Mental Health
e Other Health Care * Substance Abuse
Providers e Public Health
* Nurses * Medicaid/Health Plans
e Social Workers e WIC
e Discharge Planning e Family Planning

e Home Care & Home Visiting

* Emergency Medical
Personnel

Medical Examiners

e Community Health Leaders
e Advocacy Groups
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Components of effective infant death
reviews

e Clear purpose
e Are coordinated and comprehensive

* Includes key partners who share a common
vision and are committed to prevention

 |dentify and analyze the risk factors
contributing to the deaths

 |dentify agency practices and policies and
gaps in community systems and services

e Make effective recommendations that can
lead to Prevention- Actions implemented to
improve systems and care
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Sentinel and emerging issues

e Opioid related deaths
e Tribal reviews

Zika-Related Fatalities

e Using FIMR Methodology to review other
MCH Sentinel Events

e Review of births impacted by Zika
(including non fatalities)

e Review of mother to child
transmission of HIV

Review of Congenital Syphilis
FIMR — Fetal Alcohol Syndrome
o, ® Pre-term/low birth weight births
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CDR and FIMR Data Collection-Case
Reporting System (CRS)

e Web-based CRS available free to CDR and FIMR teams
e Also used by CDC SUID registry and NIH- SDY Registry

e To systematically collect, analyze and report comprehensive
fatality review data on the deaths of each child.
e Total number of deaths in CDR CRS: 200,906*

e |[nfant deaths: 106,900
e SUID deaths: 32,402

* Researcher database
e 128,768 cases of which 69,677 (54%) are infants
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CDR States using the NFR-CRS
November 2019

. Use NFR-CRS n=45

Do Not Use NFR-CRS
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FIMR States Using the NFR-CRS
November 2019
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NCFRP Case Reporting System Data

* Information on the data
form and data system is
available at:
https://www.ncfrp.org/reso

urces/national-cdr-case-
reporting-system/
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Saving Lives Together

Quick-Looks

Please feel free to share our Quick-Looks

CHILD ABUSE AND NEGLECT
Infants & Children, Ages 4 & Under

Suick-Laak
Macional Fotslin: Redsw Case Repartihig Systam ER-CRE)

FIRE-RELATED DEATHS
Infants, Children, & Young Adults

Lick-Look Published
e October 2018

OPIOID-RELATED DEATHS
Children and Teens, Ages 10-17

QUICK-LOOK Published
Cluila Death Review Case Reporting System {COR-CRS) Novermber 2017

The National Center for
Fatality Review and
Prevention collects
opioid-related
information in COR-CRS.
Simce 2004, there have
been o5 oploid-related
deaths of children and
teens. age= 10 to 17
< I
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https://www.ncfrp.org/resources/national-cdr-case-reporting-system/

Select Publications using CDR-CRS Data

Sleep Environment Risks for Younger and

. Clder Infants

Chil mnaléreatment death in the LS, National Child Deathy — (ff)
Review Case Repoming Sysem®

= | P e, TROL M. CovitgiEn

TECHNICAL REPORT

-
American Academy
of Pedisrics

SIDS and Other Sleep-Related Infant
Deaths: Evidence Base for 2016
Updated Recommendations for a
Safe Infant Sleeping Environment

he JOURNAL | |
of PEDIATRICS : e

Articles and Issues ~  Collections ~  For Authors ~  For Readers ~  Jo

[t Infant Deatrs: Seep Ena

[ I —

= Presaous Amicle Articles in Press

Characteristics of Infant Deaths during Sleep While Under
Nonparenlal Supervision

Elena Lagon, B3, Hacheld Y_Moon, MD, Julfrey [} Coban, MO, JD

Paediatric suicide in the USA: analysis of the
National Child Death Case Reposting System
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Select CDR Infant Death Data

Percent CDR Infant Deaths with Select Risk Factor
Source: CDR CRS, Researcher Database

50

43
40
30 26
20
10 6
0 -
LBW Preterm  Multiple Birth Mother Maternal No PNC Had PNC at
smoked medical month 5 or
complicaitons later
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SUID Characteristics — CDR CRS

Source: CDR Researcher Database

e Race/ethnicity: 55% White, 32% AA, 4% multi-racial, <1% other
e Gender: 58% male
e LBW: 16%

* Found location: 22% crib/ basinet, 50% adult bed, 12% chair or
couch

* Found position: 27% back, 28% stomach, 12% side, 24%
unknown

* 58% sleeping on same surface as another person or an animal
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Drug exposed and Opiates

Source: CDR Researcher Database

e ~3% infants were born (illicit) drug exposed and less than 1%
reported the mother had heavy alcohol use during the pregnancy

e Drug exposed- Increased from 1.8% in 2005 to 4.3% in 2015

e For the 216 infants in the researcher database with poisoning as
cause of death:

* 19% checked prescription pain killer (opiate)
e 8% checked methadone
* 1% other and specified opiates (e.g heroin)
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For more information

National Center for Fatality Review and
Prevention i

https://www.ncfrp.org/
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https://www.ncfrp.org/

Questions ?
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Contact Information

Diane Pilkey RN MPH M. Sonsy Fermin, MSW, LCSW
Senior Nurse Consultant Senior Public Health Analyst
Maternal and Child Health Bureau Maternal and Child Health Bureau
(MCHB) (MCHB)

Health Resources and Services Health Resources and Services
Administration (HRSA) Administration (HRSA)

Email: dpilkey@hrsa.gov Email: mfermin@hrsa.gov

Phone: 301-443-8927 Phone: 301-443-1504

Web: mchb.hrsa.gov Web: mchb.hrsa.gov
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[Z0 Connect with HRSA

— [0 learn more about our agency, Visit
www.HRSA.gov

@ Sign up for the HRSA eNews

FOLLOW US: @ @ @
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http://www.hrsa.gov/
https://public.govdelivery.com/accounts/USHHSHRSA/subscriber/new?qsp=HRSA-subscribe
https://www.facebook.com/HRSAgov/
https://twitter.com/HRSAgov
https://www.linkedin.com/company/1159357/
https://www.youtube.com/user/HRSAtube
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