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National Center Guidance

Using Fetal and Infant Mortality Review 
and Child Death Review to Inform Title V 
Programs on NPM 5: Safe Sleep

Introduction

Title V Programs around the country are involved in Child Death Review (CDR) and 
Fetal and Infant Mortality Review (FIMR) programs in a variety of ways. Title V uses 
information collected from CDR and FIMR to inform their work.

This document is intended to advise Title V programs how data collected from 
these reviews can inform state efforts, including the Title V needs assessments. 

Sudden Unexpected Infant Death’s (SUID) are a category of deaths in which a child dies 
suddenly and unexpectedly, prior to their first birthday, most frequently while sleeping. 
This category of deaths includes deaths attributable to sudden infant death syndrome 
(SIDS), accidental suffocation or strangulation in bed (ASSB), and deaths of unknown 
cause. Together, these three categories are often called “sleep-related deaths.” 

Sudden Unexpected Infant Death (SUID)
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Overview of Fetal and Infant Mortality Review and Child Death Review

Every year in the United States, almost 37,000 infants and children die before their 18th 
birthday. The death of a child is a profound loss to a family and community, bringing unjust 
suffering and the pain of unfulfilled promises. Understandably, when a community is affected 
by a child’s death, it wants answers and a deep understanding of how and why the child died. 
These answers can help communities have a clearer understanding of underlying risk factors 
and inequities that they may not identify otherwise, focusing on systems-level factors in 
communities and states that impact the broadest possible population.

TITLE V AND
FATALITY REVIEW

This document will focus on how fetal, infant, and 
child fatality reviews can help Title V programs 
understand and prevent sleep-related infant deaths.

Fatality review processes enable states and communities to generate that deep understanding, 
identify underlying risk and protective factors, and create meaningful change and safer 
communities. Fetal and Infant Mortality Review teams review cases of fetal and infant deaths 
through the first year of life. Child Death Review programs often review cases of children 
from birth through age 18. Though case selection criteria may differ between fatality review 
programs or teams, both CDR and FIMR pay special attention to sudden unexpected infant 
deaths, or SUIDs.
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Fetal and Infant Mortality Review

Fetal and Infant Mortality Review is an evidence-based process to examine and prevent  
fetal and infant deaths. 

It is a community-owned, action-oriented process to improve service systems and 
resources for women, infants, and families. FIMR offers the community a warning system 
that highlights prevalent risks and effects of social services and healthcare systems changes 
and can be a method for implementing continuous quality improvement (CQI) around those 
systems. It also allows communities to conduct the essential public health functions of 
needs assessment, quality assurance, and policy development at the local level. 

FIMR is conducted in a two-tiered model. The FIMR process brings multidisciplinary 
community groups together to examine de-identified infant and fetal death cases using a 
Case Review Team to review individual cases and a Community Action Team to implement 
recommendations based on the reviews. 

The Case Review Team is composed of health, social service, public health, and other 
experts. This team examines an abstracted case summary, identifies risk factors, collects 
data, and makes recommendations for community change where indicated. The Community 
Action Team is comprised of community leaders representing government, consumers, 
key institutions, and health and human service organizations. This team acts to implement 
recommended systems improvements based on findings from reviews.
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Cycle of Improvement
FIMR is Continuous Quality Improvement

Data Gathering

Information is collected from a variety of 
sources, including family/parental interview, 
medical records, pre-natal care, home visits, 
WIC, and other social services.

Changes in Community Systems

As the physical, health care, and 
social environment for childbearing 
families improves, outcomes, over 
time, will be better.

Case Review

The multidisciplinary Case Review 
Team reviews the case to identify 
barriers to care and trends in service 
delivery and ideas to improve policies 
and services that affect families.

Community Action

The Community Action team receives 
the recommendations from the review 
team and is charged with developing 
and implementing plans leading to 
positive change within the community.
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FIMR's objectives are to:

Examine and identify the significant health, social, economic, cultural, environmental, 
safety, and education systems’ factors associated with fetal and infant mortality 
through review of individual cases.

Give voice to families’ experiences.

Identify barriers to care and trends in service delivery, suggesting ideas to improve 
policies and services that affect families.

Plan a series of interventions and policies that address these factors to improve 
services systems and community resources. 

Participate in the implementation of community-based interventions and policies. 

Assess the progress of the community-based interventions.
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In 2018, there were 174 local FIMR programs operating in the United States, Puerto 
Rico, and the Commonwealth of the Northern Mariana Islands (CNMI). Over 80 percent 
of FIMR teams are coordinated by state or local health departments. Others are led 
by hospitals, Federally Qualified Health Centers (FQHCs), and Healthy Start programs. 
To see if there is a FIMR program in your state or community, or to identify a program 
coordinator, click here to access the FIMR map (URL: https://www.ncfrp.org/fimr-map/).

Child Death Review

There are over 1,350 Child Death Review (CDR) teams in all 50 states, the District of 
Columbia, Guam, and within some Native American tribes. CDR teams can operate at  
the state, regional, county, or city level. Each state has an identified CDR coordinator.  
To find your state’s coordinator, click here to access the CDR map (URL: https://www.
ncfrp.org/cdr-map/).

CHILD DEATH
REVIEW

The purpose of CDR is that a comprehensive and multidisciplinary 
review of child deaths will lead to a better understanding of how 
and why children die. These findings are used to catalyze action  
to prevent other deaths, ultimately improving the health and  
safety of communities, families, and children. 

CDR teams are comprised of multidisciplinary members including law enforcement, 
child protective services, prosecutors, medical examiners or coroners, public health 
professionals, and pediatricians. Teams may choose to add additional members 
depending on the type of review being conducted, the landscape of the community, or 
relevant legislation. Team members must be willing to have open, honest, cooperative 
relationships and dialogue. They must also be willing to advocate for change in order to 
prevent future deaths.

https://www.ncfrp.org/fimr-map/
https://www.ncfrp.org/fimr-map/
https://www.ncfrp.org/cdr-map/
https://www.ncfrp.org/cdr-map/
https://www.ncfrp.org/cdr-map/
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About the National Center

The National Center for Fatality Review and Prevention (National Center) is the technical 
support and data center serving Child Death Review (CDR) and Fetal and Infant Mortality 
Review (FIMR) programs across the country. Funded by the Maternal and Child Health 
Bureau at the Health Resources and Services Administration, the National Center offers a 
wide variety of technical assistance services that are available via site visits, virtual meetings, 
email, and phone.

The National Center is funded by the Health Resources and Services 
Administration to:

1
Provide technical assistance, training, and assistance with strategic planning to  
help support teams to develop, implement, and sustain prevention-focused fatality 
review processes.

2
Maintain the National Fatality Review-Case Reporting System (NFR-CRS), a database 
for fatality review teams to enter data related to the circumstances of the individual 
deaths they review.

3
Offer consultation to coordinate with other reviews, including domestic violence,  
serious injury, maternal mortality, elder/vulnerable adult fatality reviews, Citizen  
Review Panels, and collaboration between FIMR and CDR, and others.

4 Support for the network of fatality review program leaders.

5 Provide resources such as a listserv, website, written guidance documents,  
webinars, and training modules. 

6
Build partnerships at the state and local level to move CDR and FIMR review  
findings into recommendations and actions that will improve agency systems  
and prevent deaths. 
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Data Collection

The National Center aligns with several MCHB priorities and performance 
measures such as:

Healthy 
Pregnancy

Child and Infant 
Mortality

Injury Prevention Safe Sleep

Data Collection

The National Fatality Review-Case Reporting System (NFR-CRS) is the free, web-based  
data system available to CDR and FIMR teams. The system allows users to enter data from  
case reviews, summarize findings, review team recommendations, access and download  
data, and create standardized data reports. A data use agreement must be completed with  
the National Center in order to participate with the NFR-CRS. The data belong to the  
states entering the data, and states must agree to have their aggregated, de-identified data  
included in any research activities. 
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The reporting of these findings can help:

• Local teams gain support for local interventions.

• State teams review local findings to identify trends and major risk factors 
to develop recommendations and action plans for state policy, program, 
and practice improvements.

• State teams compare review findings with vital records and other sources 
of mortality data to identify gaps in the reporting of deaths.

• State and local teams use the findings as a quality assurance tool for 
their review processes and local service delivery systems.

• Local teams and states use the reports to demonstrate the effectiveness 
of their reviews and advocate for funding and support for their program.

• National groups use state and local findings for national policy and 
practice changes.

When data from a series or cluster of case reviews are analyzed over time, 
significant risk factors or patterns in infant and child fatalities can be identified.

Depending on the state, data are collected at the local and/or state level. Data can be 
analyzed to better identify comprehensive risk and protective factors associated with 
deaths. As of the publication of this guidance in January 2021, 48 states contribute 
either CDR and/or FIMR data to the NFR-CRS. There are more than 230,000 
individual cases in the NFR-CRS. Fatality review findings complements state and local 
population-based fetal, infant, child, and maternal mortality data and can be one of 
the multiple data sources used to inform the needs assessment process for Title V. 

Fatality review data is a rich source of information to inform programs, prevention, 
and policy. Data requests from researchers can be submitted to the National Center’s 
Data Dissemination Committee. Learn more about NFR-CRS by visiting the data page 
on the NCFRP website (URL: https://www.ncfrp.org/data/).

https://www.ncfrp.org/data/
https://www.ncfrp.org/data/
https://www.ncfrp.org/data/
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Current Title V Engagement

FIMR programs often sit within Title V maternal child health programs, are  
funded by them, or collaborate closely with them at both the local and state levels.

The rich information gathered in fatality review provides a deeper level of detail than is 
typically available through other sources, complementing data such as vital records and 
other administrative data.

According to the 2018 summary of FIMR programs:

129 local FIMR teams were led by state or local health departments

16 state FIMR programs were led by health departments

119 local FIMR teams reported formal coordination with their 
Title V Maternal and Child Health Block Grant Program
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FIMR is not always funded or led by Title V, but regardless of how the state health 
department is structured, authentic collaboration can occur in a variety of ways. 

1
In states where FIMR is based outside of state or local health departments, 
collaboration can focus on resources, staff participation in reviews, or shared 
prevention activities.

2
In communities where FIMR’s administrative home lies outside of local or  
state government, FIMR findings, data, and recommendations can be shared  
to inform program development, prevention planning, and maternal and infant 
health initiatives.  

3
Depending on the timeline for case review, FIMR teams can provide more timely 
access to data to allow for the early identification of systems challenges, gaps,  
barriers, and trends.

4
In states with active Perinatal Quality Collaboratives (PQCs), FIMR can help 
identify health care processes that need to be improved and work together  
with PQCs to enhance the quality of care for mothers and babies.
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Title V Testimonial

The ability to explore the details of infant deaths with a team of experts informs a targeted 
prevention strategy. This very difficult work acknowledges the intense loss and provides for 
hope in prevention future deaths of this very valuable population. 

Jennifer Folliard, MPH, RDN, Maternal and Child Health Director
Office of Children and Family Services, South Dakota Department of Health

Title V programs are engaged in CDR in a variety of ways including, acting 
as a lead agency or administering programs at the state and/or local level, 
providing funding, and supporting or advancing prevention recommendations. 
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According to the 2018 Summary of CDR programs1, the following Title V 
engagement was noted:

29 teams were led by the state health department 

48 states reported coordinating with the state Title V program

41 states fund CDR at the state level

11 states allow Title V funds to be used at the local level 

As noted above, CDR is not always funded or led by Title V. States that have a joint home for 
CDR and Title V do not always have the most robust collaboration. Regardless of how the 
state health department is structured, meaningful, authentic collaboration between CDR and 
Title V can occur.

For example:

1
In states where CDR is based outside of the state health departments, including in 
child welfare agencies or the judicial arm of the state government, the collaboration 
can focus on resources, including funding, staff participation in review, or shared 
prevention activities. 

2 Some CDR programs have an administrative home outside of state government. CDR 
data, findings, and recommendations are shared to inform programs and prevention.

3 Depending on the timeline for case review, CDR teams can provide more timely access 
to data. This allows for the early identification of systems challenges and trends.

Title V programs are well-positioned to act on findings and recommendations generated from CDR. 
See page 19 for a detailed description of how CDR and FIMR can add value to Title V. To identify a 
state's CDR programs and coordinators, view the CDR map (URL: https://www.ncfrp.org/cdr-map/).

1 The National Center for Fatality Review and Prevention. Keeping Kids Alive: Child Death Review  
in the United States, 2018. Michigan Public Health Institute, 2020.

https://www.ncfrp.org/cdr-map/
https://www.ncfrp.org/cdr-map/
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Overview of the Problem

National Data

While the number of overall SUID rate declined in the early 1990’s, there are  
still approximately 3,500 sleep-related infant deaths annually in the United States.2

According to the Centers for Disease Control and Prevention (CDC), sudden infant death 
syndrome, or SIDS, is the fourth leading cause of death for children under one year of age 
in the US.3 SIDS is one of several ways that sleep-related infant deaths are categorized. 
For the purposes of vital statistics reporting, these all fit into a broad category of sudden 
unexpected infant deaths (SUID) that includes any infant deaths identified as being caused 
by SIDS (ICD9/10: 795.0/R95); accidental suffocation or strangulation in bed, or ASSB (ICD 
9/10: E913/W75); and death of unknown cause (ICD 9/10: 799.9/R99)4.5 Changes in how 
these deaths are investigated and reported, sometimes referred to as a diagnostic shift, have 
resulted in decreases in SIDS and increases in reported cases of ASSB and unknown deaths.

Sudden Unexpected Infant Death (SUID)

Sudden 
Infant Death 

Syndrome 
(SIDS)

Accidental 
Suffocation or 

Strangulation in 
Bed (ASSB)

Death of 
Unknown 

Cause

2 Safe Sleep for Babies. US Centers for Disease Control and Prevention, 2018.  
https://www.cdc.gov/vitalsigns/safesleep/index.html. 

3 Infant Mortality. US Centers for Disease Control and Prevention, 2020.  
https://www.cdc.gov/reproductivehealth/maternalinfanthealth/infantmortality.htm. 

4 Shapiro-Mendoza CK, Parks S, Lambert AE, et al. The Epidemiology of Sudden Infant Death Syndrome and  
Sudden Unexpected Infant Deaths: Diagnostic Shift and other Temporal Changes. In: Duncan JR, Byard RW, editors.  
SIDS Sudden Infant and Early Childhood Death: The Past, the Present and the Future. Adelaide (AU): University  
of Adelaide Press; 2018 May. Chapter 13. Available from: https://www.ncbi.nlm.nih.gov/books/NBK513373/.

5 Matthews, T.J., MacDorman, M.F., Thoma, M.E.. Infant Mortality Statistics From the 2013  
Period Linked Birth/Infant Death Data Set. Centers for Disease Control and Prevention, National Vital  
Statistics Reports, 64(9), August 6, 2015. https://www.cdc.gov/nchs/data/nvsr/nvsr64/nvsr64_09.pdf.

https://www.cdc.gov/vitalsigns/safesleep/index.html
https://www.cdc.gov/reproductivehealth/maternalinfanthealth/infantmortality.htm
https://www.ncbi.nlm.nih.gov/books/NBK513373/
https://www.cdc.gov/nchs/data/nvsr/nvsr64/nvsr64_09.pdf
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It is common for states to use data from the Pregnancy Risk Assessment Monitoring System 
(PRAMS) to examine behaviors related to infant sleep place and position. Vital statistics data 
from death certificates is typically used to examine, analyze, and understand the burden and 
causes of death. Standardizing death reporting has proved challenging in SUID cases, as cause  
of death determinations have varied significantly between jurisdictions—even between counties  
in the same state.

How Fatality Review Adds Value to the Understanding of Infant Sleep 
Practice and Risk

Context

Death certificates provide information on how children die as well as helpful demographic 
information to help inform program intervention and planning, but they do not explain 
why children die. Fatality review teams gather rich contextual information, including risk 
and protective factors surrounding the deaths of children, providing this understanding of 
why children are dying. Understanding these contexts more effectively has increased the 
understanding of the types of factors that increase SUID risk, and how public health  
programs can more effectively intervene to reduce sleep-related infant deaths.
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According to the American Academy of Pediatrics, the following contextual factors can affect 
SUID risk.6 

Table 1. Factors that decrease and increase SUID risk

Decrease SUID Risk Increase SUID Risk

Supine sleep (laying on the back) Side sleeping or laying prone (on the front)

Firm sleep surface Soft sleep surface

Sleeping in a crib, bassinet, portable crib, 
or play yard that conforms to Consumer 
Product Safety Commission Standards  
(safe sleep space)

Sleeping in unapproved sleep environments 
like adult beds, couches or chairs, inflatable 
mattresses, or other locations

Breastfeeding Loose bedding

Sleeping in a safe sleep space, without 
anything else in the space

Sleeping with soft objects like pillows, quilts, 
comforters, or sheepskins

Sleeping in the parent’s room—but not their 
bed—for at least the first 6 months of life

Routinely sleeping in sitting devices like car 
seats, strollers, swings, and infant carriers

Routine prenatal care Preterm birth

Pacifier use Smoke exposure—either in utero or second-
hand

6 SIDS and other Sleep-Related Infant Deaths: Updated 2016 Recommendations for a Safe Infant Sleeping Environment. Task 
Force on Sudden Infant Death Syndrome. Pediatrics, November 2016, 138 (5) e20162938; DOI: 10.1542/peds.2016-2938.
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Data

Fatality review teams collect comprehensive information on the deceased child, the family, 
the incident, and the investigation. Specifically, there are detailed data collected around infant 
sleep environments and circumstances, including system-level findings that illustrate gaps or 
needs for improvement in service delivery systems and social service programs. These important 
observations equip infant safe sleep partners to make meaningful recommendations to inform 
and improve those systems and programs. 

Some of the information specific to sleep-related infant deaths that is collected through fatality 
review includes:

Incident sleep place

How child was placed to sleep

How child was found

Usual sleep positions

Presence/absence of a safe sleep space

Whether the child overheated 

Exposure to second-hand smoke

Position of the child’s airway

Presence of and type of any airway 
obstruction

Whether the child was sharing the 
sleep surface with others

Whether parents had stable housing

To further explore the variables CDR and FIMR teams collect related to sleep-related infant 
deaths, review the National Fatality Review-Case Reporting System Case Report Forms.

• FIMR form (URL: https://www.ncfrp.org/wp-content/uploads/NCRPCD-Docs/
CDR_CRS_v5-1.pdf)

• CDR form (URL: https://www.ncfrp.org/wp-content/uploads/NCRPCD-Docs/
CDR_CRS_v5-1.pdf)

https://www.ncfrp.org/wp-content/uploads/NCRPCD-Docs/CDR_CRS_v5-1.pdf
https://www.ncfrp.org/wp-content/uploads/NCRPCD-Docs/CDR_CRS_v5-1.pdf
https://www.ncfrp.org/wp-content/uploads/NCRPCD-Docs/CDR_CRS_v5-1.pdf
https://www.ncfrp.org/wp-content/uploads/NCRPCD-Docs/CDR_CRS_v5-1.pdf
https://www.ncfrp.org/wp-content/uploads/NCRPCD-Docs/CDR_CRS_v5-1.pdf
https://www.ncfrp.org/wp-content/uploads/NCRPCD-Docs/CDR_CRS_v5-1.pdf
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In addition to these specific data elements, fatality review teams have access to 30 standardized 
reports through the NFR-CRS. They allow teams to analyze their fatality review data by clicking 
a few buttons. The following standardized reports will aid in understanding the factors at play in 
sleep-related infant deaths.

#19, Sleep-Related Death Demographics

#20, Sleep-Related Deaths by Cause

#21, Airway Obstruction in Sleep-Related Deaths

#22, Factors Involved in Sleep-Related Deaths

#23, Sleep-Related Deaths by Acts that Caused or Contributed to Death

National Fatality Review-Case Reporting System

Between 2004 and 2017, 26,059 sleep-related infant deaths were entered  
into the NFR-CRS, contributed by 41 states from CDR reviews.

Despite this variation, fatality review programs have been able to examine these cases 
in a standardized way, identifying common risk factors across these deaths, and allowing 
deep understanding of the contextual factors contributing to SUIDs. The following data 
are summarized from the NFR-CRS, and unless otherwise noted, they exclude instances 
where there were missing or unknown data elements.
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Characteristics of the Infant

Of these infant deaths, 86% occurred in the first 5 months of life. The median age across 
all 26,059 cases was 87 days. One-fifth were low birth weight infants, weighing less than 
5 lb. 8 oz. at birth, and one-quarter of the infants were preterm, or born prior to the 37th 
week of pregnancy. Three-quarters of the infants were covered by Medicaid insurance.

Figure 1. Sleep-Related Infant Deaths by Race, NFR-CRS, 2004-2017

33%

8%
4%

55%

White Black Other Missing
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Figure 2. Sleep-Related Infant Deaths by Age, NFR-CRS, 2004-2017

50

45

40

35

30

25

20

15

10

5

0

31%

19%

37%

8%
6%

Birth through 1 month 2-3 months 4-5 months

6 or 7 months 8 through 11 months



Page 25

Figure 3. Sleep-Related Infant Deaths by Gestational Age, NFR-CRS-2004-2017

22% 20%

59%

Preterm Full term Missing

An infant is preterm if born before 37 weeks gestation. An infant is full term if born at or after 37 
weeks gestation.
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Incident Details

Half of the deaths (50%) occurred in an adult bed, while almost one-quarter (23%) 
occurred in a crib or bassinet. Most of the infants (56%) were surface sharing with 
another person or pet at the time of the incident. Fifteen percent of the infants were 
found in a new or different sleeping environment than they were used to. Almost two-
thirds (58%) of people responsible to be supervising the infants were not impaired at the 
time of the incident, while this information was missing in 27% of case summaries. 

Sleeping positions among these infants varied, but they were most likely to be found on 
their stomachs (36%), followed by their backs (28%), and finally, their sides (12%).  These 
data were missing in 23% of case summaries.

In 58% of deaths, objects were identified in the sleep space with the infants, increasing 
risk. Of those, the objects most frequently found in the sleep environment were other 
people or soft bedding, including blankets, pillows, and comforters. Infants who died in 
sleep environments were likelier to be sharing their sleep surface with at least one adult, 
child, or pet.
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Figure 4. Surface-Sharing in Sleep-Related Infant Deaths, NFR-CRS, 2004-2017

16%

56%

29%

Sharing a sleep surface with at least one adult, child, or pet

Not sharing a sleep surface

Missing



Page 28

Figure 5. Position Infant Found in Sleep-Related Infant Death, NFR-CRS, 2004-2017
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Infants who died in sleep environments were most likely to be found prone, or on their stomachs.
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Figure 6. New or Different Sleep Environment in Sleep-Related Infant Deaths, 
NFR-CRS, 2004-2017

28%

57%

15%

Child was in new or different sleep environment at the time of the incident

Child was in a typical environment at the time of the incident

Missing

Most infants who died from SUID were sleeping in a typical environment for them.
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Figure 7. Incident Sleep Place, Sleep-Related Infant Deaths, NFR-CRS, 2004-2017

Other Missing

Adult bed, waterbed, or futon Crib or bassinet

Couch, chair, or futon

13%

50%

23%

4%

11%

Half of the infants died in an adult bed, waterbed, or futon. Almost a quarter were in a crib  
or bassinet.
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Figure 8. Supervisor Impairment in Sleep-Related Infant Death, NFR-CRS, 2004-2017

16%

58%

27%

Supervisor was impaired Supervisor was not impaired Missing

Most individuals supervising the infants at the time of death were not impaired by drugs, alcohol, 
illness, disability, or distractions.
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Investigation and Community Response

Manner of death varied across death certificates, with a little over a third of cases being 
identified as injuries (35%) and undetermined causes (36%), and quarter (25%) of cases 
being identified as medical causes. Variability in manner of death reporting across similar 
cases can sometimes lead fatality review teams to recommend training or enhanced death 
scene investigations, including the use of standardized tools like the Sudden Unexpected 
Infant Death Investigation Reporting Form (URL: https://www.cdc.gov/sids/SUIDRF.htm). 

The deaths were most likely to be classified as undetermined or injuries.

Figure 9. Official Cause of Death, Sleep-Related Infant Deaths, NFR-CRS, 2004-2017
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Injury Medical Undetermined whether injury or medical

Unknown Cause Missing

https://www.cdc.gov/sids/SUIDRF.htm
https://www.cdc.gov/sids/SUIDRF.htm
https://www.cdc.gov/sids/SUIDRF.htm
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Racial and Socioeconomic Disparities

Fatality review teams obtain information to provide context on the death of an infant, 
child, or adolescent. Social factors such as geography, access to education, experience 
with discrimination, trauma (including historical trauma), and access to physical and 
behavioral healthcare can contribute to premature mortality. Residential, educational, 
and occupational segregation impacts access to high-quality education, employment 
opportunities, healthy foods and physical and behavioral health care. Combined, these 
structural inequities have long lasting health impacts including adverse birth outcomes, 
infant mortality, as well as high rates of homicide, gun violence, and motor vehicle deaths.

There are noted disparities in the sleep-related infant death data, both at the population 
level, and in the NFR-CRS data. Male infants account for 58% of the sleep-related infant 
death cases in the NFR-CRS, and while Black infants represent 15% of annual births in 
the US7, and 27% of the overall cases in the NFR-CRS, they represent 33% of sleep-
related infant deaths reviewed by fatality review teams. Finally, three-quarters of these 
infants were covered by income-qualified Medicaid insurance.

7 Total births by race in the United States, 2020. Kids Count Data Center, Annie E. Casey Foundation. 
https://datacenter.kidscount.org/data/tables/6038-total-births-by-race#detailed/1/any/fal
se/37,871,870,573,869,36,868,867,133,38/3,2,1,4,13/12703,12704.

https://datacenter.kidscount.org/data/tables/6038-total-births-by-race#detailed/1/any/false/37,871,870,573,869,36,868,867,133,38/3,2,1,4,13/12703,12704
https://datacenter.kidscount.org/data/tables/6038-total-births-by-race#detailed/1/any/false/37,871,870,573,869,36,868,867,133,38/3,2,1,4,13/12703,12704
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Figure 10. Sleep-Related Infant Deaths by Race, NFR-CRS, 2004-2017

4%

55%27%

8%

White Black Missing (including multi-racial) Missing/Unknown



Page 36

While insurance type has frequently been missing from case summaries, it is often used as 
a proxy variable to assess socioeconomic status, as Medicaid has income guidelines. While 
this information is missing in 44% of cases, when it is known, 74% of the children were on 
Medicaid insurance alone, indicating a notable socioeconomic disparity in these outcomes. 

Figure 11. Sleep-Related Infant Deaths by Infant’s Insurance Type, NFR-CRS, 2004-2017
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SUID Case Registry

Acknowledging the unique challenges in understanding SUID deaths and the unique 
capacity for this work to be done in the context of fatality review, the CDC initiated 
the Sudden Unexpected Infant Death (SUID) Case Registry in 2009. Through this 
effort the CDC provides competitive awards to states or jurisdictions to support 
enhanced CDR of 100% of sleep-related infant deaths in the funded areas. In 2018, 
22 CDR states/jurisdictions were funded by CDC through cooperative agreements. 
Through a collaboration with the National Institutes of Health (NIH), 13 of these 
awardees were also funded to participate in the Sudden Death in the Young (SDY) 
expanded component. Under these agreements, states or jurisdictions use the NFR-
CRS and existing CDR programs as the foundation for reporting 100% of their SUID or 
SUID and SDY deaths into the Case Registry, providing population-level surveillance 
for those participating. For more information, visit the SUID and SDY Case Registry 
(URL: https://www.cdc.gov/sides/case-registry.htm).

https://www.cdc.gov/sids/case-registry.htm
https://www.cdc.gov/sids/case-registry.htm
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Health Disparities

Fatality review teams can play an important role in illuminating disparities and identifying 
populations at the greatest risk for poor outcomes. However, case review should never 
become a context in which to place blame on community agencies or individual providers, 
and teams should not place blame on families or parents for the loss of their children. FIMR 
and CDR teams can look at cases from a systems level to identify opportunities to reduce 
or eliminate systematic oppression. The context of fatality review is an excellent venue to 
provide meaningful training on implicit bias, social determinants of health, and health equity, 
allowing a broad reach in terms of agency representation.

Fatality reviews provide a unique look into the social-environmental context of how 
communities function. CDR and FIMR teams, with their in-depth analysis of systems 
issues, gaps in care, impacts of Adverse Childhood Experiences, birth equity, and social 
determinants of health, are uniquely situated to understand factors that influence risk 
and can help inform interventions. These data can be captured in the National Fatality 
Review-Case Reporting System. 

View resources from the National Center and CDR and FIMR teams on health 
disparities here (URL: https://www.ncfrp.org/center-resources/written-products/).

https://www.ncfrp.org/center-resources/written-products/
https://www.ncfrp.org/center-resources/written-products/
https://www.ncfrp.org/center-resources/written-products/


Page 39

Community Engagement & Partnerships

This broad reach is possible because of the broad, diverse, and committed multi-agency 
membership fatality review teams enjoy. At its core, fatality review leads to community 
engagement by bringing together a wide array of partners. The process of fatality review is 
community engagement. Though caregivers themselves rarely participate in case reviews,  
they play a vital role in prevention. Through fatality review, agencies who do not typically 
work together begin to build or enhance relationships, translating to systems working  
together more effectively.

Prevention

The most effective prevention work is data-driven, multidisciplinary, and situated in the 
community context. This is what makes fatality review an ideal catalyst for meaningful 
prevention action. Not only does the broad group of stakeholder participants add value to 
prevention work, the unique data collected provide an additional layer of understanding of how 
and why these infants die. Fatality review teams can be leveraged to gain an understanding of 
how systems work together, common risk factors related to the deaths, and current agency 
practices related to capacity building for infant safe sleep practice. While some differences 
exist between the way CDR and FIMR teams approach prevention work, both are plugged into 
communities in a way that provides a broad audience to help disseminate messages, identify 
challenges, and problem solve solutions.

In addition to collecting information on the risk and protective factors in these deaths, the 
NFR-CRS also provides opportunities to document and track what prevention interventions 
or initiatives were developed because of the case review findings. FIMR and CDR teams are 
encouraged to document these activities in the Prevention Outcomes section of the NFR-CRS.
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Success Stories

MONTANA

Montana

In Montana, the Yellowstone County Public Health Department in Billings consistently 
selects Title V Maternal & Child Health Block Grant National Performance Measure 
(NPM) 5. The focus is infant safe sleep. Montana takes a unique approach to fatality 
review, employing local Fetal, Infant, Child, & Maternal Mortality Review (FICMMR) 
Teams, across the state. Yellowstone County’s FICMMR, which is managed by the health 
department, provides insights into underlying risk factors that drive unsafe sleep deaths. 
FICMMR also provides the health department education on the way identified factors, 
including the social determinants of health, contribute to increased risk for sleep-related 
infant deaths. The county’s broad infant safe sleep prevention efforts work across a 
variety of avenues.  The goal is to access, engage, and educate pregnant women, parents, 
and caregivers on infant safe sleep best practices to reduce infant deaths. 

Yellowstone utilizes their WIC program to deliver safe sleep education to their 
communities, and also partners with: Kids First Foster Care; the Children’s Clinic; two 
local hospitals; and, the First Year Initiative. The county FICMMR team has conducted 
one-on-one educational opportunities at local health fairs, incorporating crib displays and 
pre- and post-tests to assess learning. 

To address safe sleep at the systems level, information on infant safe sleep and the 
dangers of co-sleeping are provided to all home visiting clients.  This effort uses Charlie's 
Kids Foundation evidenced-based materials. To evaluate program effectiveness, the 
health department measures the percent of home visiting clients who receive safe 
sleep guidance and the percent of clients in compliance with safe sleep guidance.  This 
is measured by self-report or with a random sample of clients. In the most recent 
evaluation, 89.5% of clients received safe sleep guidance, and 79% of clients were 
following safe sleep recommendations.
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WISCONSIN

Wisconsin

To help address the issue of sleep-related infant death, Sleep Baby Safe was created 
through a partnership between Children’s Health Alliance of Wisconsin (Alliance) and 
the Wisconsin Department of Health Services. This work is part of the Title V objectives, 
which has supported the program's development, implementation, and growth. A key 
focus of the collaboration between the Alliance and DHS is the importance of consistent 
teaching, messaging, and support to families. 

Additionally, Sleep Baby Safe is the identified, accepted, and relied upon safe infant 
sleep curriculum for many Wisconsin-based organizations. When the program was 
created, the goal was for professionals from various disciplines to provide a consistent 
message to families and promote the ABCs of safe sleep. In Wisconsin, the Department 
of Children and Families has mandated safe sleep training for all home visitors; Sleep 
Baby Safe is one of the approved curricula and a highly recommended resource. 
Children’s Wisconsin uses Sleep Baby Safe to train all of their home visitors. The Sleep 
Baby Safe training is approved by the Childcare Registry, allowing childcare providers to 
receive continuing education credits for completing the training. 

The Alliance provides training and technical assistance to CDR and FIMR teams 
throughout Wisconsin. As a result, the Sleep Baby Safe curriculum is widely distributed 
to and through fatality review teams.
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Summary

Fatality review processes are positioned in states and jurisdictions to provide uniquely 
informative data to Title V programs relevant to infant safe sleep. In addition to identifying 
risk factors in fatality cases and highlighting prevention opportunities, CDR and FIMR can 
reveal the root causes for behaviors that increase risk, as well as catalysts for behaviors that 
decrease risk. This understanding can equip Title V programs to craft effective interventions 
and shape programs that are responsive to underlying needs in the communities they serve, 
decreasing SUID risk from a systems level. The National Center welcomes the opportunity 
to connect Title V staff to state fatality review professionals. For more information on CDR 
or FIMR, or to identify your state fatality review personnel, visit the National Center website 
(URL: www.ncfrp.org) or email the National Center for Fatality Review and Prevention  
(Email: info@ncfrp.org).

Prevention Resources
Prevention Resources:

• National Action Partnership to Promote Safe Sleep Improvement and Innovation 
Network (NAPPSS-IIN) (URL: https://www.nichq.org/project/national-action-
partnership-promote-safe-sleep-improvement-and-innovation-network-nappss)  
is an initiative to make infant safe sleep and breastfeeding the national norm by 
aligning stakeholders to test safety bundles in multiple care settings to improve the 
likelihood that infant caregivers and families receive consistent, evidence-based 
instruction about safe sleep and breastfeeding.

Helping Babies Sleep Safely, Centers for Disease Control and Prevention (URL: 
https://www.cdc.gov/reproductivehealth/features/baby-safe-sleep/index.html) 
provides information and resources that support the implementation of the  
American Academy of Pediatrics recommendations for infant safe sleep.

Safe to Sleep, National Institutes of Health (URL: https://safetosleep.nichd.nih.gov/) 
builds on the successes of the Back to Sleep campaign to address sleep-related  
causes of infant death and spreads safe sleep messages to communities.

The SIDS Center of New Jersey (URL: https://rwjms.rutgers.edu/departments/
pediatrics/divisions/sids-center/about-the-center/overview)

Cribs for Kids (URL: https://cribsforkids.org/)

• 

• 

• 

• 

http://
http://
https://www.nichq.org/project/national-action-partnership-promote-safe-sleep-improvement-and-innovation-network-nappss
https://www.nichq.org/project/national-action-partnership-promote-safe-sleep-improvement-and-innovation-network-nappss
http://
https://www.cdc.gov/reproductivehealth/features/baby-safe-sleep/index.html
http://
https://safetosleep.nichd.nih.gov/
http://
https://rwjms.rutgers.edu/departments/pediatrics/divisions/sids-center/about-the-center/overview
https://rwjms.rutgers.edu/departments/pediatrics/divisions/sids-center/about-the-center/overview
http://
https://cribsforkids.org/
https://www.ncfrp.org/
http://www.ncfrp.org
mailto:info%40ncfrp.org?subject=
mailto:info%40ncfrp.org?subject=
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