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Prioritizing Personal Wellbeing

Considerations for Fatality Review Convenings

The content of today’s meeting may include information about individual or 

aggregate fetal, infant, or child deaths. This may evoke strong feelings or other 

distress. Please prioritize your own wellbeing during this meeting, even if you need 

to step away from the meeting. Contact the Suicide & Crisis Lifeline at 988 via 

phone or text for additional support.



• This webinar is being recorded and will be available on the 

National Center’s webpage  (URL: www.ncfrp.org). 

• Participants are muted. Use the question-and-answer box ask 

questions.

• Contact the National Center (email: info@ncfrp.org) for any 

tech problems. 

HOUSEKEEPING 
Before we get started 

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


EVALUATION 
https://www.surveymonkey.com/r/32BRMMX

https://www.surveymonkey.com/r/32BRMMX
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HRSA’S VISION FOR THE NATIONAL CENTER

Improving Systems of Care and 
Outcomes for Mothers, Infants, 
Children, and Families

Assist state and community programs in:

• Understanding how CDR and FIMR reviews can be used to address issues 

related to adverse maternal, infant, child, and adolescent outcomes 

• Improving the quality and effectiveness of CDR/FIMR processes 

• Increasing the availability and use of data to inform prevention efforts 

and for national dissemination



Agenda

At the end of this presentation, attendees will have increased knowledge about

SUID DEFINITION 

The number of infants who 
die each year in the United 

States due to SUID 

TREATMENT PROVIDERS

The role of treatment providers 

as important partners in 

reducing SUID

RESOURCES

The breadth of resources 

available to support safe sleep 

efforts
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DEFINING SUID
The Need for More Information than Available on Death Certificates



Centers for Disease Control and Prevention
National Center for Chronic Disease Prevention and Health Promotion

Sudden Unexpected Infant Death and Safe Sleep
Alexa B Erck Lambert, MPH

National Center for Fatality Review and Prevention Webinar 
Safe Sleep: Partnering with Treatment Providers



 CDC’s SUID and SDY Case Registry 

 Sudden Unexpected Infant Death 

 Safe Sleep

 Risk Factors for Suffocation and Unexplained 
Causes of Infant Death



 CDC’s SUID and SDY Case Registry 

 Sudden Unexpected Infant Death 

 Safe Sleep

 Risk Factors for Suffocation and Unexplained 
Causes of Infant Death



Use data to inform  
prevention 

activities and 
reduce infant and 
child death rates

14

Improve data quality 
and consistency

Understand and monitor trends 
and characteristics associated 

with SUID and SDY

Identify factors that may affect 
risk

Improve death investigations

Conduct population-
based SUID and SDY 

surveillance

SUID and SDY Case Registry Goals 
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Current SUID and SDY Case Registry Awardee, 2023-2028 



The SUID and SDY Case Registry is built on existing Child Death 
Review programs which are supported by the National Center 

for Fatality Review and Prevention 

16



Multidisciplinary Child Death Review Teams 
review and compile information on SUID and 
SDY cases, including data from multiple 
sources such as: 

 Death certificates

 Autopsies

 Death scene investigations
 Law enforcement reports

 Child protective services records

 Medical records

17



Information about SUID and 
SDY cases shared at Child 

Death Review Team 
meetings is entered into the 

National Fatality Review-
Case Reporting System 

which houses the SUID and 
SDY Case Registry data

18



Child Death Review and SDY 
Advanced Review Teams categorize 

cases using Case Registry 
classification algorithms

19Parks SE, Erck Lambert AB, Hauck FR, Cottengim CR, Faulkner M, Shapiro-Mendoza CK. Explaining Sudden Unexpected Infant Deaths, 
2011-2017. Pediatrics. 2021 May;147(5):e2020035873. doi: 10.1542/peds.2020-035873. PMID: 33906930; PMCID: PMC8132195.



 CDC’s SUID and SDY Case Registry 

 Sudden Unexpected Infant Death 

 Safe Sleep

 Risk Factors for Suffocation and Unexplained 
Causes of Infant Death



3,400 deaths occur each year in the U.S.
• Deaths of infants less than 1 year old 

• Often occur during sleep or in a sleep environment

SUID includes:
• Sudden Infant Death Syndrome (SIDS)
• Accidental suffocation and strangulation in bed
• Undetermined causes

21

Sudden Unexpected Infant Death (SUID)

SOURCE: CDC/NCHS, National Vital Statistics System, Mortality Files.
SUID includes ICD10 codes R95, R99 and W75.
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SUID Rate, US, 1990-2021

SOURCE: CDC/NCHS, National Vital Statistics System, Mortality Files.
SUID includes ICD10 codes R95, R99 and W75.



Asian/Pacific 
Islander

Hispanic

Non-Hispanic White

Non-Hispanic Black

American Indian/Alaska Native

SU
ID

 p
er

 1
00

,0
00

 L
iv

e 
Bi

rt
hs

Year of Death
23

Racial and Ethnic Disparities Exist and Persist in SUID

SOURCE: CDC/NCHS, National Vital Statistics System, Mortality Files.
SUID includes ICD10 codes R95, R99 and W75.

0

50

100

150

200

250

300

2017 2018 2019 2020 2021

Non-Hispanic Asian

Hispanic

Non-Hispanic White

Non-Hispanic American 
Indian or Alaska Native

Non-Hispanic Black

Non-Hispanic Native Hawaiian 
or Other Pacific Islander



SUID Rates Vary Widely By State, 2016-2020

24Data and Statistics for SIDS and SUID | CDC

https://www.cdc.gov/sids/data.htm
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SOURCE: SUID and SDY Case Registry, 2010-2020 25



58% of SUID cases were male

42% of SUID cases were female

SOURCE: SUID and SDY Case Registry, 2010-2020 26
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9%

13%

37%

40%

8%

18%

17%

58%

Other

Hispanic

Non-Hispanic Black

Non-Hispanic White

Births

SUID

Infant Race and Ethnicity

2% missing or unknown among SUID
Births represent the same years and jurisdictions as the SUID Case Registry - United States Department of Health and Human Services (US DHHS), Centers for Disease Control and 
Prevention (CDC), National Center for Health Statistics (NCHS), Division of Vital Statistics, Natality public-use data 2007-2020, on CDC WONDER Online Database



Two thirds of infants were publicly insured 
(e.g., Medicaid) 

28



 CDC’s SUID and SDY Case Registry 

 Sudden Unexpected Infant Death 

 Safe Sleep

 Risk Factors for Suffocation and Unexplained 
Causes of Infant Death



30What Does a Safe Sleep Environment Look Like ? (nih.gov)

https://www.nichd.nih.gov/sites/default/files/2023-07/NICHD_STS%20AIAN%20Handout_final%207.6.2023.pdf


31What Does a Safe Sleep Environment Look Like ? (nih.gov)

https://www.nichd.nih.gov/sites/default/files/2023-07/NICHD_STS%20AIAN%20Handout_final%207.6.2023.pdf


32What Does a Safe Sleep Environment Look Like ? (nih.gov)

https://www.nichd.nih.gov/sites/default/files/2023-07/NICHD_STS%20AIAN%20Handout_final%207.6.2023.pdf


33What Does a Safe Sleep Environment Look Like ? (nih.gov)

https://www.nichd.nih.gov/sites/default/files/2023-07/NICHD_STS%20AIAN%20Handout_final%207.6.2023.pdf


34What Does a Safe Sleep Environment Look Like ? (nih.gov)

https://www.nichd.nih.gov/sites/default/files/2023-07/NICHD_STS%20AIAN%20Handout_final%207.6.2023.pdf


35What Does a Safe Sleep Environment Look Like ? (nih.gov)

https://www.nichd.nih.gov/sites/default/files/2023-07/NICHD_STS%20AIAN%20Handout_final%207.6.2023.pdf


36What Does a Safe Sleep Environment Look Like ? (nih.gov)

https://www.nichd.nih.gov/sites/default/files/2023-07/NICHD_STS%20AIAN%20Handout_final%207.6.2023.pdf


37What Does a Safe Sleep Environment Look Like ? (nih.gov)

https://www.nichd.nih.gov/sites/default/files/2023-07/NICHD_STS%20AIAN%20Handout_final%207.6.2023.pdf
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SUID Rate, US, 1990-2021

SOURCE: CDC/NCHS, National Vital Statistics System, Mortality Files.
SUID includes ICD10 codes R95, R99 and W75.
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*Data for placing infants on their back to sleep is from 4 data sources: PRAMS 2016 data-unpublished; www.cdc.gov/prams/pramstat/pdfs/mch- indicators/PRAMS-All-Sites-2012-2015-
508.pdf; Colson ER, Rybin D, Smith LA, et al. Archives of Pediatric and Adolescent Medicine 2009;163:1122–8; and Colson ER, Geller NL, Heeren T, et al. Pediatrics 2017; 140 (3) e20170596
SOURCE: CDC/NCHS, National Vital Statistics System, Mortality Files. SUID includes ICD10 codes R95, R99 and W75.
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Percentage Placed on Back to Sleep

*Percent of Mothers 
Reporting Placing Infants on 

Their Back to Sleep 

SUID and the Percentage 
of Infants Placed on 
their Back to Sleep 

SUID Rate

AAP Recommends infant sleep on their backs

Black to Sleep campaign launched 
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35% of SUID were found 
on their backs

SOURCE: SUID and SDY Case Registry, 2010-2020 40



21% of SUID were 
found in a crib, 
portable crib or 

bassinet
SOURCE: SUID and SDY Case Registry, 2010-2020 41



Infant Sleep Place When Found

4% missing or unknown
Other includes floor and infant seats. Adult bed includes water beds and futons.

12%

11%

21%

52%

Other

Chair/Couch

Crib or Bassinet

Adult Bed

SOURCE: SUID and SDY Case Registry, 2010-2020 42



56% of SUID were sharing a 
sleep surface with an adult, 

another child or a pet 
when found 

SOURCE: SUID and SDY Case Registry, 2010-2020 43



 CDC’s SUID and SDY Case Registry 

 Sudden Unexpected Infant Death 

 Safe Sleep

 Risk Factors for Suffocation and Unexplained 
Causes of Infant Death



Centers for Disease Control and Prevention
National Center for Chronic Disease Prevention and Health Promotion

Risk Factors for Suffocation and Unexplained Causes 
of Infant Death—United States 2016–2017

— Division of Reproductive Health

Sharyn E. Parks, PhD, MPH

Commander, United States Public Health Service

Study Co-authors:

Carla L. DeSisto, PhD, MPH 
Katherine Kortsmit, PhD, MPH  
Jennifer M. Bombard, MSPH
Carrie K Shapiro-Mendoza, PhD, MPH 

DISCLAIMER: The opinions expressed in this presentation are the author’s own and do not reflect the view of the Centers for Disease 
Control and Prevention, the Department of Health and Human Services, or the United States government



Used population-based case-control study design 
and CDC surveillance data from 2016-2017

SUID Cases 

Sudden Unexpected 
Infant Death and 

Sudden Death in the 
Young Case Registry

Liveborn Infant Controls 

Pregnancy Risk 
Assessment Monitoring 

System

Study Overview

46



 CDC’s Classification system 
allowed the  examination of 
Unexplained death (including 
SIDS) separate from Suffocation

 Risk factors for Unexplained 
death, including SIDS, are also 
risk factors for Suffocation 
except for non-approved sleep 
surface

MAGNITUDE OF RISK 

Sleep-Related Risk 
Factors

Sleep-
related 
Suffocation

Unexplained 
death

Non-Supine 
Position 1.9X 1.6X

Soft Bedding 16.3X 5.0X
Non-Approved 
Sleep Surface 3.9X No 

Association
Not Room Sharing 
with Caregiver 18.7X 7.6X

Surface Sharing 2.5X 2.1X

Summary

47
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Carri Cottengim, Sharyn Parks Brown, Carrie Shapiro-Mendoza, 
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For more information, contact CDC
1-800-CDC-INFO (232-4636)
TTY:  1-888-232-6348    www.cdc.gov

The findings and conclusions in this report are those of the authors and do not necessarily represent the 
official position of the Centers for Disease Control and Prevention.

Alexa Erck
xwp5@cdc.gov

Thank You



PARTNERING FOR PREVENTION
SUID-Reducing Infant Care Practices Among Opioid-Exposed Newborns



SUID-Reducing Infant Care Practices 
Among Opioid-Exposed Newborns

Tierney Morrison MD
Instructor in Pediatrics, Harvard Medical School 

Boston Children’s Hospital 

 National Center Webinar
October 12, 2023
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Objectives
• Increase your knowledge about the number of infants who 

die in sleep environments and identify prevention 
opportunities.

• Provide resources for encouraging infant safe sleep and 
problem-solving strategies for parents/caregivers.

• Encourage OTPs to discuss safe sleep with their patients.

53



Background
• Sudden Unexpected Infant Death (SUID)

– Leading cause of infant mortality
– 3,700 infant deaths annually 
– Rates are stagnant 

54
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SUID-Reducing Sleep Practices

Safe Infant Sleep | Iowa Department of Health and Human Services

https://hhs.iowa.gov/child-welfare/safe-sleep


56

Prenatal Smoke Exposure | SiOWfa13: Science in Our World (psu.edu)

Three Reasons Why You Should Never Leave Your Baby in a Car Seat (checkupnewsroom.com)

Do Babies Need Crib Bumpers, and Are They Safe? – Nursery & Kid’s Room Décor 
Ideas | My Sleepy Monkey

Why Tummy Sleeping is Normal, Natural and Necessary | Regarding Parents (wordpress.com)

https://sites.psu.edu/siowfa13/2013/12/05/prenatal-smoke-exposure/
https://www.checkupnewsroom.com/three-reasons-why-you-should-never-leave-your-baby-in-a-car-seat/
https://www.mysleepymonkey.com/baby-crib-bumpers/
https://www.mysleepymonkey.com/baby-crib-bumpers/
https://regardingparents.wordpress.com/2013/07/03/tummy-sleeping-is-natural/


Review of Research Findings 

• American SIDS Institute Grant (PI Margaret Parker, MD)

• SUID-Reducing Infant Care Practices Among Opioid-
Exposed Newborns

• Sleeping, feeding, smoking 

57



Brief Background
• Exponential increase in births to opioid-exposed infants

• Disproportionate numbers of SUID deaths among infants 
with prenatal opioid exposure
– E.g. ~40% of SUID in MA from 2011-2015 occurred in infants 

with opioid exposure

58



Mother-Infant Dyads with Opioid Exposure are Not 
the Same as those without Opioid Exposure

SLEEP
• Infants have impaired sleep regulation, irritability and tone
• Non-pharmacologic hospital care to prevent neonatal opioid withdrawal 

syndrome (NOWS)
– Continuous rooming-in
– Swaddling
– Skin-to-skin care

59



Unique Experiences of Mothers with OUD
BREASTFEEDING
• Associated with decreased rates of pharmacologic treatment, 

shorter birth hospitalization

• Breastfeeding substantially lower in this population

• Mixed or changing messages about breastfeeding eligibility

• Difficulty latching and/or need fortification with formula

60



Unique Experiences of Mothers with OUD

CIGARETTE SMOKING
• Smoking is highly prevalent (>70%) compared to the 

general population (5-10%)

61



Summary
• Experiences of mothers and infants with opioid exposure 

are different than the general population

• Must consider the unique experiences of mothers with 
OUD

• Overarching goal to understand decision making among 
mothers with OUD to inform larger research studies

62



Specific Aims

• Qualitative:  Understand maternal decision-making 
regarding infant sleep practices, feeding practices and 
smoking cessation and barriers and facilitators

63



Qualitative Methods
• 23 in-depth interviews with mothers with OUD

• Recruited from Boston Medical Center, Washington 
University, Mass General Hospital, Baystate Medical 
Center, and a residential treatment facility in Boston

• Eligibility:
– Term infant 1-6 months old
– Mother with OUD and infant exposed to opioids
– Mother caring for infant in the home

64



Qualitative Methods 

• Question guide based on Theory of Planned Behavior, a 
framework to understanding decision-making in health behaviors

• Inquired about sleeping, feeding, and smoking practices

• Iterative approach to coding and theme development

65



Qualitative Results 

66



Sleep Practice Results Highlights

Morrison et al. Journal of Perinatology 2023

Themes Quotes

Attitudes
Mothers chose sleep practices that optimized infant 
comfort, well-being and sleep duration

“Oh he really likes sleeping [on] his stomach.  He 
finds it really comfortable. It’s the only way that he 
will sleep without needing to be swaddled”

Perceived Control
Mothers engaged in behaviors that they believed 
mitigated infant withdrawal symptoms, thereby 
facilitating sleep

“There has been a time or two she needed to be up 
against me because she was having gas”



Morrison et al. Journal of Perinatology 2023

Themes Quotes
Perceived control
Mothers living in residential treatment facilities described a 
lack of autonomy regarding decision-making toward infant 
sleep practices

“I did it [bed-sharing] like twice, maybe three times, but I 
wasn’t really co-sleeping [bed-sharing] with her. I was up 
and she was like laying on my bed but they still consider 
that co-sleeping [bed-sharing] just in case you doze off or 
something and the baby rolls over and falls off or, you 
know? I think it’s pretty dumb, but hey, they’re rules.” 

“I had so many co-sleeping [bed-sharing] incidents, they 
[residential home staff] did file a 51A [a report for child 
abuse or neglect] with DCF [child protective services].”

Self-efficacy
Maternal exhaustion and stress impacted their ability to 
consistently practice safe infant sleep and access 
supports; managing one’s recovery was a major source of 
stress

“I had to develop a schedule for him and get him into his 
schedule because I was still responsible for going to 
groups here at the program [the residential treatment 
program]. So, I had to get him to get on my schedule 
otherwise I was exhausted from being up all night.” 

“My husband suffers from addiction and he…wasn’t doing 
well so I was like solo here. Trying to cope with this 
[helping baby sleep].”



Sleep Practice Result Highlights

Morrison et al. Journal of Perinatology 2023

Themes Quotes

Subjective Norms
Mothers observed and received conflicting messages 
about infant sleep from hospital staff, friends and family

Comments on variation of safe sleep adherence by 
staff (e.g. head of bed up)

”I have to keep his bed high at the top. Because ever 
since he was in the hospital, he’s had his bed high up 
at the head because of gas or he was spitting up.” 



Notable Differences in Infant Sleep 
Decision Making for Dyads with Opioid 

Exposure
• Infant:  

– NOWS make it difficult to perform safe 
sleep

• Mother: 
– Experience of recovery
– Lack of social supports
– External rules



Feeding Practice Results Highlights
Themes Quotes

Attitudes
Attitudes about the perceived healthfulness and safety of 
breastfeeding drove decisions

“[My baby] obviously will receive whatever 
I'm eating or drinking. So, I'd rather be safe 
than sorry”

Perceived Control
Multiple challenges made breastfeeding difficult and led to 
early cessation

“I would have been able to breastfeed 
efficiently if he wasn’t in withdrawal.” 

Standish et al. Breastfeeding Medicine 2023



Feeding Practice Results Highlights
Themes Quotes

Self-efficacy
Mothers weighed the efforts to maintain their own 
well-being, recovery and health against their ability to 
keep up with constant demands of breastfeeding

“I just couldn't wake up in the middle of the night and 
pump anymore… for my own well-being, like my 
mental health, what was healthy for me, I couldn't do 
that.” 

Self-efficacy
Sense of empowerment and motivation to breastfeed

“I hadn’t done it before, and I wanted to have that 
experience.” 

Subjective Norms
Mothers received an array of advice from healthcare 
providers, family, friends, and social media

Different degrees of trust in the sources of advice

“The doctor would tell me no, that there was no issue 
with that, but I still felt deep down inside that there 
was, so I stopped [breastfeeding] and I started giving 
her just the bottle.” 

Standish et al. Breastfeeding Medicine 2023



Notable Differences in Infant Feeding Decision 
Making for Dyads with Opioid Exposure

• Infant:  
– NOWS make it difficult to establish breastfeeding

• Mother: 
– Experience of recovery
– Lack of social supports
– Varied advice



Smoking Cessation Result Highlights
Themes Quotes
Attitudes
Mothers believed smoke exposure was harmful to 
their infants and worsened infant withdrawal

“Unfortunately [my son] did go through a bad 
withdrawal. I think…if I wasn’t a smoker, … then I 
don’t think his withdrawal would have been as 
bad.” 

Perceived Control
Mothers used risk mitigation strategies to reduce 
harmful effects; sometimes these decisions were 
made by mothers and sometimes by external rules

Many comments about details to reduce smoke 
exposure (behaviors, cut down, etc); also comments 
from residential treatment facilities

“They [residential treatment program] don’t allow 
us to smoke in the building...everything’s outside.” 

Wanar et al. Journal of Substance Abuse and Addiction Treatment; 2023



Smoking Cessation Result Highlights
Themes Quotes

Self-efficacy
Mothers motivated to quit or reduce smoking to 
promote health of infants

“I smoked throughout my pregnancy. But the day I 
had my daughter was the day I quit smoking” 

Self-efficacy
Mothers continued to smoke because they viewed 
dealing with the stressors of caregiving and 
recovery as a higher priority than quitting smoking

“Quitting smoking can be very stressful and having 
a baby is stressful. Being in recovery can get 
stressful. Putting all three of those together, I’m only 
a year and four months in recovery. I don’t want to 
put all those [stressors] together and end up setting 
myself up [to relapse] … [I] don’t want to risk 
anything, even something little like trying to quit 
smoking”

Wanar et al. Journal of Substance Abuse and Addiction Treatment; 2023



• Infant:
– Belief about smoking and influence on infant withdrawal

• Mother: 
– Experience of recovery and other co-morbid conditions
– Lack of social support
– External rules
– Exposure to other smokers

Notable Differences in Smoking Decision 
Making for Dyads with Opioid Exposure



Strengths and Limitations

• Examination of SUID-reducing practices in a unique 
population

• Perspectives may be limited 



Conclusions

• Education (re withdrawal), consistent messaging

• Development of more robust peer support programs

• Open dialogue between healthcare team members and 
mothers about safe sleep 
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Questions?
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RESOURCES
Celebrating More First Birthdays



The National Center for Fatality Review and Prevention

Child Death Scene Investigation Learning Series
• Chapter 1: Overview of Investigations

• Chapter 2: Introduction to Interviewing and Doll Reenactments

• Chapter 3: Interviewing

• Chapter 4: Doll Reenactments

• Chapter 5: Safe Sleep 101

• Chapter 6: First Responders and Maintaining the Scene

• Chapter 7: Role of a Multi-Agency Response

• Chapter 8: Implementation and Process Improvements

• Chapter 9: Incorporating a Health Equity Lens

• Chapter 10: Self-Care for Investigators and Responders



Children’s Safety Network

Publications, Infographics, Webinars, Blogs, and Other Resources



American Academy of Pediatrics

Sudden Unexpected Infant Death Prevention Program



Safe to Sleep Campaign 

Eunice Kennedy Shriver National Institute of Child Health and Development



“Was it Really Pneumonia?” Challenging 
Sudden Unexplained Infant Death (SUID) Cases

Wednesday, October 25, 2023
1:00-2:00 PM ET

This webinar will focus on the unique challenges of 
reviewing sleep-related infant deaths when pneumonia is 

listed as the cause of death.
Register here.

Upcoming Webinars 

From the National Center 

https://us02web.zoom.us/webinar/register/WN_ItWMxnUBQKq6pgawEJmYDw


QUESTIONS

USE THE QUESTION-AND-ANSWER BOX
The box is located at the bottom of the screen. All unanswered questions will be answered and 

posted on the National Center’s website (URL: 

www.ncfrp.org). 

UNANSWERED QUESTIONS

What Additional Information Would Be Helpful?

http://www.ncfrp.org/


EVALUATION 
https://www.surveymonkey.com/r/32BRMMX

https://www.surveymonkey.com/r/32BRMMX


CONTACT INFORMATION

2395 Jolly Rd., Suite 120
Okemos, MI 48864 Phone:  800-656-2434 info@ncfrp.org www.ncfrp.org

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