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An Unimaginable Heartbreak

SR G aiHealthy babies should not

many families experience a

death of an infant die before thelir first birthday

Despite decades of trying to

mesemeaieiat i oPredominantly in historically
ted Infant death . : . .
S eeRGll  marginalized communities




Today's Agenda

AWhy is Research Important?

AExploring Biological Mechanisms

AWhen research is done with communities, not on them
I Community-based approaches to infant safe sleep and breastfeeding
promotion: a qualitative study

I Engaging Diverse Stakeholders of Color to Reduce Black Infant Mortality:
Lessons Learned

AThe Future of SIDS Research
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Saving Lives

ASIDS remains one of the leading causes of death in infants under 1
year old. Each discovery about risk factors, protective factors, or
potential biological mechanisms has the potential to prevent
thousands of deaths each year.
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Uncovering Biological Mechanisms

ADespite decades of study, the exact causes of SIDS are still not fully
known. Research helps identify underlying vulnerabillities in infants,
such as:

AAbnormalities in brainstem function that affect breathing and
arousal.

AGenetic or physiological predispositions.

Alnteractions with environmental risks (e.g., unsafe sleep positions,
overheating, secondhand smoke).




Improving Public Health Guidance

Much of what we know about
safe sleepy like placing babies
on their backs, avoiding soft
bedding, and roomsharing
without bed-sharingy comes
from SIDS research. Continued
research ensures that public
health recommendations are
evidence-based and culturally
responsive, reducing
disparities in outcomes.




Improving Access and Outcomes for All Families

Black, American Indian/Alaska Native,
and families with lower incomes
experience higher rates of SIDS
compared to other groups. Research
helps identify systemic and structural
factors that contribute to these
differencesy such as access to care,
avallability of resources, and culturally
relevant education. These findings
iInform the development of strategies
that expand access, promote fairness,
and improve outcomes for all families.
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Supporting Families and Communities

Every SIDS case represents not only
the loss of a child but also profound
trauma for families. Research into
causes, prevention, and grief
support provides families with
answers, reduces stigma, and
promotes healing.




Shaping Policy and Funding Priorities

Evidence from SIDS research informs

policy decisions, hospital practices,
and community-based programs. It
also shapes how federal and
philanthropic dollars are invested In
maternal and child health.
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TECHNICAL REPORT

American Academy
of Pediatrics

DEDICATED TO THE HEALTH OF ALL CHILDREEN®

Evidence Base for 2022 Updated
Recommendations for a Safe Infant
Sleeping Environment to Reduce the
Risk of Sleep-Related Infant Deaths

Rachel ¥. Moon, MD, FAAP® Rebecca FE Carlin, MD, FAAR® Ivan Hand, MD, FAAP: and THE TASK FORCE ON SUDDEN INFANT

DEATH SYNDROME and THE COMMITTEE ON FETUS AND NEWBORN

Every year in the United States, approximately 3500 infants die of
sleep-related infant deaths, including sudden infant death syndrome (SIDS)
(International Statistical Classification of Diseases and Related Health
Froblems 10th Revision [ICD-10] R95), ill-defined deaths (ICD-10 R99), and
accidental suffocation and strangulation in bed (ICD-10 W75). After a
substantial decline in sleep-related deaths in the 1990s, the overall death
rate attributable to sleep-related infant deaths have remained stagnant since
2000, and disparities persist. The triple risk model proposes that SIDS
occurs when an infant with intrinsic vulnerability (often manifested by
impaired arousal, cardiorespiratory, and/or autonomic responses)
undergoes an exogenous trigger event [eg, exposure to an unsafe sleeping
environment) during a critical developmental period. The American
Academy of Pediatrics recommends a safe sleep environment to reduce the
risk of all sleep-related deaths. This includes supine positioning use of a
firm, noninclined sleep surface; room sharing without bed sharing; and
avoidance of soft bedding and overheating, Additional recommendations for
SIDS risk reduction include human milk feeding; avoidance of exposure to
nicotine, alcohol, marijuana, opioids, and illicit drugs; routine immunization;
and use of a pacifier. New recommendations are presented regarding
noninclined sleep surfaces, short-term emergency sleep locations, use of
cardboard boxes as a sleep location, bed sharing, substance use, home
cardiorespiratory monitors, and tummy time. In addition, additional
information to assist parents, physicians, and nonphysician dinicians in
assessing the risk of specific bed-sharing situations is included. The
recommendations and strength of evidence for each recommendation are
published in the accompanying policy statement, which is included in this
issue.
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When
research IS
done with
communities,
not on them,
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Parent Project:
NAPPSSIIN




This project was supported by the Health Resources and Services Administration (HRS
the U.S. Department of Health and Human Services (HHS) under grant numbéi7HRSA
094, National Action Partnership to Promote Safe Sleep Program, $4,998,565. This
iInformation or content and conclusions are those of the author and should not be
construed as the official position or policy of, nor should any endorsements be inferred
HRSA, HHS or the U.S. Government.
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National Action Partnership to Promote Safe Sleep
Improvement and Innovation Network (NAPPSS -IIN)

AProject aim: Increase infant caregiver adoption of safe infant sleep and o
breastfeeding practices as recommended by the American Academy of Pediatrics
(AAP) by empowering champions for these protective behaviors within systems

that serve families at risk.
ACollaborative aim: Work with community-level organizations to increase the
proportion of infants who:

I are placed to sleepon their backs in asafe sleep environment that follows the AAP
recommendations,

| areever breastfed , and
I continue to breastfeed atsix months,
I while addressing disparities in these outcomes byeography and race/ethnicity.
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Community
Listening
Session Methods




Concept

ANY WRUNY! G Wad6 JWGI YT I HKNNhbstHd dXs2riggiof G O 1J
community listening sessions to better understand the experiences of
community-level organizations and providers in promoting safe sleep and
breastfeeding

AResearch questions

I What areas do communltylevel organizations needsupport to meet thelr
HYOGO0eaURgqg! Kkt WUIWKT + Wel Ye Ul W ¢nidwt 61J1JG We

I Whattools orresources could assist community-level organizations In
Improving their work to promote safe sleep and breastfeeding among their client
populations?
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Published in BMC Public Health

Research article | Open Access | Published: 07 March 2023 R EAD TH E
Community-based approaches to infant safe sleep PUBLICATION

and breastfeeding promotion: a qualitative study

Meera Menon, Rebecca Huber , Dana D. West, Stacy Scott, Rebecca B. Russell & Scott D. Berns

BMC Public Health 23, Article number: 437 (2023) | Cite this article
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Abstract

Background

In the U.S., sudden unexpected infant deaths (SUID) due to accidental suffocation and
strangulation in bed (ASSB) are increasing, with disparities by race/ethnicity. While
breastfeeding is a protective factor against infant mortality, racial/ethnic disparities are

present in its uptake, and motivations to breastfeed are also often coupled with non-

recommended infant sleep practices that are associated with infant sleep deaths. Combining h ttp / / b It . Iy / A/ |V PJ U

infant safe sleep (ISS) and breastfeeding promotion on the community level presents
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opportunities to address racial/ethnic disparities and associated socioeconomic, cultural,
and psychosocial influences.




Design and Methods

AHermeneutic phenomenology with thematic analysis
AFour focus groups (n=18) conducted in March 2021
AAnalysis was conducted by a team of two analysts (Pooled>0.80)

AKey themes were identified and discussed iteratively by a team of
three

Braun & Clarke, 2006; Creswell, 2013: van Manen, 1990.
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Theme 1:
Education and Dissemination



Education and

Dissemination
Education Challenges

AAbsence of effective teaching guidance
Algnoring guidelines




ducation and

ISsemination
ducation Opportunities

Guidance on messaging and tone
Education standards




Education and Dissemination

Dissemination Challenges

mwa i JWU YT éddaeynvid cothrardatiots to talk with
families about this intersection between breastfeeding and safe
sleep. We see that they're often [taught] separatend parents
experience them together FOKOKO Ul Wt Y Wf Ws Ye G 1 UL
conversations that are less prescriptive, less, "Abstinence only, you
should do this," on both breastfeeding and safe sleep and more

nuanced. Be able to get down into theealities without being so...
Al D¢ HG! AWIf WNe 13t + KO
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Education and
Dissemination

Dissemination Opportunities

ANighttime decision making
ATranslated materials




Theme 2
Relationship Building and Support



Relationship Building
and Support

Client-Provider Relationship Building

Alndividualized attention
AProvider follow through
AVirtual




