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An Unimaginable Heartbreak

ωHealthy babies should not 
die before their first birthday

Every day, across the country, 
many families experience a 

death of an infant

ωPredominantly in historically 
marginalized communities

Despite decades of trying to 
reduce the number of sudden 

unexpected infant deaths 
(SUID), they still persist 



ÅWhy is Research Important?
ÅExploring Biological Mechanisms 
ÅWhen research is done with communities, not on them
ïCommunity-based approaches to infant safe sleep and  breastfeeding 

promotion: a qualitative study
ïEngaging Diverse Stakeholders of Color to Reduce Black Infant Mortality: 

Lessons Learned

ÅThe Future of SIDS Research 

Today's Agenda



Why is 
Research 

Important?



ÅSIDS 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.

Saving Lives



ÅDespite decades of study, the exact causes of SIDS are still not fully 
known. Research helps identify underlying vulnerabilities in infants, 
such as:
ÅAbnormalities in brainstem function that affect breathing and 

arousal.
ÅGenetic or physiological predispositions.
ÅInteractions with environmental risks (e.g., unsafe sleep positions, 

overheating, secondhand smoke).

Uncovering Biological Mechanisms



Improving Public Health Guidance
Much of what we know about 
safe sleepуlike placing babies 
on their backs, avoiding soft 
bedding, and room-sharing 
without bed-sharingуcomes 
from SIDS research. Continued 
research ensures that public 
health recommendations are 
evidence-based and culturally 
responsive, reducing 
disparities in outcomes.



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 
differencesуsuch as access to care, 
availability of resources, and culturally 
relevant education. These findings 
inform the development of strategies 
that expand access, promote fairness, 
and improve outcomes for all families.

Improving Access and Outcomes for All Families



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.

Supporting Families and Communities



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.



Exploring 
Biological 
Mechanism
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National Action Partnership to Promote Safe Sleep 
Improvement and Innovation Network (NAPPSS -IIN)

ÅProject aim: Increase infant caregiver adoption of safe infant sleep and 
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.
ÅCollaborative aim: Work with community-level organizations to increase the 

proportion of infants who: 
ïare placed to sleep on their backs in a safe sleep environment that follows the AAP 

recommendations, 
ïare ever breastfed , and 
ïcontinue to breastfeed at six months,
ïwhile addressing disparities in these outcomes by geography and race/ethnicity.



Community 
Listening 

Session Methods 



ÅÑŸШŔŰŉŸƖůШƣőĲШƓƖŸŢĲĦƣќƚШĬĲƻĲũŸƓůĲŰƣЯШ  ÂÂÉÉ-IIN hosted a series of 
community listening sessions to better understand the experiences of 
community-level organizations and providers in promoting safe sleep and 
breastfeeding
ÅResearch questions
ïWhat areas do community-level organizations need support  to meet their 
ĦŸůůƨŰŔƣǃќƚШŰĲĲĬƚШċƖŸƨŰĬШƚċŉĲШƚũĲĲƓШċŰĬШĤƖĲċƚƣŉĲĲĬŔŰŊеШ
ïWhat tools  or resources  could assist community-level organizations in 

improving their work to promote safe sleep and breastfeeding among their client 
populations?

Concept
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ÅHermeneutic phenomenology with thematic analysis
ÅFour focus groups (n=18) conducted in March 2021
ÅAnalysis was conducted by a team of two analysts (Pooled K>0.80)
ÅKey themes were identified and discussed iteratively by a team of 

three

Design and Methods

Braun & Clarke, 2006; Creswell, 2013; van Manen, 1990.



Community 
Listening 

Session Results



Theme 1:
Education and Dissemination



Education and 
Dissemination
Education Challenges
ÅAbsence of effective teaching guidance
ÅIgnoring guidelines



Education and 
Dissemination
Education Opportunities

ÅGuidance on messaging and tone
ÅEducation standards



Education and Dissemination
Dissemination Challenges

љяìĲШŰĲĲĬѐШƣŸŸũƚШŉŸƖШopen, candid  conversations  to talk with 
families about this intersection between breastfeeding and safe 
sleep. We see that they're often [taught] separate and parents 

experience them together ЮЮЮ ŰĬШƚŸШfШƽŸƨũĬШũŔťĲвƣŸШőċƻĲШ
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 the realities  without being so... 

ÂƖĲċĦőǃЯШfШŊƨĲƚƚЮњ



ÅNighttime decision making
ÅTranslated materials

Education and 
Dissemination

Dissemination Opportunities



Theme 2:
Relationship Building and Support



ÅIndividualized attention
ÅProvider follow through
ÅVirtual

Relationship Building 
and Support
Client-Provider Relationship Building


