
































2024 FCC Measures Benchmarking
Collaborated with diverse EC family partners and created FCC measures in seven categories. 

List categories 

Each category - Q 

Circulate the comprehensive survey to clinicians and ask their team to complete 

They will get immediate survey response and scores in each category and once the survey close, 
will receive their unit performance among other units

 





FAMILIES AS 
NEUROPROTECT
ORSPaige Terrien Church, MD



I have nothing to disclose

I would like to acknowledge 
the unceded land on which I 
work, which is the traditional 
land of the Massachusett, 
Pawtucket, Wampanoag, & 
Nipmuc peoples and 
express my respect and 
appreciation for the past 
present and future.  

Land Acknowledgement
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GOALS

1. Review what we know about longterm outcomes of 
preterm birth

2. Impact of NICU environment on babies & families

3. Strategies to build families as neuroprotectors
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• Early findings 1-25%
○ Cerebral Palsy

○ Vision/Hearing differences

○ Cognitive challenges

○ Autism

• “Minor morbidities” 50-90%
○ Behavioral (ADHD, executive fxn)

○ Mental health (anxiety, depression)

○ Learning (processing, visual spatial)

Long-term Neurodevelopmental Phenotype of 
Preterm Birth
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• Motor (DCD, graphomotor)
• Language (receptive, 

expressive)
• Socioemotional skills / social 

communication 

Church PT, Banihani R, Luther M, Maddalena P, Asztalos E. (2018). Premature Infants: the Behavioral Phenotype of the Preterm Survivor.  In 
H. Needleman, B. Jackson (ed) Follow-Up for NICU Graduates: Promoting Positive Developmental and Behavioral Outcomes for At-Risk 
Infants.Cham, Switzerland: Springer International Publishing AG.



24

Jack Maypole, Children, 
2024

The Emotional Cauldron of NICU
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 “Distress is the companion of 
everyone in NICU” (Hynan 2015)  
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McLaughlin V, 2016
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“You are going 
to work at your 

job…I am in 
hell”
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Premature Parents 

Intellectualization

Attachment competition
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Dixon SD, Vaucher YE. (2006) Neonatal Intensive Care Unit: Special Issues for the at-Risk 
Infant and Families. Dixon SD, Stein MT ed. Encounters with Children, 4th ed. Mosby 
Elsevier,171-97. 
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Family Snapshot Tool 

Presentation title here | Month 2019 33

Dahan M, Church PT, Rotteau L, O’Brien K; Gravens Abstract 2022 
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John S. Maypole MD, 
2024
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Relational Frame Theory / Microethics

“Risk”
“Severe”

“Bad”

“Abnormal”

“Impairment”
Families Neuroprotectors Church 2024



36Families Neuroprotectors Church 2024



37

Positive association between KC duration and GM volume, 
basal nuclei, cerebellum and WM organization

Functionally this translated to measured differences in:

Infant IQ

Parenting behavior with greater protectiveness and nurturing

Decrased school absenteeism

Decreased hyperactivity and aggressiveness
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“INDIVIDUALIZED”
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Family =  Neuroprotectors 

BUT…

Parents preterm too

Need to create environment 
where they: 
• Feel safe
• Can explore parenting 
• Develop capacity

Attachment blooms from healthy 
parenting

Take Away Messages
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Delivering Hope Through Words:
The Power of Effective Communication in 

the NICU

Mia Malcolm (she/her), B.S., CFDT

DEIB Facilitator/Advisor

NICU Mom



LAND ACKNOWLEDGEMENT

WITH RESPECT, WE HONOR, THAT THE LAND I AM ON 

TODAY, IN ST. LOUIS, IS THE TRADITIONAL AND 

ANCESTRAL HOMELANDS OF THE CAHOKIA, 
ILLINIWEK (ILLINI) CONFEDERATION, 

MISSISSIPPIAN, MA ⁿZHAⁿ (OSAGE), 
OTOE-MISSOURIA, MYAAMIA (MIAMI), AND OČETI 

ŠAKÓWIŊ (SIOUX) PEOPLES.
 

WE RECOGNIZE THE INDIGENOUS PEOPLES AS 

ORIGINAL STEWARDS OF THIS LAND AND ALL THE 

RELATIVES WITHIN IT.  THE PROCESS OF KNOWING 

AND ACKNOWLEDGING THE LAND WE STAND ON IS A 

WAY OF HONORING AND EXPRESSING GRATITUDE FOR 

THE ANCESTRAL PEOPLE WHO WERE ON THIS LAND 

BEFORE US.



#NeverForget

EFFECTIVE COMMUNICATION WITH PATIENTS 

AND FAMILIES AFFECTS PATIENT OUTCOMES, 

PATIENT SAFETY, AND PERCEPTIONS OF 

QUALITY OF CARE. 

EFFECTIVE COMMUNICATION IS THE 

CORNERSTONE OF PATIENT AND FAMILY 

CENTERED CARE

INSTITUTE FOR PATIENT FAMILY CENTERED CARE



WORDS

words have 

direct and 

indirect impacts

MATTE
R

on the people 

who hear or 

read them
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Gavin 
aka

Big G

24 weeks, 5 days

1lb, 8oz 🡪 680g



LET’S TALK 
LANGUAGE

Failure
Failure to 

thrive
Failed 

extubation

Failed ___
intervention



LET’S TALK 
LANGUAGE

Misbehaving
He/she was 
being bad/
misbehaving



LET’S TALK 
LANGUAGE

Difficult
Difficult 
families

Difficult 
stick/airway



LET’S TALK 
LANGUAGE

Disengaged

Absent or 
Inattentive

Parents



Good Parents

• Gracious
• Present*
• Invisible*
• Accommodating/Agreeable

LET’S TALK LABELS & EXPECTATIONS



Bad Parents

• Obnoxious
• Intimidating
• Demanding
• Overbearing

LET’S TALK LABELS & EXPECTATIONS



BARRIERS TO EFFECTIVE 
COMMUNICATION

1
Intentionality

 
• WHAT DOES IT MEAN 

TO BE INTENTIONAL 
WITH YOUR WORDS?

• WHAT DOES IT COST 
YOU WHEN YOU ARE 
NOT?

• INTENTION VS 
IMPACT

2
Sympathy

 • EMPATHY VS 
SYMAPTHY

• GATEWAY TO 
COMPASSION

3
Listening

 • TWO PART PROCESS

• QUESTIONING VS. 
ASKING QUESTIONS

• SELF-RELFECTION

4
Storytelling

 “Power is the ability not just 
to tell the story of another 
person, but to make it the 
definitive story of that 
person.”

~The Danger of a Single 
Story TED Talk – 
Chimamanda Adichie 



HOW WE FOSTER HOPE:
UNDERSTANDING BARRIERS TO EFFECTIVE COMMUNICATION

“People in trauma are often 
relying on strangers for 

compassion, during their 
darkest moments.” 

~ unknown



HOW WE FOSTER 
HOPE:

UNDERSTANDING BARRIERS TO EFFECTIVE 
COMMUNICATION

Language

Contex
t

Stories

When words fail, 
disease sets in. 
~Shawn Corey 
Carter (Jay Z)



HOW WE FOSTER 
HOPE:

UNDERSTANDING BARRIERS TO EFFECTIVE 
COMMUNICATION

Language

Context

Stories

Words are never 
good or bad on 

their own, context 
makes them so. 

~unknown



HOW WE FOSTER 
HOPE:

UNDERSTANDING BARRIERS TO EFFECTIVE 
COMMUNICATION

Language

Contex
t

Stories

Stories can also 
repair broken 

dignity.
~ Chimimanda 

Ngozi 



Thank you
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Mia Malcolm (she/her)

mia.malcolm@outlook.com

mailto:mia.malcolm@outlook.com



