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• Micah’s story

• NEC Society

• Patient-Family Advocates are driving change

• Q&A 
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The Journey to
Micah & Zachary
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Micah and Zachary:
27wks gestation
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Fighting, struggling to survive. 
Intense guilt, shame and anxiety.
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DoL: 2
No mother’s milk = formula
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Guilty. 
Ashamed. 

Overwhelmed.
Terrified.

Milk = 
Empowerment
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Micah and Zachary: 
33wks gestation
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Multiple surgeries, 
dialysis, critically ill
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Micah & 
Zachary

Pediatric 
Intensive 
Care Unit
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Home Sweet Home!
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• Intestinal failure
• ESRD
• Lung failure
• Liver failure
Multi-organ          

failure
 Poor growth
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Re-admitted

Months of 
Progress, 

GONE.
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Micah and Zachary
11m/o
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Forever my 
Baby
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The 
Power 

of 
Palliative

Care
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Celebrating

Micah
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• Micah’s story

• NEC Society 

• Patient-Family Advocates are driving change

• Q&A 
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Nearly 500 impacted families

Nearly all 50 U.S. states

25 Countries

Blindsided 
by NEC
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What can we do to help 
prevent NEC? 
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Engage
and

Listen
to the 

Parents
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Who is the NEC Society?

Board of Directors

Scientific Advisory Council

Research Collaborative

Patient-Family Advocates
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“Mommy, why didn’t I get necrotizing enterocolitis 
and die like Micah?” – Zachary, 5y/o
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What does the NEC Society do? 

Transdisciplinary

Prevention & Advocacy

Research

Patient-Family Empowerment
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• Micah’s story

• NEC Society

• Patient-Family Advocates are driving change

• Q&A 
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Families Inspiring Change

Miracle Milk Strolls 

Awareness & Media Attention

Patient-Family Centered Care

NEC Symposium

Research Collaborative
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Patient-Family Centered Care
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April 5-7, 2017
NEC Symposium @ UC Davis
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NEC Society 
Research 

Collaborative

…bringing together multidisciplinary 
investigators to conduct novel research

as one collective team.
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You can help families drive change

Empower families with more information

Partner with parent groups

Value and listen to their thoughts

Build a multi-disciplinary team 
that priorities PFCC
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Our common goal for all 
fragile infants
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Thank you! 

What questions can I answer?


