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The Journey to
Micah & Zachary

~ NEC
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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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No mother’s milk = formula

 NEC
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Guilty.
Ashamed.

Overwhelmed.
Terrified.

Milk =
Empowerment
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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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* |ntestinal 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




Forever my
Baby
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The
Power
of

Palliative
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Nearly 500 impacted families

Nearly all 50 U.S. states

25 Countries

Blindsided

by NEC M
5 "‘21’:"' -

NEC
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What can we do to help
prevent NEC?

W @NECsociety #preventNEChow



Engage
and

Listen
to the

Parents




Who is the NEC Society?

Board of Directors

Scientific Advisory Council

Research Collaborative

Patient-Family Advocates
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“Mommy, why didn’t | 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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10 THINGS ALL PARENTS OF
PREEMIES NEED TO KNOW

, You are an integral part of your
" preemie’'s care team. Your
feelings and observations are critically
important. Speak up, respectfully. Ask
questions. Voice your concerns. Share
what is important to you. If you feel
strongly that something is in the best
interest of your baby, insist on it being
that way.

Created by parents of NICU
babies impacted by NEC:

what we wish we had known
from day one in the NICU

www.NECsociety.org

Preemies need breast milk.
Human milk can be life-saving for
fragile infants. Mothers should begin
pumping as soon as possible, When
mothers’ own milk is unavailable,
pasteurized donor breast milk is the next
best option. Formula increases a
preemie's risk of developing NEC.

3 You know your preemie best. Learn your baby's cues. Preemies
" can become critically ill fast. If you sense something isn't quite right,
voice your concerns and make sure they are addressed. Watch for these
subtle signs that something may be wrong:

e Abnormally distended belly e Frequent or large amounts of vomit
® Temperature instability ® Constipation

® Blood in stool ® Lethargic or not as responsive

® Frequent dry diapers e Difficulty or change in breathing

Insist on having primary caregivers. A primary team who knows

“ your baby and family will help to ensure better communication and

continuity of care, which increases patient safety. Take time to build a
respectful, trusting relationship with your baby’'s primary caregivers.

(NEC SOCIETY

/= Learn how to care for your preemie. Ask

" your baby's nurse to teach you how to
provide basic care for your preemie. Provide
kangaroo care as often as you can. When you
cannot kangaroo your baby, hold hands, sing and
read to him/her.

6 Pay attention to details. Keep a journal
57 documenting your baby's routines,
behavior, as well as his/her setbacks and
accomplishments. Take notes during rounds.
You may notice details that no cne else will.

Become your preemie's expert. Learn everything you can about
your preemie’s health or condition. If you're not sure where to find

7
credible information, ask your baby's care team. Reach out to other NICU

families. Reach out to other institutions, neonatologists or researchers if
you have specific questions that your baby’s care team cannot address.

/oy You are your baby's voice. Attend rounds. Do not let anyone
=" intimidate or shame you for being your baby's advocate. You are not
annoying. You are not stupid. Your baby needs you to speak up for
him/her, respectfully.

/g, Create a haven of peace and
%" healing. Leave behind your
frustrations and fears so that you can
be present and tune into your baby.
Make your preemie’s space your home
away from home. Smile at your baby.
Sing to your baby. Bring in special
blankets. Hang up family photos. Play
soothing music. Celebrate the smallest
of milestones.

Live your life fully. Having a baby in the NICU is exhausting and
overwhelming. The NICU journey may feel like it's never going to
end, but it will be over soon. For better or worse, you'll never have this time
back. Live it fully, without regrets. Make hand and footprints. Read special
books to your baby. Take pictures and videos with your baby, even if sthe
is critically ill. Savor this time with your baby.
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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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"Donating human
milk after a baby's
death is not unlike
parents who choose to ,
donate their deceased
child's organs.

In a time of tragic loss
and devastation, it is

comforting to have
m"'ac e mllk the potential to save
someone else's life."

Human Milk Saves Lives®

#miraclemilk

Miracle Milk®

Human Miik Saves Lives®

Bt mirociemilk.org
) -
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Patient-Family Centered Care




WHAT | WISH | COULD TELL YOU

Parent perspectives for NICU caregroers

from a family affected by NEC
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"I wish they knew | wanted to be a better educated decision maker.” ( QS&

W @NECsociety #preventNECnow




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.

W @NECsociety #preventNEChow A\}

"NEC

SOCIETY




QUALITY IMPROVEMENT PROJECT

Probiotics for the prevention of
necrotizing enterocolitis

The goal of this quality improvement initiative is to monitor
differences in key outcomes after adoption of routine use of
different promising probiotic products.

For more information, please visit
www.NECsociety.org/clinicians-and-scientists/
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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




Thank youl!

What questions can | answer?
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