Navigating the
Roller Coaster of
the NICU
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N Of mothers with premature

15% | infants experience post partum
RPISD

Of fathers with premature infants

o)
87 experience postpartum PTSD.
399 - Of mothers with NICU infants
63‘; experience postpartum
(0]

depression.

*International Journal of Environmental Research and Public Health



Nothing is normal about the NICU:

o Hopes and dreams are |ost.
o Existential questions arise.

o Emotions run rampant.
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You CAN'T fix it.
DON'T try.




Allow Grief

Allow Questions:

Rhetorical, Theological,
Physical
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Normal Not Normal

m = Feeder Growers

= Naughty Baby

= “Events”

= Alarms

= TPN




Common emotional responses of
parents in NICU:

o Guilt o Lack of Control
o Shock o Jealousy
o Anger o Resentment

k *Journal of Perinatology



Could You Just Listen?

When | ask you to listen to me
and you start to give advice,
you have not done what | asked.

When | ask you to listen to me and you begin telling me
why | should or shouldn't feel that way,
you are trampling on my feelings.

When | ask you to listen to me

and you feel you have to do something to solve my problem,
you have failed me,

strange as it may seem.

Listen — all | ask is that you listen, not talk or do — just hear me.




Could You Just Listen?

Advice is cheap.

Fitty cents will get you both Dear Abby and Billy Graham
in the same newspaper.

And | can do that for myself; I'm not helpless.

Maybe discouraged and faltering, but not helpless.

When you do something for me that | can and need to do for myself,
you contribute to my fear and weakness.

But when you accept as a simple fact that | do feel what | feel,

no matter how irrational,

then | can quit trying to convince you

and get about the business of understanding

what's behind this irrational feeling.

And when that'’s clear, the answers are obvious and | don't need advice.




Could You Just Listen?

Irrational feelings make sense when we understand what's behind them.

S0, please listen and just hear me.
And if you want to talk, just wait a minute for your turn,
and I'll be happy to listen to you.




Empathy Sympathy

= Empathy feels with someone.

= Empathy does not judge.

= Empathy has no words.

= Something on the tip of
your tongue...

= Empathy is about them.




Don’t judge a book
(mom or dad)
by it's cover.

Wonder — “What's behind that?”
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Possible Barriers
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Language Barriers

o Always use interpreters.
o Don't assume understanding.

o Do not use family.

Go back to the basics:

"What's it like being in here and not speaking the
language?

"Do you have questions about what is going on with
your baby?



Cultural Differences

o What's important to you and your baby?

o Who is the decision maker for you and your family?
Or, who needs to be here for family meetings?

o What do we need to know that is important for you
culturally or with your faith? Any specific needs or
rituals?
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Social/Age/Intellectual Differences:

o Do you have questions about your baby?
o What helps you the most to understand all of this?
o What is most important to you?

o Who would you like to be here tfor family meetings or
updates from the doctor?
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Tools for Listening
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s MY a0t

‘It's mot your fault. Nothing you
did caused tnis. It just

nappened’




“It's MY fault..”
"Why do you think it's your fault?”

‘| just do...pause...| did everything the doctor
e

*...50 you did everything the doctor said...

‘l did, everything he said. | stopped drinking
wine and coffee. | even started eating more

. vegetables..”




“It's MY fault..”

"Why do you think it's your fault?”

"I just do..

(silence)

‘| was doi

pause...

ng so good. And t

nen | got with m

old friends one night. | did drugs. It's my fau
she’s in here’

(tears from mom)
(Allow the tears. Honor the pain.)




I'm scared..”

Dont <

.



I'm scared..”

"What are you scared of?”

‘I'm scared my baby mignht die’

‘Did the doctor tell you your baby may die?”

‘No, they're saying this is a long road. She
just needs to rest; the machine is breathing

v
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Tools for your toolkit:

o Wonder — “What's behind that?”

o Play dominoes.

o Go back to the basics.
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Ask open-ended, neutral questions:

O

'OOOO O

What is it like to see him/her with all those wires and
tubes?

Wow, that was a lot to hear...what do you do with all
that information?

What would help you most right now?
What's the most difficult part of this?
What's important to you now?

How are things?




State the obvious:

o | see/saw your tears...
o You look tired today...

o Your hands are shaking today...
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Empower moms and dads:

o Make decisions.
o Ask questions.
o Participate.

o Share their journey.
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