
Taking Home T-Rex

A journey home from the NICU/PICU



Trial by Fire: 
Our First Weekend 

at Home



Birth of a T-Rex
● Born at 25w5d, 1lb 13oz

Sept 2022

● Diagnosed with BPD

● PDA closure at Seattle 
Children’s (7 week stay)

● Trach + G-tube Feb 2023

● Transferred to PICU June 2023

● Home after 332 days! Aug 2023

Parker High-Tops
Lorem ipsum dolor sit amet, 
consectetur adipiscing elit



Going Home! Here’s Your Crash Course in Critical Care
● There is literally no amount of information you can give 

a parent to prepare them to take their Trach/Vent baby 

home.

● Like having a newborn for the first time again but with 

impending doom.

● Peer support is crucial… And should be a program 

everywhere.



First days at 
Home Sweet 

Home...
and Also a Medical 
Supply Warehouse



Running on caffeine
and Determination
● So many appointments in the 

first month home.

● Alarm Fatigue and possibly 

PTSD

● Leaving the house for the 

first time

● Trying to reconcile it all

Parker High-Tops
Lorem ipsum dolor sit amet, 
consectetur adipiscing elit



Nurses Finally!
There’s a Stranger Holding 

My Baby… 
And I Think I Love Her 

(or Him)



Go directly to the ER
do not pass go
they will ask to collect $200



● Does the ER offer 

frequent flyer miles?

● ER: Where they look at 

you like you’re the 

doctor.

● Can you manage this at 

home or do you need to go 

to the PICU?



Lost: One Pediatric Subspecialist
(Last Seen 200 Miles Away)

● Monthly Trips to Boise 
(you can’t go it alone)

● Waitlists (especially for 
therapies)

● We only have one appointment 
a year for that test and its 
at the worst possible day and 
time

● Telehealth is nice… Unless 
you need to physically 
examine your patient

Parker High-Tops
Lorem ipsum dolor sit amet, 
consectetur adipiscing elit



Outings With a Medically Complex Kid: 
Like Moving, But Just for the Afternoon
Also, Eww People! 



Socializing? In This Economy?

● Medical Parent Loneliness

● The impact on the rest of the 

family

● So this is germaphobia…

● Medical Staff, your new best 

friend 

● The joys of explaining things 

to the normies

● Adjusting to your new normal

Parker High-Tops
Lorem ipsum dolor sit amet, 
consectetur adipiscing elit



Insurance Paid for It—But So Did We
Receipts Include: Lost Wages, 
Time,Gas Money, Meals, Sanity and 
Retrofitting our house.



Is This Lady Going to Make Her Point Today? (Stay Tuned...)

● Preaching to the Choir

● Streamline and follow-

up, don’t overwhelm

● Avoid the ER 

● People relate best to 

their peers 

● PDN is everything

● We need more…

○ Options 

○ Specialists 

○ Support 

○ Resources

○ Awareness

○ Gift cards for 

Starbuck and DutchBros



Home is where the hard continues
—but so do the miracles.
All the chaos fades when you see your 
child do something no one was sure 
they’d ever do.



Thank You for Listening to me Ramble ~ Bobbi K.
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