
On October 21st, 
just a day shy of 25 
weeks pregnant, I 
was admitted to Norfolk General. I had had a very rocky pregnancy from 
the start, with excessive bleeding early on, to a recent diagnosis of 
intrauterine growth restriction (IUGR)-– meaning the baby was small for 
his age— to my current diagnosis of an absent/intermittent flow in the 
umbilical cord (the baby was not getting what he needed through my 
umbilical cord). I was given steroids to help mature the baby's lungs and 
non-stress tests were performed multiple times a day.  

About a week into my hospital stay I started developing pre-eclampsia 
(high blood pressure). The doctors and nurses did everything they could 
to keep me pregnant. They were hoping to get me to at least 28 weeks, 
but my blood pressure had sky rocketed, I had proteins in my urine, and I 
had developed pulmonary edema. I was also starting to have contractions, 
and with each one, the baby's heart rate would drop very low. They 
decided it was too dangerous for both me and the baby to wait any longer. 
We made it to 26 weeks and 4 days. Gus Thomas Madson was born via 
emergency c-section on November 2nd weighing 1 lb, 3 oz (550 grams). 
He was immediately taken next door to CHKD. Gus defied all of the odds; 
he had a grade 1 brain bleed that cleared up on its own, he had a PDA 

which closed after only one round 
of treatment, and he avoided 
NEC, all of which were the 
biggest concerns for a preemie at 
his gestational age. He did of 
course need to be on a ventilator 
for close to a month and nasal 
cannula oxygen for an additional 
6-7 weeks after that. He stayed in 
an isolette until mid-January, and 
continued to need a feeding tube 
until February. He struggled with 
bradycardia and apnea for quite 
some time, and ultimately that 
was his 
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Taking Care of 
Yourself While Your 
Baby is in the NICU 
Advice from Parents of NICU 
Graduates 
“Tell family and friends what you really 
need. It is important to utilize the support 
system that you have, if they are offering to 
help in any way. Allow them to provide you 
with cooked meals or restaurant gift cards 
to avoid cooking late at night after 
spending a long day in the NICU. Have 
close friends or family members watch 
smaller children or assist with any chores 
around the house.” -Latrice, mom of AJ 

“I think it was important to still go on 
'date nights.' I think that while your child is 
in the NICU, it's easy to always be focused 
on him or her. Remember to take time to 
hang out with your spouse. You're in this 
together.”  -Krystie, mom of Whitney 

“Find a good book that takes you away 
from the experience at hand so you have a 
distraction for those long days sitting at the 
bedside.” -Leah, mom of Greyson 

“REST. Making sure I got enough sleep 
was very important in ensuring I could 
advocate for my baby. Attending rounds, 
making care plan decisions, breastfeeding 
are just a few things started to take a toll on 
my body. Appropriate amounts of rest got 
me through some very long days and 
nights.” -Brandi, mom of Leah 

“Spending time away from the NICU was 
so important. Leaving the hospital for 
lunch, spending a few minutes outside, or 
going home to take a nap helped me 
recharge so that I would be at my best 
when spending time with my daughter. “ -
Megan, mom of Catherine 
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Gus’ 
Story 
By Gus’ Mom, 
Carter Madson 



biggest obstacle to coming home. His other set back was massive 
bilateral inguinal hernias. On February 13th, he had surgery to 
repair the hernias. Gus came home on February 25th after 115 
days in the NICU. Upon discharge he continued to be treated for 
hypothyroidism and severe reflux.  

What's so amazing about Gus' story and what I like to focus on 
is that he truly beat the odds. He was at least a pound smaller 
than what he should have been at 26 weeks, due to the IUGR. 
His eyes were still fused shut. The nurses and doctors said he 
looked more like a 23 weeker than 26. Our little guy was a 
fighter right out of the gate. Even at just 7 weeks gestation, he 
was fighting for his life. He still has this same fighting spirit 
today. We couldn’t be more amazed or proud of him. 

Today, Gus is a happy, active 2 year old who is featured on the 
NICU Wall of Fame at the unit entrance hall, and I am a 
member of the NICU Family Advisory Council, working hard to 
show my thanks to the NICU and help other families on their 
NICU journey. My advice to you, whether you are just starting 
your NICU journey or nearing the end don’t allow yourself to 
believe your child can’t or won’t have a beautiful and healthy 
life despite their early struggles. Babies, especially preemies, 
are incredibly strong and resilient. Believe in them and fight 
right along with them.  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Who’s Who in the NICU? 
MEET NURSE DIANE BROWN 
How	long	have	you	been	working	in	the	NICU?	 
I	have	worked	in	the	NICU	almost	25	years. 
What	made	you	decide	to	go	into	neonatal	nursing?	 
I	didn’t	choose	to	work	in	the	NICU,	it	was	kind	of	given	to	me	by	a	friend	of	a	friend	who	
had	created	a	position	of	a	nurse’s	aid,	but	did	not	have	anyone	to	fill	it.	So	they	asked	
me	if		I	wanted	to	be	the	"first"	Clinician	for	NICU	and	I	accepted,	even	though	I	did	not	
know	what	a	NICU	was. 
What	do	you	find	most	rewarding	about	your	job?	 
Knowing	that	one	day	these	families	will	be	able	to	take	their	infant	home	and	love	them,	
care	for	them,	and	treasure	them	as	much	as	I	have	with	my	children.	Finding	the	joy	in	
children	is	the	best	part	of	life,	and	knowing	that	I	was	able	to	help	parents	find	this	joy,	is	
a	feeling	like	no	other. 
What	advice	do	you	have	for	the	family	members	of	NICU	babies?	 

Being	here	with	your	infant,	knowing	your	infant's	personality	and	being	their	voice	is	extremely	important	in	the	process	of	
healing.	No	one	knows	their	child	like	the	parents	do.	Being	here	for	the	good	and	the	bad,	participating	in	rounds,	keeping	a	
journal	and	keeping	yourself	up	to	par	with	your	infants	progress	not	only	helps	you	understand	the	daily	care,	but	helps	your	
infant's	healing	and	growing. 
What	do	you	like	to	do	when	you	are	not	at	work?	 
When	I	am	not	at	work,	I	am	normally	taking	my	kids	to	soccer	practice,	to	the	beach,	driving	to	JMU	to	make	a	college	visit	to	
my	older	son,	or	I	am	home	working	in	my	gardens.	My	favorite	place	is	to	be	outside,	doing	whatever	I	can	find	to	do	outside. 
What	is	an	interesting	fact	that	most	NICU	parents	don't	know	about	you?	 
I	love,	love,	love	to	watch	college	softball.	I	played	all	my	life,	and	into	college.	Wanted	to	be	a	professional	softball	player,	but	
obviously	did	not	work	out	that	way.	I	hope	one	day	to	coach	high	school	softball. 

ATTEND ROUNDS 
You are a vital part of your 

baby’s team! Attend rounds 
to stay informed and help 
make decisions about your 

baby’s care.

GET INVOLVED 
Ask your baby’s nurse what 
you can do to care for your 
baby. Nurses may suggest 
changing diapers, giving 
baths, doing oral care, or 

doing kangaroo care. 

SPEND TIME WITH 
YOUR BABY 

Even if you aren’t able to 
hold your baby, he still 

wants to spend time with 
you! Read stories, sing 

lullabies, or spend quiet 
time together. 

TAKE CARE OF 
YOURSELF 

Get some sleep, take a 
shower, and don’t feel bad 
about taking some time for 

yourself. NICU life is 
stressful and tiring. Be sure 
to take care of yourself, too! 

What You Can Do TODAY 
To Help Your NICU Baby
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Graduates on the Go! 
Before they were having fun at the park or riding two wheelers, these kids were in the CHKD NICU. 
Look at them now! 

ANTONIO “AJ” 
29 weeker, now 2

CHARLIE 
30 weeker, now 7

WHITNEY 
25 weeker, now 2

LEAH 
23 weeker, now 2

GREYSON 
24 weeker, now 2

CATHERINE 
25 weeker, now 2



 
• Do say: “I left (dinner, 

snacks, flowers, a card) at your back door.” 

• I really appreciated a friend who put together a schedule of 
availability to drive me to the NICU to see my baby in the 
weeks after my C-section when I couldn’t drive. It would 
also be helpful for a friend or family member to put 
together a schedule of meal deliveries.  

• Appropriate gifts for new parents of a 2 pound baby are 
not clothes and toys. We could have used snacks, journals,       
restaurant cards (nearby the hospital).  

• Do say: “I’m going to bring you lunch at the hospital/run 
errands for you/walk your dog/mow your lawn,” rather than 
“What can I do”? It’s hard to ask for help and/or know what 
you need.  

• Do understand how much we appreciate your support. 

• Do say: “I’m here, but I understand if you don’t want to talk 
right now.” 

• Do give me a hug when I’m crying….don’t just say 
“Everything will be fine.”  

• Do say “She is beautiful!” Every new parent wants 
compliments!  

• Do take the time to read my Caringbridge updates.  

• Don’t say “I wish you would have called me” or “I haven’t 
heard from you in so long.” Understand that conveying 
constant updates is overwhelming. NICU parents are tired, 
worried, etc. and cannot handle meeting the emotional 
needs of their friends and family.  

• Understand that if we hurt your feelings, we don’t mean to. 
We are in survival mode.  

• Don’t complain about who big or uncomfortable you are in 
your third trimester if I’m around. Also, If we were due 
around the same time, try to understand if I don’t seem 
excited about your baby shower.  

• Don’t say, “At least you don’t have a baby waking you up at 
night.” I would give anything to have a baby at home 
waking me up, rather than pumping in the middle of the 
night alone in an empty nursery!  

• Don’t ask “Do you have to go there every day?” Yes. This is 
my baby. In an Intensive Care Unit. 

• Don’t say “At least you get a baby longer.” 

• Don’t say “I know exactly how you feel.” Ever.  

• Don’t say “I heard the terrible news. I’m so sorry.” It broke 
my heart to have someone describe my daughter’s arrival 
that way.  

• Don’t say “You’ll be back in a bikini in no time/Look how 
quickly you lost the baby weight/I wish I looked as good as 
you after I had my baby.” Any comments about my weight 
really upset me because they just emphasized that I was 
unable to carry my daughter to term.  

• Don’t stop asking about my baby just because I had one 
good report to give—the NICU is a roller coaster. She is not 
fine just because she had one good day.  

• I am not necessarily fine just because I’m smiling.  

• Don’t imply that my baby chose to come early to meet me 
or see the world. I’m sure if given a choice, she would have 
chosen a warm belly over lights, noises, needles, tubes, etc.  

• Don’t ask when he is coming home. When we know we will 
be sure to share the happy news.  

• Don’t judge me after discharge if I want to stay home and 
protect my baby from germs. My baby is still medically 
fragile and we have to continue to make his health a 
priority. 

• Don’t assume the journey is over just because she came 
home. 
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Do’s and Don’ts for the Friends 
and Families of NICU Parents
If you are the friend or family member of a NICU parent, you have probably found that it 
can be hard to know what to say during this difficult time. The following list of “Do’s” and 
“Don’ts” was created by parents of CHKD NICU graduates. We hope it helps you feel 
better able to support your friend or relative during his/her NICU journey! Parents, feel 
free to pass this article along to your friends and family!


