
When I was 21 weeks pregnant I had a 
scare and ended up in the emergency 
room. I hoped to receive confirmation 
that everything was okay, but the doctor 
gave the scary news that my amniotic sac 
had ruptured and my baby could come at 
any time. Through the use of the 
Trendelenburg position we were able to 
keep my baby in utero for 2 more weeks.  

On March 22, 2014 I was rushed to the labor and delivery suite where the 
doctors performed an emergency C-section. Leah Michelle came into this world 
at 23 weeks, 5 days gestation, weighing 1 pound, 8 ounces. This was not exactly 
the birth experience that I had dreamed of for so many years.  

The next day I went to see Leah in the NICU for the very first time. I was shocked 
that while she was very small, she did not look as frail as I had expected. However, it 
was scary not knowing what the days ahead would be like.  

Several weeks in, Leah began to struggle with her feeds. She was not progressing the 
way we had hoped with her food volume. That quickly led to other issues that 
resulted with her being diagnosed with suspicious pneumatosis (aka NEC). We had 
heard about the risk and possibility of NEC, but never once thought it would occur. 
Up to this point, we avoided any major setbacks and had not needed any surgeries. 
Because of this diagnosis, Leah had to get an 100% human milk fortifier added to 
her feeds, which allowed her to not only beat NEC, but to also thrive in her 
development.  

During Leah’s 131 days in the NICU, we read and sang to her as if she was at home 
in her nursery. However, the experience had many challenges that made it hard for 
us to relax and grasp what was happening 

day to day. We eventually decided that my 
husband would take lead on communicating with the medical team so I could focus 
on giving Leah the love and attention she needed. This plan worked for us.  

As she got older we had the pleasure to do other activities like kangaroo care, night-
time baths, and bottle feeds. One of my favorite memories was when she was 
successfully weaned off her breathing machine and breathed by herself for the first 
time. To no longer hear the ventilator beeping was a small victory for us.  Even the 
simple joy that came when I could dress her in pretty clothes went a very long way! 

Despite the unknown and scary start of her life, Leah Michelle finished strong and 
was discharged without any surgeries or significant health concerns.  Today she loves 
to read books, make crafts, practice gymnastics (on my couch), and even go the 
doctor’s office for a “checkup”. It is hard to imagine how much she has overcome in 
such a short time, and we are extremely grateful for God’s grace on her life. We pray 
that Leah’s story will provide hope and encouragement to any NICU family that faces 
similar challenges.  ♥
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Parenting in the NICU is overwhelming. A standard day might 
include searching for parking, attending rounds, pumping, 
spending time with your baby, learning new medical 
terminology, changing diapers, consulting with specialists, 
reading to your baby, grabbing a quick meal in the cafe, and 
collapsing in your bed at night to do it all over again the next 
day. On top of all that, you probably have well-meaning 
friends and family members reaching out for updates on your 
baby’s progress. Having a support system of people who love 
and care about your baby is fantastic, but sometimes keeping 
everyone informed can feel like an additional chore on your 
to-do list. Once you get your bearings in the NICU, it is a 
good idea to come up with a plan about how you will keep 
your support system informed without adding additional 
stress for yourself. There are many options for keeping friends 
and family up to date on your little one’s progress. How (and 
how much) to share is a matter of personal preference. Read 
on to find which option is right for you.  

If you want an easy way to reach a lot of people: 
Social media platforms like Facebook, Instagram, or Twitter 
make it easy to share photos or quick updates. This method is 
easy and reaches a lot of people quickly.   
Tips: Examine your current privacy settings and edit them if 
necessary. For additional privacy, create a closed or secret 
Facebook group where you can post updates about your 
child to only the contacts you choose. If you would prefer that 
others (grandparents, aunts, uncles, etc.) not post pictures or 
updates about your baby to social media, be up front about 
this policy right away. 

If you want to write longer, more detailed 
updates: 
Writing a blog is a great way to provide a more in-depth 
update about your baby’s progress. You can give more details 
about the care your baby is receiving, the milestones you are 
celebrating, and the special moments you are sharing. When 
your child is discharged, you have a thorough record of his or 
her NICU journey. Some parents have their blog made into a 
book for their child to read one day. Many parents find 
writing blog posts to be very therapeutic, but writing does 
tend to take more time than other methods. There are many 
sites that offer free or inexpensive blog hosting. Our favorite 
is Caringbridge (caringbridge.org), which offers free blog 
sites aimed at those undergoing medical journeys. This site 
emails new posts to those who follow your blog so they never 
miss an update.  

Tips: Caringbridge sites, as well as some others, can be 
password protected for greater privacy.  

If you want something fast for a select few: 
Texting or email are quick, easy ways to relay information that 
can easily be done right from your baby’s bedside. These 
methods are perfect for sending quick updates or cute 
pictures to your spouse/partner when you are there alone or 
passing along information to grandparents. Texting may not 
be the best way to keep a lot of people informed since you 
typically don’t have time to write and respond to everyone. 
Tips: Explain to friends and family that you may not be able to 
respond to texts when you are spending time with your baby 
and that you will get back to them when you are able. 

If you want to delegate: 
Designating someone to share updates with others allows 
you to spend less time communicating and more time 
focusing on your baby. This person can update your social 
media or blog, or they may relay messages to others directly 
by call or text. While you probably wouldn’t use this method 
for your baby’s whole stay, this method may work well if you 
are unable to update your whole support system, such as 
when your child is undergoing surgery or having a 
procedure.  
Tips: You may want to designate several spokespeople for 
different groups. For example, tell your mom to update family 
members, choose a friend to share news with the rest of your 
friend group, and have your boss or a colleague share 
occasional updates with your coworkers. Be specific with 
exactly what you would like the person to share, who you 
would like them to share it with, and how you would like them 
to share the information.  

Additional Tips: 
• Decide with whom you will share information about your 

baby’s NICU stay. Some parents feel comfortable sharing 
their child’s journey with everyone, while others prefer to 
share things with only close friends and family. 

• Decide how much information you are comfortable 
sharing. It is okay to share as much or as little about your 
child as you choose. Some parents want to share all the 
highs and lows of their child’s NICU journey. Others may 
not feel comfortable talking about all aspects of their 
child’s care.  

• Explain to your support system that your baby is your top 
priority and that you may not be able to talk or respond 
at all times. Tell them that you appreciate that they are 
keeping you and your baby in their thoughts and that 
you will update them when you are able. 

• Though keeping people informed can feel exhausting at 
times, remember that these people care about you and 
your baby and want to be there for you during this 
challenging time. 
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Sharing Your Baby’s NICU 
Journey with Friends and 
Family

http://caringbridge.org
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We Asked 
Parents of 
NICU 
Graduates… 
How did you keep 
friends and family 
informed? 

“During our NICU stay (and 
still today) I used an app 
called Tweekaboo and love 
it! You can add people by 
email and make posts 
(either photo, video, or a 
note). You can also make 
photo books from your 
posts.” -Erin, mom of 
Hayden and Scarlett 

“We used the CaringBridge 
site to update family and 
friends. I liked the the 
privacy options to only allow 
people I approved to follow 
our personal journey, and I 
liked that friends and family 
could check in as often or 
infrequently as they 
preferred.” -Allison, mom 
of Will 

“I’m not on any social media 
sites so I asked certain 
family & friends to keep 
each other informed on our 
baby’s health.” -Brandi, 
mom of Leah 

“We found CaringBridge (a 
free website/app) to be an 
incredibly useful resource in 
keeping our friends and 
family up to date on Isaac's 
NICU stay. Family and 
friends could view our 
frequent updates and 
pictures as well as post 
comments of 
encouragement that helped 
us out as well!” -Laura, 
mom of Isaac

Winter Fun for NICU Grads  
Before they were playing in the show and riding trikes, these big kids 
were in the CHKD NICU. Look at them now!

Left to right, above: Catherine (25 weeker now 3) plays with her snow friend. 
Thomas (25 weeker, now 3) rides in a car with sister Madeleine at the wheel.

From left to 
right: Twins 
Scarlett and 
Hayden  (born 
at 27 weeks, 
now 19 months) 
enjoy some 
indoor fun.

From left to 
right: Isaac (27 
weeker, now 2) is 
all smiles playing 
outside in the 
snow. Will (24 
weaker, now 1) is 
all bundled up 
for some winter 
fun!
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Back to School 

Who’s Who in the NICU? 
MEET CLINICAL CARE LEADER KATHY JONES 
How long have you been working in the NICU?  
I have been a part of CHKD'S NICU since 2002 but I have been a part 
of CHKD since 1995 and a Clinical Care Leader for the last 6 years. 
What made you decide to go into neonatal nursing? 
I have been a nurse since 1978 and originally worked in pediatrics. I 
entered neonatal nursing in 1985 at the suggestion of a friend. I get 
to work with babies that are born with a variety of concerns ranging 
from prematurity, birth defects, infection, cardiac malformations, and 
surgical problems. I love working with babies and gain great 
satisfaction participating and advocating as needed to help them 
heal, grow, and eventually go home. 
What do you find most rewarding about your job? 
The most rewarding part of my job is to see our little ones being 
discharged. I also find it rewarding when our graduates visit us when 

they are at the hospital for follow up appointments. I love to mentor, 
encourage, and inspire our new nurses. I gain great satisfaction when I can help families build a trusting relationship 
with staff. I work very closely with social work so that a partnership and mutual respect can exist. 
What advice do you have for the family members of NICU babies? 
Be present. Your little one cannot get enough of your gentle voice, touch, and smell. If you physically can’t be here then call for 
updates. Please be engaged in your child’s treatment. When you are here, participate in rounds. Never be afraid to ask 
questions and ask again until you understand. Remember we are a family centered care facility and we want to involve you in all 
aspects of your baby's care. 
What do you like to do when you are not at work? 
I travel a lot due to the fact that my children are not in this area. My babies (twin girls) are  away at college in  
Richmond. My oldest daughter is a police officer and lives in Maryland. My only son did his stay in the Air Force and 
now resides in Florida. I love swimming and gardening as well when I'm home long enough to do so. 
What is an interesting fact that most NICU parents don't know about you? 
I have 2 Yorkies Logan and Carter that I love up on every day. “The boys” as I call them are known as my son and 
grandson. I am a nurturer by nature, and I gain great satisfaction from helping an assisting others.

Asking For Support 
Asking for help shouldn’t be 
scary, awkward, or 
uncomfortable. NICU parents 
need support, and your friends 
and family want to know how to 
best help you. Cut off this ticket 
and circle what would be most 
helpful to you. Give it to 
someone who cares for you and 
your baby. ♥

Thank you so much for supporting our family. It would 
be so helpful if you could… 

Sit with me and listen   Find a few books I could read to the baby 
Give me a hug    Bring me a coffee 
Babysit our older child(ren)  Remind me to take care of myself 
Bring dinner    Drop off a few snacks 
Help me set up a blog/FB page  Bring a book or magazine for me to read 
Bring me _____ from home  Keep me company at my baby’s bedside 
Take our dog for a walk   Drop off lunch  
Give me a ride to/from CHKD  Other: _______________________________


