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Congratulations on becoming a NICU graduate! Life after the NICU can 
be exciting, chaotic, heartwarming, and sometimes scary, but it is always 
amazing. You may be thinking about the transition from hospital to home 
as a new chapter in your baby’s life. It’s also a new chapter in yours! Even 
if your baby’s care is still being overseen by a team of specialists…even if 
your house is overrun with medical equipment you never thought you’d 
need… one of the best things about making the transition home is that 
you will now have more physical and emotional space than ever to bond 
with and get to know your baby.

The exhilaration you may be feeling right now is probably tempered by 
anxiety. There is so much to do. Finding a pediatrician you trust who 
also has experience with preemies is important. Your baby may have just 
as many visits with specialists as in the NICU, but now it’s your job to 
schedule and keep those appointments. Plus, life with a medically fragile 
baby can be challenging and sometimes doesn’t leave much room in the 
day for parents to practice self care and tend to relationships.

During this time of transition, please remember to take care of yourself. 
Your baby still needs your strength to thrive (which means self care is 
anything but selfish). Your baby also needs you to trust your instincts 
and be their advocate. When you feel like something isn’t right or isn’t 
working, at home or at appointments, speak up and hold firm. You know 
your baby best.

The move from NICU to home can be a joyous time for families of 
preemies but isn’t always. Allow yourself the freedom to feel what you 
need to feel, even if that means lots of ups and downs. You may be more 
worried than happy. Or you may be over the moon with joy. Don’t let 
anyone else dictate how you should feel—most people don’t realize that 
prematurity doesn’t end at discharge. Try to remember that this period of 
transition won’t necessarily be easy, but it will be worth it.
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TAKING CARE OF YOU

A TIME OF BIG CHANGES

Having a preemie changes your life and it changes you. Joys you once regarded as 
simple are more deeply felt and celebrated—you savor the smallest victories. As you 
learn to cope with the sorrows and setbacks that come with having a preemie, you gain 
the inner strength you need to help your baby grow and then thrive. You become an 
advocate, a cheerleader, a fighter, and a believer in miracles. Putting your own needs 
aside becomes a way of life. That doesn’t change once you and your preemie move from 
hospital to home. There may still be challenges related to prematurity in your family’s 
future. Your preemie will still need energy and strength from you. Many guides for 
parents of preemies include self-care as an afterthought, but the truth is in order for 
you to be up to the task of caring for your preemie at home, it’s important that taking 
care of yourself becomes a priority as well.

Taking a preemie home after a NICU 
stay can be as terrifying as it is exciting. 
Homecoming is happy, of course, but 
immense joy is paired with worry, 
especially if your premature baby 
is coming home on monitors and 
medication.

The NICU is a stressful environment, 
but it’s also a source of 24/7 support 
from medical professionals. You may be 
surprised to find you miss it. You’ve just 
been thrown headfirst into the world 
of round-the-clock infant care, possibly 
while dealing with special medical 
equipment, oxygen, bottles and breast 
pumps, and the knowledge that it’s now 
your job to recognize if something is “off” 
and to act on it.

That’s a lot to handle while also figuring 
out how to do the shopping, go back to 
work, coordinate medical appointments, 
and in many cases, schedule and get to 
Early Intervention and other therapies. 
People in your life who were very 
supportive while your preemie was in the 
NICU may not realize that you need help 
now more than ever. Don’t be afraid to 
ask for what you need!

Eat the healthiest food 
you can and stay hydrated 
(especially important for 
breast feeding or pumping 
moms). Be active, whether 
that means running on 
a treadmill or carrying 
your baby around the 
back yard. Figure out what 
you need to do to make 
sleeping easier for you, 
your partner, and your 
preemie.

If you’re holding onto guilt 
or self criticism because of 
things you did or did not 
do before and after your 
preemie was born, let it 
go. Connect with parents 
who have made the tran-
sition home and under-
stand what you are going 
through. Write down your 
thoughts and feelings—if 
you feel comfortable shar-
ing, start a blog. And don’t 
hesitate to reach out to a 
counselor or therapist if 
you might be experiencing 
symptoms of depression, 
anxiety, or PTSD.

Making the transition 
from hospital to home 
can be scary but consider 
that this is just one small 
piece of your new life 
as a parent. Make time 
for yourself, even if it’s 
just a few minutes each 
day. It’s amazing how 
grounding it can be to 
read a book, draw, play 
a game, watch a movie, 
or call a friend to say 
hi. As time passes you’ll 
be able to think bigger, 
making this a great time 
to research volunteering 
opportunities, a new 
hobby, or a career change.

appreciate your 
physical body & 
its rhythms

nurture your 
inner self

remember to 
look ahead

THERE ARE LOTS OF WAYS YOU CAN CARE FOR YOURSELF 
AS YOU ADJUST TO THE REALITY OF PARENTING A PREEMIE 
OUTSIDE THE NICU:

Making the transition home with your 
preemie isn’t all jitters and uncertainty, 
though. While the first few days or even 
weeks can be emotionally and physically 
taxing, eventually you’ll settle into a 
rhythm that’s right for your family and 
good for your baby. Home may not have 
all the medical amenities of the NICU, 
but it has a lot that NICUs don’t have. 
For example: Peace and quiet—or 
if there are older siblings at home, 
opportunities for bonding. Home has 
family, pets, plenty of enrichment, and 
lots of love. And home offers a chance to 
play and read and cuddle and learn and 
eat without the hustle and bustle of the 
NICU in the background.

Preemies thrive at home! Why? Because 
home is where you can finally settle into 
a routine, create strategies for coping 
with the effects of prematurity, and get 
down to the business of simply enjoying 
your preemie. It’s okay to feel nervous, 
but don’t be afraid to let yourself feel 
excited, too. Always think about what 
small thing you can do today to make 
tomorrow a little easier. 

“Of the 177 days my 
daughter was in the 
NICU, I probably walked 
or went for a run a total 
of 10 times. It was a 
struggle to justify the 
time it would take me 
to be physically active 
because it felt like I was 
taking that time away 
from my daughter. But 
now I know the most 
important thing is to 
be healthy and well, 
otherwise you really 
won’t be able to keep up 
with everything that is 
being put on your plate.”

—Andrea Silva

As Audre Lore said, Self-care is not about self-indulgence, it 
is about self-preservation. Think of taking care of yourself as 
a key part of caring for your baby.
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PREMATURITY DOESN’T 
END AT DISCHARGE
Being discharged from the NICU does 
not automatically mean the road ahead 
will be a smooth one. The gulf between 
‘in the hospital’ and ‘released from the 
hospital’ isn’t always as vast as people 
–often friends and family–assume. 
Many preemies come home with 
specialized medical equipment, weak 
immune systems, feeding difficulties, 
developmental delays, and other issues.

You may find yourself dealing with 
some disappointments as you make the 
transition home with your baby. Going 
home is a big deal, but home doesn’t 
always equal healthy. The transition 
home comes with its own challenges. 
You’re now the one watching out 
for your preemie’s health 24/7 and 
coordinating your preemie’s continued 
medical care, which may feel like a full-
time job depending on what services 
your preemie needs.

You probably know more about 
premature birth and its effects than 
your extended family and friends. Some 
people won’t understand why they can’t 
just drop by to visit with you and the 
baby, and you may even face criticism 
from those who assume you’re being 
overly cautious when you impose house 

rules. Try to remember that it’s not that 
they don’t care about your preemie’s 
well-being. Mostly they see your baby, 
who has been declared well enough to say 
goodbye to the NICU, and because they 
care about you, they may be so excited 
that your family is together that they 
never consider the long-term effects of 
prematurity.

The best thing you can do is  be up front. 
Explain why you can’t go to family 
gatherings or why you have to ask people 
to wash their hands before touching your 
baby. If loved ones question the need 
for medicines, equipment, or feeding 
schedules, just say you’re following 
doctor’s orders. Define “adjusted age” 
and share what your preemie is doing 
now. Ask for the help you need, being as 
specific as you can. And talk openly about 
the post-NICU prematurity experience 
and what prematurity will mean for your 
child. Your baby is strong and healthy 
enough to leave the NICU behind, but 
it’s impossible to know what the future 
holds. If you find yourself back in the 
hospital or overwhelmed by follow-up 
appointments, it helps to remember that 
setbacks aren’t forever and you’ll find 
your new normal soon.

“Blogging was an outlet after the NICU. I could speak my mind without reservation on my blog, 
and I could post all the things I couldn’t say to relatives who didn’t understand the long term 
impact of prematurity. It was a judgment-free place to post fears and hopes, and writing also 
became a way to connect with other parents of preemies while documenting my own baby’s 
journey.”    —Christa Terry

“We were referred to Early Intervention right out of the NICU and were given appointments 
for the eye doctor, pediatrician, developmental doctors, and a urologist. We were given all the 
necessary info in a packet and they went over it all with us before we left. I also was followed by 
a social worker (by phone) for a couple of weeks after we got home to help me adjust, which was 
huge!  My insurance had a nurse call for the first three months to see how things were going. It 
made the transition so much easier!”   —Meg Fleming

“At our discharge we only got referrals for a doctor’s 
appointment  and an appointment
with the eye doctor. The rest I had to find on my 
own, and that was very stressful.”  —Alisa Moore

THINKING AHEAD
Bringing your preemie home is less stressful when you are prepared to meet their 
unique needs. That might mean rearranging your nursery to accommodate medical 
equipment, or even rearranging your and your partner’s careers to make caring for a 
medically fragile baby possible. But whatever challenges lie ahead, know that you are 
more than capable of overcoming them.

find out what post-NICU services your 
insurance will and will not cover so there 
are no surprises.

ask your social worker if you 
qualify for Medicaid, and apply while 
your baby is still in the hospital. Your 
preemie may also be eligible to receive 
SSI disability benefits.

ask about Children’s Medicaid 
(CHIP), Project Medical Home, and other 
low-cost health care benefits if you do 
not qualify for Medicaid.

know your insurance plan inside 
and out. It is easier to coordinate your 
preemie’s care when you know what 
you’re working with.

stay ahead of the game! If you get 
a questionable letter or explanation of 
benefits from your insurance company, 
don’t wait for a bill. Call the insurance 
company right away to get it fixed.

keep records. When you call the 
insurance company, write down the date 
and time, who you spoke with, and what 
the result was. Ask for a reference number 
at the end of each call.

Your NICU staff may coordinate 
equipment delivery, training, and 
follow-up appointments well in 
advance of your preemie’s discharge 
date. If you’ve already gone home, your 
pediatrician can help.

You may see a range of specialists in 
your preemie’s first six months home, 
such as Occupational therapists, Speech 
therapists, and Physical therapists, as 
well as eye and lung specialists.
In many places, a baby’s premature birth 
will automatically qualify them for Early
Intervention services.

about health 
insurance

paperwork 
tips

medical 
equipment & 
continuing care

Your preemie’s nutritional needs may also 
qualify your family for WIC assistance up to 
age five.

Your preemie will likely receive 
immunizations on the same schedule as 
full-term infants, but may receive additional 
vaccinations such as palivizumab (Synagis) 
to protect against RSV.

The most common equipment that 
accompanies preemies home is an apnea 
monitor, pulse oximeter, supplemental 
oxygen, and/or feeding tube and pump. 
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BUILDING YOUR TEAM

YOUR PREEMIE AT HOME

Chances are you won’t be caring for your preemie alone! Depending on your baby’s 
needs, you may have an entire team watching over your preemie’s progress. Making 
time for your preemie’s many appointments can be difficult but is important because 
it’s been shown that continuing care after the NICU leads to better outcomes—and 
probably also more relaxed moms and dads.

Determine the services your baby needs and ask how to access them. ASK if your baby 
is eligible for free or lower cost therapies. ASK for evaluations. ASK for referrals. ASK 
loved ones for help and support. Never be afraid to ask!

Remember, you are still the #1 advocate for your baby. Talk to your baby’s doctors, 
nurses, social workers, and other caregivers. Be frank; share your concerns. If 
something is bothering you, don’t hold back!

•  Your family will need to visit a 
pediatrician within the first week after 
leaving the hospital.

•  Plan ahead to avoid the pressure and 
frustration of finding a pediatrician 
right before your baby is discharged 
from the hospital.

•  Ask your neonatologist, mentor, or 
social worker if you need help finding a 
pediatrician.

•  Decide whether the pediatrician’s 
office needs to be close to your home, 
job, or day care.

•  Ask about the pediatrician’s 
experience with preemies. It is 
important that your baby’s doctor 
understand the potential medical 
complexities and the support that you 
may require, too.

•  Call the pediatrician’s office to ask 
if they accept your current health 
insurance and what your co-payment 
and other responsibilities are.

•  Ask the pediatrician’s office whether 
they are accepting new patients, which 
doctor or doctors your preemie might 
see, and whether there is a doctor on 
call 24 hours a day for emergencies.

•  Has a fever of more than 100 degrees 
Fahrenheit.

•  Has diarrhea for more than one day.

•  Is throwing up forcefully.

•  Is not eating well.

•  Has not had at least six to eight wet 
diapers per day.

•  Has very yellow eye color or skin color.

•  Is hard to wake up.

•  Has fast or difficult breathing.

•  Makes jerking movements.

•  Is not looking well or acting well.

•  Avoid large crowds.

•  Avoid sick people.

•  Have people cover their mouths and 
noses with tissues when they cough or 
sneeze.

•  Do not allow anyone to smoke around 
your preemie.

•  Everyone must wash their hands or 
use hand sanitizer before and after they 
touch your baby.

•  Post a sign on your front door asking 
people who are visiting/drop by not to 
enter if they might be sick.

•  Have your child immunized.

Most premature infants (and toddlers) need help to reach developmental milestones, 
and Early Intervention (EI) can help provide you with guidance and support. EI is a 
federally funded program for children ages 0-3 and in many states, babies who have 
spent time in the NICU qualify automatically for either an assessment or for speech, 
vision, occupational, and physical therapy services. Not all preemies will need EI for 
their first three years, but even a few months of intervention services can give you a 
great foundation for helping your baby cope with or overcome developmental delays, 
cognitive disorders, emotional issues, feeding problems, speech difficulties, or other 
challenges.

What many moms and dads of preemies like best about EI is that it’s anything but 
clinical. Therapists or teachers may come right to your home on a schedule that works 
for you and your baby. A typical session can last a half hour to an hour, and usually 
involves the EI specialist playing with your preemie, working on specific activities to 
address known issues, and giving you activity ideas you can do between sessions to 
reinforce what your preemie is learning. Families and their EI therapists often develop 
close bonds, and the therapist may know the child they are working with so well that 
they can recognize emerging issues early.

finding a 
pediatrician

call the doctor 
if your baby...

tips for preventing 
infection

about early 
intervention

“We went with a pediatrician we found through 
the NICU, but I have to say I was NOT prepared 
for the waiting lists to get into specialists’ offices. 
My daughter needed feeding therapy and a GI 
doctor, and the wait lists were ridiculous - 4 to 8 
weeks!”    —Nathan and Heather Hostler

“I always kept a copy of Owen’s discharge 
summary in my diaper bag. If we needed to go 
to the hospital quickly, that meant I would have 
a thorough history without having to think it 
through. In an emergency situation, clear thinking 
can be tricky. I wanted to be able to hand over a 
complete summary of Owen’s health issues.”
—Heather McKinnis
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•  Keep a list of your baby’s medications 
with your baby at all times.

•  Speak to your baby’s health care 
professional, and ask specific questions 
about your baby’s medicines, such as what 
to do if your baby throws up after a dose or 
you’re late giving a dose.

•  When picking up refills, check the label 
carefully for correct medicine, strength, 
and dose.

•  Read over-the-counter labels to make 
sure the product is appropriate for your 
child’s age and weight.

•  Use medicines only as directed.

•  Use the measuring devices that come 
with the products, and use these devices as 
instructed.

•  Keep medicine bottles away from other 
small children.  

•  Carefully read the label of each medicine 
before giving it to your baby.

•  Know why your baby needs to take this 
medicine.

•  Learn how to use equipment, e.g., pulse 
oximeter, oxygen tank, nasal cannula.

•  Know the signs of difficulty breathing.

•  Learn CPR

•  Learn how to give your child’s medicines.

•  Plan ahead for extra help at home.

•  Schedule routine follow-up doctor visits 
early. 

•  Wash your hands frequently.

medication 
safety tips

managing breathing 
issues at home

THE MANY MILESTONES
AHEAD

CONNECT WITH THE 
SUPPORT YOU NEED

You’ve already seen that preemies operate on their own timelines. That’s especially true 
when it comes to developmental milestones. For every premature baby who’s learning 
to sit up on schedule, there is a preemie whose parents are celebrating saying goodbye 
to supplemental oxygen. Some babies born prematurely “catch up” quickly. Some do 
things on a slower timeline. Some don’t ever catch up in all areas and that’s okay, too. 
As much as you may be tempted to track your preemie’s milestones with the same 
guides everyone else is using, remember that your baby is special.

Your preemie’s accomplishments may not be found on lists of what babies and toddlers 
are expected to be doing at a given age. Celebrate the milestones—however different or 
delayed—that your baby is hitting! Preemies make incredible strides every day. 

You, your family, and your preemie have come so far, and in many ways, the journey has 
just begun. Remember, life itself is a journey and not a destination.

Graham’s Foundation supports parents at every stage of the prematurity journey, 
from birth into childhood and beyond. We’d like to invite you to call or contact us 
online at any time to share your story or ask for assistance. We will do what we can to 
get you the help you need. 

Some information above was adapted in part from 

Transitioning Newborns from NICU to Home: A 

Resource Toolkit, published December 2013 by 

the Agency for Healthcare Research and Quality, 

Rockville, MD

visit our website 

 GrahamsFoundation.org

call us, toll-free  

 1-888-466-2948

connect with a preemie parent mentor:
 mentor@grahamsfoundation.org

find resources and support:
 http://facebook.com/GrahamsFoundation

share your family’s story:
 http://facebook.com/parentsofpreemiesday 

STAY IN THE PRESENT, LOOK FORWARD TO THE FUTURE, 
AND APPRECIATE THE PAST!

“My heart sang when my 23-weeker first ran, 
rode a bicycle, read aloud to me, and recited our 
home phone number from memory. With a grade 
III bilateral IVH, his ability to do these things was 
always in question.”    
—Courtney Wright

Art and design by Seo Kim 
www.seokim.com
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