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The Future

Connect with Support

First, congratulations. Your baby’s (or babies’) early arrival may have left 
you feeling shocked, overwhelmed, and afraid, but we know from personal 
experience that preemies are strong and so resilient.
 
Right now, you may feel like you’re simply surviving day to day as you 
ride the NICU rollercoaster. That’s a very normal response. Maintain 
your health so you can be a part of your baby’s care as much as possible. 
Connect with parents who’ve been in your shoes because they can help 
you cope.
 
The prematurity journey may test the limits of your courage and spirit, 
but what you will eventually discover is that parents in the NICU are as 
strong and resilient as the preemies they love. 
 
In this booklet, we share practical strategies designed to give you comfort 
and help you hold onto hope in the weeks ahead. Throughout, you’ll 
find quotes and tips from moms and dads whose journeys were likely 
similar to your own. Remember that you’re not alone – prematurity 
is more common than people realize, and there are many parents and 
organizations ready to help your family not only survive, but also thrive. 
We’re here for you and we hope you reach out.
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YOUR FEELINGS

ADJUSTING TO THE NICU

Premature birth can inspire a wide range 
of feelings in parents, from shock, denial, 
numbness, and fear to guilt, anger, and 
resentment. Many moms and dads also 
feel isolated and helpless, as well as 
unsure how to even be parents after the 
trauma of premature birth.

Expressing these feelings can be 
incredibly difficult. There may be times 
you cycle through different emotions 
so rapidly you’re not even sure what 
you’re feeling. Loved ones who haven’t 
experienced prematurity themselves 
may be unable to fully grasp what you’re 
sharing. Even your feelings toward your 
preemie may be conflicted.

Know that there is no right way or wrong 
way to move through and process the 
experience of premature birth and its 
aftermath. What can help more than 
almost anything else is realizing that no 

The NICU can be an unfamiliar and frightening place, but it is also right where a 
premature baby should be. While it hurts to see your baby surrounded by medical 
equipment, try thinking of the isolette and leads as your baby’s surrogate womb. 
Right now, it is the safest place.

Learn as much as you can about your NICU’s routine, from visiting hours and 
restrictions to shift changes and rounds. Make a point of learning the names of your 
baby’s neonatologists, nurses, and therapists—and let them get to know you, too. 
If you feel resentment toward nurses and other staff, remind yourself that YOU are 
your preemie’s parent. Right now the professionals interacting with your baby are a 
part of your whole family’s care team.

Understanding the technology and lingo of the NICU is a challenge when you’re 
still reeling from the aftereffects of premature birth, but learning about it can help. 
The more you know about the specialists and the various equipment helping your 
preemie adjust to life outside the womb, the more reassuring it all becomes. 

Eventually the NICU can start to feel like a home away from home. Until then, try 
to adapt to your family’s new situation by staying grounded in the moment. Focus 
exclusively on what is actually happening in the NICU by holding, feeding, and 
changing your baby or simply sitting by your baby’s isolette. If you can do nothing 
else, you can lend them the strength of your presence.

“When I had my preemie twins at 31 weeks and then watched them endure in the NICU, I remember feeling bombarded with 
different, sometimes conflicting emotions: fear of having no control over my babies’ care, appreciation and gratitude for the NICU 
doctors and nurses, feeling afraid of not being capable enough to care for my babies when they came home, feeling misunderstood by 
well-meaning friends and family, feeling like I didn’t belong at home or anywhere except right next to the babies’ bedsides.”

—Selena, one of Graham’s Foundation’s parent mentors

“I remember my own NICU journey being extremely non-
linear. The only predictable thing in my twins’ lives was that 
nothing was certain, nothing was predictable, and nothing 
was promised. It was tumultuous, with many advances 
and setbacks. Some days were incredibly dark while others 
seemed full of hope.” 
—Simon, one of Graham’s Foundation’s parent mentors

“I never expected to be the parent of a preemie. It never 
crossed my mind. We found ourselves abruptly thrown into 
the world of prematurity when our twin boys arrived at 24 
weeks gestation on Halloween morning 2009. We lost our 
son, Campbell, after 23 beautiful days and Joseph spent an 
arduous 228 days in the NICU. Our journey of prematurity 
hasn’t been easy. In fact, it’s the most difficult journey I’ve 
experienced in my life but here we are six years later. We are 
here. Joseph is here. Most importantly, he is thriving.”
—Laura

matter what you’re feeling in any given 
moment, chances are you’re not alone in 
having felt that way. Never be ashamed 
to admit you need a break or that you’re 
scared.

Sharing your feelings, however complex 
they may be, will help you understand 
what you need to keep going in the 
present moment. If you don’t feel like 
you can talk to your family or friends, 
connect with other parents of preemies. 
And if you find yourself suffering from 
persistent depression or anxiety, your 
baby’s caregivers in the NICU will have 
resources to share.

When you doubt your ability to handle 
the challenges of prematurity, it can 
be helpful to remember that your baby 
needs you and will still find comfort and 
strength in your presence even when you 
yourself feel anything but strong.
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INFORMATION & HOPE
In the NICU, information can come at 
you in tsunami-like waves that are almost 
impossible to absorb completely. Your 
fluctuating emotions, your fear for your 
preemie, and the newness of it all make 
understanding your baby’s condition 
difficult. Some parents crave all this 
information because it helps them feel 
more connected to their babies. Others 
only want to hear that which will help 
them hold on to hope.

In the first few weeks after your 
preemie’s birth it may be helpful to focus 
on the essential facts relevant to their 
condition in the moment. Ask nurses 
and doctors to write down the most 
important points during daily updates 
and meetings so you don’t miss or forget 
critical information.

Never forget that you can provide 
information as well as request it. You are 
a key partner in your child’s care, you 

know your preemie best, and your input 
should be a part of the conversation from 
the very beginning.

If you want to learn more about 
premature birth or get information 
about a diagnosis, ask your baby’s care 
team to recommend websites that will 
provide more information about long 
term complications, treatment plans, 
and more. Resist the urge to search 
indiscriminately. When you have 
questions, ask your preemie’s doctors 
and nurses first, and they will guide you 
toward the best online resources.

But if you what you really want from 
doctors, nurses, and specialists is hope, 
make that known. Holding on to hope 
in the NICU can be one of the most 
challenging things a preemie parent will 
do—but when it feels like hope is the only 
thing you have, it’s worth the struggle.

“They asked us not to google anything but diagnosed conditions and scheduled procedures. For 
once in my life, I listened. I am so glad I did because I can’t imagine the diagnosis I would have 
came up with for her considering the ones I give myself on a daily basis.”    —Tonia

“It’s okay not to go to the hospital every day. Our 
NICU nurse told us this. She said for both your 
health and sanity don’t come every day. But on 
the days I didn’t go I called. Sometimes every 
hour! ”  —April

YOU ARE IMPORTANT
Your role as a parent in the NICU is 
unique and irreplaceable. Even when you 
can’t be there night and day because you 
need to work or have other children to 
care for, remember you are vital. Be with 
your baby when you can and don’t let guilt 
overwhelm you when you can’t. There 
are ways to bond from afar, like putting 
a piece of fabric with your scent in your 
preemie’s isolette, pumping breastmilk, or 
asking the NICU to play a recording of you 
reading for your preemie.

When you are in the NICU, do whatever 
you can to be there for your preemie right 
now, even if it’s just changing a diaper or 
adjusting your baby’s position. But know 

that being there for your preemie may 
sometimes even mean taking a break, 
whether that means staying home to rest 
or leaving the NICU to have dinner out. 
To care for and advocate for your baby, 
you have to take care of yourself first.

If you ever feel that a member of your 
preemie’s medical team is making it 
difficult for you to be there for your baby 
(emotionally or practically), know that 
it is reasonable to request that a specific 
nurse or doctor not be assigned to your 
preemie. Personality conflicts exist in 
the NICU just like anywhere else, and 
disagreements are not uncommon and 
are usually resolved quickly.
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MAKING CONNECTIONS

PARENTING YOUR 
PREEMIE

Parents of preemies need support like 
all new moms and dads but what they 
need most isn’t hot meals (though 
they’re nice) or someone to walk to dog 
(though that’s great, too). What parents 
of preemies need is connection. So much 
about premature birth is isolating.

You may feel there is a divide between 
you and your loved ones because your 
birth experience has been so different. 
You’re physically isolated because of the 
threat of colds, flu, and other illnesses. 
The fear, pain, and anxiety you may be 
feeling can make it difficult to engage 
with other parents. In fact, parenting a 
preemie may feel like the loneliest thing 
you’ve ever done.

Connecting with at least one other family 
that has experienced the prematurity 
journey can make a world of difference. 
Studies have shown that parents of 
preemies who connect with NICU 
veterans feel less anxiety and depression. 

Assisting your preemie’s care team as they do what looks like the heavy lifting will not 
always feel like parenting, but understand that everything you do is just as vital to your 
preemie’s health and wellbeing.

Take pleasure in the small ways you can interact with your preemie. Read a book or 
sing your favorite lullaby whenever you visit the NICU. Participate in your baby’s care 
as much as you are allowed. If nothing else, a simple touch session—even if it’s just 
cradling your baby’s head in your hand—can do wonders for your baby and for you. If 
you feel less than confident, ask a nurse to show you how to safely work around your 
baby’s medical equipment. When your preemie is ready, ask your baby’s nurses to help 
you hold your preemie skin-to-skin (also known as ‘kangaroo care’).

Don’t be afraid to ask how you can care for your preemie. Ask your nurse if you can 
change your baby’s diaper. Ask if you can help with bath time. Ask if you can assist in 
taking their temperature. Ask if you can help put clothes on your child—even if it is just 
a hat or pair of socks. Ask if there is anything you can do. Tell the nurses you want to 
parent your preemie in any way possible.

Be confident that you, your family, and the NICU staff will develop your own routines 
as time passes. And be patient. Adjust to the realities of parenting a preemie in the 
NICU as slowly as you need to.

“It was when I finally began to meet other preemie 
moms, long after our girls were home from the NICU, 
that I really began to process and understand my 
experience. There was nothing more comforting than 
a friendly voice saying, I felt that way too.”
—Jen, one of Graham’s Foundation’s 
parent mentors

“I changed that first diaper with a feeling of pride. I don’t think anyone in the world had ever been so excited 
to change a diaper! We took a thousand pictures—it was quite the momentous day. I remember being scared 
and excited. The nurse walked me through every step of changing his diaper around the tubes and wires. She 
was patient and kind and made me feel like this was the only thing that mattered to her at that moment. 
Whenever possible, we tried to be present for any bath time, diaper time, temperature time—anything that 
we could do to feel like parents. I craved anything I could do to feel like my preemie’s mom.”   —Laura

Just chatting with a parent who has 
come out on the other side of the NICU 
journey can reduce feelings of loneliness.

Ask if your NICU has a parent support 
group or classes for moms and dads of 
babies currently in the unit. Connect 
with a Graham’s Foundation mentor. An 
experienced preemie parent, whether a 
trained mentor or a new friend, can be a 
great source of both practical suggestions 
and perspective.
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THE FUTURE
When you have a preemie, the only certainty is uncertainty. Your baby is special because 
of their early start, but you may eventually discover that the prematurity journey begins 
to feel less catastrophic and more ordinary. Over time, you can create your own definition 
of what is normal for your baby and for your family. While many preemies will eventually 
catch up to their full-term peers, accepting that premature birth often comes with delays 
and physical, intellectual, and emotional challenges will help you celebrate your preemie’s 
individual accomplishments both now and in the future.

The possibilities open to even the earliest preemies have never been broader. It’s natural 
to feel some degree of guilt, sadness, or regret at this time but try not to let that get in 
the way of your relationship with your baby moving forward. Focusing on the present and 
holding on to hope when you consider the future will help you bond with your preemie 
now and forge new, happier parenting memories moving forward.

“Hold on to the good stuff. First footprints, the first 
day their eyes open, kangarooing, their first drops of 
breastmilk, sleepy smiles, that first ounce gained...
these will be the precious memories to hold in your 
heart long after the NICU days are over.”   —Alicia

Art and design by Seo Kim 
www.seokim.com

“We had no idea what the future held. With four extremely premature babies in the NICU at once, my 
daughter did not have much hope she would ever bring all of them home. As a family, we just did our best 
to support one another, and that was what let us gradually kindle hope for each of the babies. But things 
got worse before they got better. A lot worse. We almost lost both of the boys, and between them and their 
two sisters, they encountered just about every problem you could imagine. Looking back on it now, I think 
what got us through was focusing on hope, resilience, and miracles. We learned to remain hopeful in the 
difficult times; when it seemed we could not, we learned that if we remained resilient, hope would return 
even stronger. And we learned that when hope seems vanquished—when there is just no more strength 
to get back up after you’ve been knocked down one time too many—there are still miracles to be found. I 
know. We have four of them.”    —Tim

CONNECT WITH THE 
SUPPORT YOU NEED
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. 

visit our website 

 www.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 
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to feel some degree of guilt, sadness, or regret at this time but try not to let that get in 
the way of your relationship with your baby moving forward. Focusing on the present and 
holding on to hope when you consider the future will help you bond with your preemie 
now and forge new, happier parenting memories moving forward.

“Hold on to the good stuff. First footprints, the first 
day their eyes open, kangarooing, their first drops of 
breastmilk, sleepy smiles, that first ounce gained...
these will be the precious memories to hold in your 
heart long after the NICU days are over.”   —Alicia

Art and design by Seo Kim 
www.seokim.com

“We had no idea what the future held. With four extremely premature babies in the NICU at once, my 
daughter did not have much hope she would ever bring all of them home. As a family, we just did our best 
to support one another, and that was what let us gradually kindle hope for each of the babies. But things 
got worse before they got better. A lot worse. We almost lost both of the boys, and between them and their 
two sisters, they encountered just about every problem you could imagine. Looking back on it now, I think 
what got us through was focusing on hope, resilience, and miracles. We learned to remain hopeful in the 
difficult times; when it seemed we could not, we learned that if we remained resilient, hope would return 
even stronger. And we learned that when hope seems vanquished—when there is just no more strength 
to get back up after you’ve been knocked down one time too many—there are still miracles to be found. I 
know. We have four of them.”    —Tim

CONNECT WITH THE 
SUPPORT YOU NEED
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. 

visit our website 

 www.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 
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