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This report is based on an online survey of over 200 parents who belong to the 
Inspire Preemie Community. Deb Discenza presented findings from the survey at 
the 2016 Council of International Neonatal Nurses (COINN) conference in 
Vancouver, British Columbia.
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Executive summary
A survey conducted of parents in the Inspire Preemie Community revealed significant 
problems in their experiences with neonatal intensive care units or NICUs. The NICU, 
where preemies receive care, needs to be more parent-friendly. 

Premature babies are at risk for medical, behavioral and physical disabilities. These include 
everything from autism to blindness to cerebral palsy. With March being Cerebral Palsy 
Awareness Month, families in the preemie community know all too well the challenges that 
this disorder, along with many other comorbidities, can affect the lifespan of that child. 

With this type of ongoing stress, parents of premature babies are at a significant risk for 
postpartum depression and PTSD. There needs to be a better mechanism in place in every 
NICU to support the parents because their mental health directly affects that baby’s ability to 
survive and thrive.

The Landmines of the NICU

The Inspire Preemie Community survey found the following areas to be 
the most difficult of almost all parents:

• Empowering Parents in the NICU

• Breastfeeding

• Supporting Families NICU/Home

• Discharge

• Declining Health of the Baby

• Death of the Baby
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Preface
Imagine being a woman who was pregnant one minute and then was suddenly admitted to 
the hospital due to preterm labor. She is surrounded by her obstetrician, the labor and delivery 
team, and a perinatal specialist, who are focused on stopping the labor and putting her on 
bedrest, which is anything but restful. Stressed and focused intensely on the heartbeat monitor, 
that mother-to-be sees her dreams shattering before her and wonders what the future holds 
for her baby. When the early birth happens she is overwhelmed by many emotions that 
compete within her--joy, sadness, anger, anxiety, fear. Her birth plan is splintered by a birth that 
is beyond surreal with an urgent and chaotic c-section or a vaginal birth that leaves her fearing 
every contraction and questioning every single push to get the baby out. This is what it is like to 
have a premature baby.

From the birth, there are differing outcomes. Some premature babies can 
belt out a cry while others require resuscitation. Some babies grace this 

earth for mere seconds or minutes, and some are stillborn. This is the 
world that binds parents of premature babies together. 

The majority of babies do end up going to the NICU and split off into 
a variety of breathing assistance devices and more. Those parents lucky 

enough to have a baby to visit learn that there are rules set around 
visiting their own child and what they can and cannot do right now. 

Gone are cute post-birth pictures of the baby, gone are the happy Twitter updates saying, 
“I’m here!” from the baby. Instead it is hushed and hurried phone calls in the hospital hallway 
on the way to the NICU, texts to frantic grandparents on the road praying that they will get 
to the hospital in time in case the baby doesn’t make it. The status updates on Facebook and 
Twitter are more likely, “Update: the baby arrived early and is in the NICU. Too much is 
happening right now but we will update when we can. Please no calls, no texts, no emails. 
Thank you.” 

As their baby is locked off in the NICU, the parents isolate themselves from a world obsessed 
with perfect celebrity pregnancies and babies. They celebrate, but they also grieve, because 
their baby is struggling, something they would never have wished on their child. Some babies 
will live, some will die. Some will go home and do well while others will go home and have a 
life that is complicated but might improve over time. Still others might have a mix of both of 
those scenarios.
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Empowering parents in the NICU
Coming into the NICU is often a traumatic event for parents. They enter a loud, chaotic place 
where their struggling infant is surrounded by gowned, masked and gloved professionals. 
Filmmaker Nicole Conn aptly stated in her son’s Showtime documentary film, little man, that 
the NICU, to her, was “science fiction.”

What made you feel most welcome in the NICU?

Insights from parents

• A kind gesture and a kind word early on can make a huge difference in the introduction 
to the NICU and that will likely help keep a positive view throughout the stay. 

• Parents want to know that they have an important role in the NICU.

• Parents want to have some form of control even if only in a small way at first.

• Parent/Nurse bonds are built on trust and can be stronger than family ties.

The nurses informed me that I had access to my daughter 24/7 and to come anytime 
I felt well enough. Not knowing anything about the NICU or what was to come, that 
made a world of difference in reminding me that I had an important role as a parent.
 - Mother, very preterm infant
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Snapshot: Parenting in the NICU
Bonding

Having an infant immediately whisked off to the NICU does little for parent bonding. 
Yet parents are trying to find a way to connect to their baby despite the infant being kept in 
an incubator and being hooked up to a myriad of medical devices. Add in that parents are 
cut off from the outside world while in the unit, and they feel utterly useless at bedside. 

Insights from parents

• As every baby is on a different timeline in the NICU, we need to make sure there is 
consistent connection to the baby.

• Bonding comes in many forms and parents need to know every single one. 

• Parents need reassurance that their baby is in the best place, getting the best care.

• Parents need to know that their presence is important for the baby from early on 
through the time before discharge. They are part of the team.

Breastfeeding
Across the globe, breastfeeding has taken on a strong political bent in recent years and the 
hospitals have become battlegrounds to push mothers toward breastfeeding and away from 
formula feeding. The World Health Organization and the American Academy of Pediatrics 
consistently tout the benefits of an exclusive human milk diet for the first six months of an 
infant’s life. NICUs worldwide have a viewpoint of human milk being the baby’s first medicine 
and one that is distinctly life-saving.
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Who helped 
you the most 
with breast 
pumping and 
breastfeeding 
matters?
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Insights from parents

• In my own experience, I found many different voices involved -- the NICU team, 
relatives, friends, neighbors -- but I thought I was alone in breastfeeding struggles. 
Then I see other parents going through much the same thing. No wonder 
breastfeeding rates are so low with preemies. 

• There needs to be a positive push in the NICU, one that simply celebrates trying 
pumping, trying breastfeeding. And if successful with pumping — it should be that 
every drop counts.

• The sense that the mother and father are just visitors is a consistent theme in the 
free-text portions of the survey. Yet when it comes to breast milk production and 
breastfeeding, it is as if the mother is simply a tool for medicine. The mother is a human 
being. The mother has feelings and is dealing with a raw set of emotions. The mother is 
overwhelmed yet is expected to perform at a level of a marathoner in many ways and is 
being set up for a harsh failure. That is not fair.

• If a NICU truly believes in supporting breast milk production in pumping and 
breastfeeding, then they need to surround that mother and get the family around that 
mother as well with full support. Providing breastmilk is a huge job especially for a 
NICU mom.

• Let’s have the mantra of setting that mother up for success, any success and not high 
expectations that result in failure.
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I had a postpartum nurse dump my colostrum, telling that my micro twins couldn’t 
have it anyway.
 - Mother, micro-twins

Our hospital had a wonderful pump room decorated to look like a nursery. That made 
it seem more like pumping at home with a baby. That helped a lot. They had lights 
down and lamps. The room also had extra pump bottles and cleaning supplies for when 
you were done . . . every small touch helped.
 - Mother, micro-preemie
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Supporting families from NICU to home
In a full-term birth without complications, the mother is usually discharged to home within 48 
hours. Imagine giving birth and 48 hours later having to leave the hospital without your infant 
either because the baby died or because the baby is in the NICU. The discharge from the 
hospital, the wheelchair ride to the car seems normal enough but then reality hits. No baby. 
Watching other families smiling as they take their babies home is truly traumatizing. And for 
those families with a baby in the NICU, so begins the unnatural process of daily visitation of 
their child. 

Insights from parents

• Support groups that provide emotional, community and/or resource assistance are a 
huge benefit to every NICU. Why not reach out and build a relationship? With solid 
guidelines and an agreement, these groups can have the back of the NICU staff thereby 
lessening the team stress. 

• Organizing priorities at this time is a huge challenge whether it be childcare for siblings, 
providing breastmilk, working a job to keep money coming in and food on the table.

• We also need to be focusing on the opioid crisis landing babies into the NICU beyond 
premature birth and end the stigma surrounding that in order to help the parent and 
therein the baby, thrive going forward. Judgment is not going to help matters at this 
point and the parent is likely suffering a battle few understand.
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Which of the 
following 
priorities did 
you have to 
juggle while in 
the NICU?

Death of identical twin, extremely high risk of death for my son. I was alone and a 
hundred miles from home planning a funeral for one son and making life and death 
decisions for the other. Hospital bills,insurance coverage, finding time to eat, do 
laundry, pay bills, self-care, and sleep.                                              - Mother, micro-preemie twins
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When the baby comes home
Every parent bringing home a baby from the hospital is naturally nervous. With a baby coming 
home from the NICU those concerns are multiplied. There is less concern with middle of the 
night feedings and diaper changes and more focus on making sure the baby is breathing, 
eating enough, and staying as healthy as possible. On top of these issues, parents of preemies 
worry about their children’s developmental future. 

There is a lack of consistency evident in preparing parents for discharge.  Our survey indicates 
that over 20% of parents were rather unconfident, very uncomfortable or extremely 
uncomfortable with caring from their child outside the NICU. 

Insights from parents

• Nerves: It is OK for parents to feel that way. They need to take it one step at a time. If 
they need help, they should not be afraid to ask for it.

• Concerns: Parents know their child better than anyone else.  Rely on parental instincts 
after homecoming. 

• Development: Parents need to know about specialists and therapy resources even if 
their child did not qualify for any of these. They should be aware of their options.

• Support: Parents need a lifeline outside the NICU. Connecting them to a support group 
of some type before heading home is important. It will help them cope with the 
anxieties and isolation that come with discharge.
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When your baby was discharged home, how prepared did you feel?
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Tough moments in the NICU
Not every baby gets to go home from the NICU. Having a baby that is really, really sick and in 
the NICU for a long time is a nightmare. Having that baby die is devastating and will affect that 
parent for his or her life. This is when the NICU team most needs to maintain that relationship 
of trust, not disappear. 

More than 40% of our respondents had a baby who was declining and was expected to die. 
Fourteen of the respondents had babies who did pass away, 11 of them during the NICU stay 
and three of them post-discharge.

Key messages for professionals in preparing parents for baby’s death

• Emotions: It is OK to show emotion - it helps parents cope and not feel so alone. 

• Communication: Be clear in how things will happen. From when support is removed 
through organizing an infant’s funeral. 

• Support: Having clergy there, social work there, is key. The doctors should also assist 
with this along with the nursing team. Just as there is a team effort to help that baby 
survive, so should there be with a baby that is passing away. 

• Family time: The family needs a quiet space to spend time with their infant, one that is 
soothing and comforting. Ask a support group to fundraise to set it up and decorate it 
and provide information for social workers to hand out. 

• Love notes: Send a note of support to the family afterward.
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All of the nurses were affected by her death. On the night of her death one of the docs 
came straight to the ER to see if he could do something to revive her. When she coded 
he stayed with us, hugged us, did everything he could to comfort us. When she 
passed, the doctor helped us with the service for our daughter and spoke beautiful 
words in the ceremony. Many nurses and NICU staff came to the service . . . they are 
family to us [through] today.                                      - Mother, micro-preemie
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Key messages for the public

• Today’s medicine is advanced especially as new technologies come onboard. But the 
assumption is that every baby in the NICU will live and that is not true. We need to 
understand that prematurity has a different outcome for each infant despite 
gestational age at birth.

• Family and friends need to know that the best support they can provide to families 
experiencing a death is a simple, “I am so sorry,” and even, “I have no words to express 
my sadness at your loss.” 

• Family and friends need to know that losing a baby in the NICU does not mean the 
parents should “snap out of it” and regain a normal life at one point. They have been 
devastated and this can affect them the rest of their lives. Their marriage will be 
affected. Their other children will be affected. Telling a family that it is time to move on 
is not fair and not appropriate. This is their own timeline, not yours.

• Always talk about the baby and say the name. The parents always remember their baby 
whether or not they say so out loud. In saying the name you may see some tears but 
also a smile. They want their baby to be remembered, not forgotten.

In closing

Just as a pediatrician wants to ensure a parent has consistent information for the health and 
wellbeing of all children coming into the office, so should the NICU environment maintain 
message consistency. This applies from the first day in the NICU through whatever outcome 
the family faces. 

Guidelines surrounding addressing these areas of mixed messages would go a long way in 
helping families through a tough experience, helping them maintain sanity and dignity.
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We had to hold our baby for the last time in the same uncomforting ugly room. 
The lighting was depressing and everything looked orange and even more sad in our 
photos. They had the nastiest smelling soap and lotion for the little bath we gave the 
baby first. We would have loved to have him smell like Johnson & Johnson’s just once. 
They did their best taking some other pictures for me after he passed but they were so 
depressing I just threw them away.                            - Mother, micro-preemie
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