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Every year, 400,000 families in the United States welcome premature babies ...Ten percent of
babies born in the U.S. are preemies. But that one word, "preemie," encompasses a range of
medical and cultural experiences. There are textbooks, medical-ish guidebooks, and the
occasional memoir to turn to ... but no book that collects personal experiences from the many
people who have parented, cared for, or been preemies themselves.Until now. In What We
Didn't Expect, journalist Melody Schreiber brings together a chorus of acclaimed writers and
thinkers to share their diverse stories of having or being premature babies. The stories here
cover everything from life-changing tests of faith to navigating the red tape of healthcare
bureuacracy; from overcoming unimaginable grief to surviving and thriving against all odds.The
result is a moving, heartfelt book, and a crucial and informative resource for anyone who has,
or is about to have, the experience of dealing with a premature birth.
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lifeAcknowledgmentsAbout the ContributorsIntroductionA few days after my tiny son first came
home from the hospital, my exhausted brain finally remembered the books. Yes, the books!
They would tell me what to do! I cracked open What to Expect the First Year—and immediately
I started bawling.My very premature baby faced a range of complications. His heart was failing,
making him take about twice as many breaths as normal. Breastfeeding exerted him too much;
instead, he was fed through a tube threaded through his nose. Often, his milk meals came right
back up again when pressure from his swollen heart pushed against his stomach; I was



terrified of leaving him alone for even a moment in case he choked on his vomit again. He was
taking a host of potentially dangerous medications, and our lives revolved around
appointments with specialists and his upcoming open-heart surgery. His diaper bag was
packed with medical records—hospital transfer and discharge papers, notes on medications
and side effects, instructions on feeding and following up with specialists.None of this was what
we had expected.When my water broke at twenty-seven weeks and four days, everything
changed. The drive to the hospital was nothing like I had anticipated for the past seven months
—my belly was not enormous, I was not wracked by contractions. My husband drove nervously,
cautiously, as fast as he could. The car was eerily silent. I kept my fingers spread over my
stomach. Not yet, I told the son within. Hold on just a little longer. Please, baby.After checking
into the hospital, I settled into strict bed rest and began consulting with neonatologists about
their plans for our baby’s care once he arrived. There was so much we were learning on the fly;
so much we never thought we’d need to know, now filling our heads and our hearts. Although
we hoped he would wait—every day in utero was comparable to three days of growth and
development in the neonatal intensive care unit (NICU), we learned—we knew the baby would
not be full-term; if by some miracle the pregnancy reached thirty-four weeks, when his lungs
and brain and body would be nearly mature, I would be induced in order to avoid infection and
other complications. It was unnerving to know ahead of time he was going to be premature,
while at the same time knowing there was nothing we could do to make his entry into the world
any safer or less complicated. All we could really do was hope that he would wait. Just a little
longer.And he did; unlike the majority of pregnancies in which the water breaks early—a
condition known as preterm premature rupture of membranes—my baby waited a full eighteen
days. He was born twenty-nine weeks and six days into the pregnancy, and he was
immediately taken to the NICU, where he would stay for more than two months.There was
nothing in the usual parenting books about how to address needs like his. On the contrary,
those baby books were a painful reminder of the sharp turn our path had taken, and how far
from the “normal” milestones we were drifting. For the first time in my life, books had failed me.
I struggled to find stories that resonated with me—stories that would show me and my
husband and our families a path forward in such a harrowing time. I felt intensely alone. Books
had abandoned me, so I abandoned them; I put them back on the shelf, spines uncreased and
pages smooth. It was another way in which this whole experience wouldn’t go the way we had
planned. We would simply have to go it alone.But, I soon discovered, we were far from alone.
Support and encouragement poured in from all around the country and the world; friends and
family visited the hospital and our home as often as they could. Many people had no idea what
to say or do in the face of premature birth and all of the complications that surrounded it, but
that was okay; simply having them there, or reading their messages of love, helped more than
we could ever tell them.But there were others who reached out to say that they had some
experience with preemies—a cousin or sibling or they themselves were born too soon. I had
not realized how deeply prematurity had touched so many people’s lives. Statistically, it made
sense; one in ten babies are born early in the United States, so many people experience it in
some way. Gradually, I patched together a network of friends who had been through this
before, people I could message in a panic at ten in the evening or commiserate with at four in
the morning. And I joined online groups with names like Preemie Friends and NICU Moms,
learning terms like “tubie baby” and “heart warrior” and hearing even more heartbreaking and
inspiring stories. These disparate voices helped us more than medical explanations; each
distinctive viewpoint reassured us that we weren’t the first to go through this—that there was
light at the end of the tunnel.Of course, the medical explanations were still important. I read the



relevant portions of medical books on premature birth. I learned about chronic lung disease
and developmental delays, about complications and fatality rates, about the alphabet soup of
conditions and complications—RSV, RDS, IVH, PDAs (which are not public displays of
affection, it turns out). But as a rule, I stayed as far away from these books as possible, only
looking up certain terms and conditions—because the more I read, the more panicked I
became about all of the many ways my little baby was vulnerable in this world. Far from
providing relief or a sense of normalcy, these books usually only brought more fear. They were
atlases of everything that could go wrong, compendia of potential catastrophes. I knew there
were a few memoirs out there about babies born even smaller than my son, but I couldn’t bear
to read a whole book. What if that baby had needs nothing like my son’s? What if something
went wrong with the baby in the book—or what if she was fine, and it was my son who was
unlucky? I was worried I would commit to a book and feel even worse as the baby’s health yo-
yoed, and also…what new parents had time to read a whole book, anyway?I dreamed of a
collection that spoke to our situation—a book I could dip in and out of, flipping to the most
resonant and applicable stories for us, a sort of Choose Your Own Adventure for navigating the
NICU and beyond. I wanted to put our network of preemie voices into book form so other
parents would not have to search as long as we did to find their people—to hear of others like
them and how they dealt with the many challenges of early birth. Instead of turning to an atlas
of fear, I wanted to provide a road map for getting through this and into the good part—the part
when your baby smiles at you for the first time; the first day of freedom from the feeding tube or
oxygen supplementation; the doctor’s visit where they finally land on the growth chart; even the
day when your grief over tremendous, unimaginable loss feels just a little bit less overwhelming.
—Ten percent of babies are born prematurely in the United States—that’s 400,000 families
who go through this every year. But that one word, “preemie,” encompasses a range of medical
and cultural experiences. Even the terms used to describe prematurity are not set in stone,
varying from hospital to hospital. In general, however, “micropreemie” usually describes babies
born before twenty-six weeks, and “extremely premature” is used before twenty-eight weeks. A
birth is usually considered premature before thirty-six weeks, but it is full-term between thirty-
nine and forty weeks, leaving some strange gaps. Between thirty-six and thirty-seven weeks, a
baby is “late preterm,” and between thirty-seven and thirty-nine, “early term.” All of these
categories can get pretty confusing, and that’s just the start of it.Gestational age, or the
number of weeks at which a baby is born, is important because it often plays an outsized role
in how newborns fare. The earlier babies are born, the more challenges they face, from
surviving the first few weeks to longer-term illnesses and diagnoses. However, medical
advances in the past few decades have ensured that many, many more preemies than ever
before survive and thrive.There are also racial disparities before, during, and after pregnancy.
For example, Black parents give birth prematurely 50 percent more than white parents in the
United States. Each year, 13.6 percent of African American births happen early, compared with
9.0 percent of white births. Hispanic and Indigenous parents give birth early at higher rates as
well—9.4 and 11.3 percent of the time, respectively.* The reasons for this are complex, but the
accumulated stress of racism inflicts great harm on mental and physical health, and the
discrimination frequently extends to medical treatment. Furthermore, research has shown,
babies of color immediately begin facing racial discrimination in NICUs across the country.The
essays in this book reflect some of the diverse circumstances and experiences around
premature birth. The contributors speak to the importance of recognizing and supporting good
mental health, including postpartum anxiety, depression, and trauma; the significance of faith
and community; making weighty choices with limited information; approaching loss and grief;



and strengthening relationships with partners, friends, family, and health workers. Throughout
the collection, they offer practical advice on raising a premature baby, navigating adoption,
recognizing developmental delays, managing health insurance and financial decisions, and
moving from guilt and blame to realizing that no one knows your child better than you do. No
book can tell every story, but I hope this is the starting point for sharing how prematurity affects
all of us—and how we can help preemie families (and their loved ones) navigate the difficult
but also amazing time of welcoming a new child early.These essays speak not just to
premature children and their parents, but also to grandparents, aunts and uncles, cousins, and
friends looking for answers and trying to find others’ stories. They also provide another way for
medical staff—doctors, nurses, specialists—to understand what families are going through and
how best to communicate with and support them. (After all, it’s not just the parents who deal
with premature birth.) It is a reassuring chorus of the voices of preemies, family members,
friends, and medical practitioners themselves.What I wanted most after having a preemie was
to be seen—to have our struggle to survive recognized, to feel a little less alone, to see our
experiences reflected wherever I could find them. My hope is that the diverse and wide-ranging
stories here will help those 400,000 other families through one of the most difficult—and
beautiful—times in their lives.Melody SchreiberWashington, D.C.November 2020* March of
Dimes 2019 Report Card. Accessed at .Miracle BabyBY BECKY CHARNIAK“The Greeks had
no single term to express what we mean by the word ‘life.’ They used two terms that, although
traceable to a common etymological root, are semantically and morphologically distinct: zo�2À
which expressed the simple fact of living common to all living beings (animals, men, or gods),
and bios, which indicated the form or way of living proper to an individual or a group.”—Giorgio
Agamben, Introduction, Homo SacerLooking back, I sometimes wonder why that morning took
me by surprise. I was twenty-one weeks and four days into my pregnancy, and the path to that
point had been so problematic already. There were sonogram images of our imperfectly
shaped embryo, my excessive and hemorrhage-like bleeding, and the weeks of bed rest. I
thought the icing on the cake was the night I passed a clot half the size of my fist while
celebrating my birthday; we fished it out of the toilet and brought it to the doctor to confirm that
our baby girl was not nestled inside. She somehow survived each scare without complication,
and for a few weeks, my body had settled into normalcy. My obstetrician gave me the nod to
start acting like this baby was going to be part of our future, so I got up the courage to make a
nursery wish list.On the day that we had planned to go to Babies “R” Us, I woke up and felt a
rush of fluid come out of my body. I searched for clues: the color was clear, and the odor was
not discernable. I tried desperately to convince myself that I had peed in my bed. All sorts of
strange things happen that you don’t know about in your first pregnancy, right? This was one of
those rare moments when the hush and mystery surrounding the female body would work to
my advantage, right? As I called my obstetrician, heard her tone, and passed more fluid in the
bathroom, my head knew better. My water had broken.It would take some time for my heart to
catch up.I walked back into the bedroom, my heart racing. I spread my hands wide and placed
them on the bed alongside the soaked sheets. I leaned over and bent my head low. Quietly, but
audibly, I said, “If You are out there, I need You now.”“Please,” I begged, “If You are really there,
if You can hear me, I need You now.”From a person who was raised Catholic, these words
bordered on blasphemy. We learn at an early age that we shalt not put the Lord, our God, to
the test. But that was exactly what I was doing. I may have said it politely, but “prove it” is what I
meant. To this day, I cannot muster true remorse for that moment. I am not sorry because it
was my deepest experience of human desperation, born from the strongest love I had ever
known. If there ever was a time when I needed divine mercy, that was it.It wouldn’t be the first



time I’ve shamelessly failed to tow the dogmatic line. I am what I have come to think of as a
“Conflicted Catholic.” Friends of mine sometimes refer to people like me as “Cafeteria
Catholics,” picking and choosing the elements of the faith that they find most appealing. But I
expect I’m not the only believer for whom it is quite a bit more complicated than that. I don’t
break the rules because they are difficult to follow or because I am too proud to be guided by
spiritual authority figures. Instead, I think the Roman Catholic Church fails in several practical,
moral ways. As an analytical thinker and a social liberal, I see the Church as a fallible, powerful
institution that can and does act in ways that conflict with Christ’s message of love and service.
I often revisit the passage from Romans 8 that I read at my grandfather’s funeral: nothing can
keep us from the love of God. The Church is no exception.At the same time, the Catholic
Church is the only spiritual home I have known. I value the vast amount of good works
performed by its members; some of the most compassionate, selfless people I know are
devout Catholics. I also have a deep veneration for the Sacraments and a connection with the
Eucharist that cannot be matched in any other faith tradition. I can’t just become a Unitarian
and call it a day, even though sometimes that might be easier. I try my best to sort through the
spiritual and logical conundrums. Always, I feel that my faith should be less about being right
and more about becoming a better, more giving person.Nearly an hour after waking on that
cold January morning, I was admitted to the Catholic-affiliated hospital where my obstetrician
happened to perform deliveries. An administrator, who showed no sense of urgency or interest,
checked me in with all the standard paperwork. My husband provided my information while I
stood in the doorway and cried. In an antepartum room, my obstetrician confirmed our fears.
My water had broken, labor was imminent, and at this gestational age, our baby could not
survive. An ultrasound machine was wheeled in, and there she was—our little girl, barely
visible without the amniotic fluid to provide contrast. Her heart was beating normally, but my
body could no longer give her what she needed. I had failed her.One of the hospital workers
arrived and told us that we would be offered a plot in their cemetery. I was both horrified and
grateful. A few minutes later, she returned to ask me how far along I was in my pregnancy. She
frowned when I answered, explaining that she was so sorry, but we were past the threshold for
the hospital to make that bereavement offer to us. My dark sense of humor almost caused me
to laugh at this: I had held onto my baby too long to earn her a free burial space but not long
enough to live. At the same time, I understood. The land at the hospital’s disposal was finite,
and while they wanted to honor failed pregnancies, they had to draw a line somewhere. The
boundaries of the world we inhabit don’t always leave room for living our ideals perfectly.
Choices must be made.The irony of belief knocking heads with reality was highlighted yet
again when my doctor explained that one of my options was to be transported to a nearby
hospital where they would be able to induce labor. This was a smart course of action because I
had become susceptible to infection the moment my membrane ruptured. The concern was
that I would develop sepsis, possibly damaging my uterus in a way that would make future
pregnancies impossible. Or, worse, I could die. Since this was a Catholic hospital, they would
not intervene unless the mother’s life was in danger; the life living inside her was not
expendable otherwise. With good reason, the doctors don’t wait for a woman to be on the brink
of death while knowing the baby can’t survive outside of her anyway, and they offer the transfer
to another hospital.It was hard for me to take any of this seriously. All I really knew was that my
baby was about to die, even while her heartbeat thundered along, strong inside of me. They
were so certain that it was going to happen any minute. It would take everything in me just to
exist, just not to dissipate into nothingness during this imminent moment of delivering my baby
to death. The process was already set in motion. I didn’t have it in me to speed it along. Unless



I was actually starting to show signs of infection, I was incapable of choosing to induce labor. I
stayed at the Catholic hospital. As long as our baby could hold on, I would too.Left alone to
process and grieve, I told my husband that she needed a name.“It’s Zoey, right?” I said.“Yes,”
he said. It had been his favorite girl name ever since reading Salinger’s Franny and Zooey in
high school. I had liked it with a modified spelling well enough, but in that moment, it took on a
new meaning for me. I recalled my days of studying political theory in graduate school,
discussing Giorgio Agamben’s take on zo�0 as the natural state of living. Meaningful and
beautiful on its own, as the life of a butterfly or an oak, but still less than a life that truly belongs
to the human community of law and language. A body only, whose existence in and exclusion
to a liminal, marginal space empowers and defines what it means to be an actualized
participant in our political world.Our baby was an asterisk. In the history of the human world, in
the timeline of existence, she would be no more than a death certificate for the record books.
Eleven days too old to qualify for a sympathy cemetery plot, and ten days too young to have
any chance at survival. Yet for me, this speechless body with the beating heart, this face I may
not gaze upon long enough to remember, would never exist at the margins. She had become
the center of me. My life would revolve around her forever, even if it revolved around her
absence. She was our everything, our Zoey.—In the two days that followed, I remained in the
hospital. Our families came to be with us, playing card games and having conversations. It was
a good distraction for my husband. I sat in a trance, excusing myself to the bathroom
periodically, during which time I’d pass blood clots and whatever small amount amniotic fluid
had collected while I was lying prostrate. Nurses tracked my vital signs to keep watch for
infection. My father-in-law offered us his space in the mausoleum next to my husband’s mother,
who had passed away five years earlier. At least she wouldn’t be alone, we told ourselves.My
eyes remained swollen and raw from crying. I began to see in myself the same “bare life”
described by Agamben’s zo�2à I had no words, no language. My body was an object to be
measured and monitored. My hospital room door was marked with a white paper flower to
notify workers tactfully that this was not a place to offer congratulations. They delivered food
and towels silently, and I felt their pity. I was an asterisk, too. “Not this one,” the little white
flower would say.While my family chatted and consoled, my thoughts turned into imagery, like a
waking dream. My mind traced over my pregnancy story. I envisioned myself walking along a
path in the woods. The forest floor was lined with gravel and dark roots tripping me up along
the way. But I had somewhere to get to—a destination—so I kept walking forward. Then the
path became level and I reached a clearing. I was going to make it, like so many women before
me. I was going to be united with the person that I wanted to know, to care for. I was going to
find her and we would bake cupcakes and I would make poorly constructed Halloween
costumes for her so she could be whatever she wanted. I would despise her toys scattered on
the floor, but I would love it, too. One foot in front of the other. Then, suddenly, there was a
rupture, a great divide. The ground in front of me disappeared and there was no more forward.
I was standing at the edge of a cliff with no path, no other side in sight. One more step and it
would be over. I stood there, exposed, in the sun and wind. And though no one was around, I
felt like I was being watched. It was Him. He was watching me, waiting for me to fall. I tried not
to hate Him for it.—Somehow, in the forty-eight hours that followed, I did not go into active
labor. Because I was unwilling to induce and technically stable, the new obstetrician on service
discharged me on Monday morning. She made her opinion clear that we were choosing
incorrectly, certain that labor would not hold off until the twenty-three-week mark when survival
outside of the uterus would become remotely viable. She told us that we should be prepared to
deliver the baby at home. I would have a check-up at my doctor’s office on Wednesday if I



made it that long. My mother came home with us to offer support and help my husband with
the delivery if we couldn’t make it back to the hospital in time.Back at our apartment, I emailed
our friends with the news, telling them that it would take a “miracle of miracles” for Zoey to
survive. We tracked my temperature hourly and I kept my feet up. I drank cranberry juice as
though that prevents infections, as though it would make a difference, though I knew it wouldn’t.
I stuck to my normal pregnancy diet, though my doctor had told me that it didn’t matter
anymore. I sang to Zoey in the shower like I had always done, wondering which bits of blood
and tissue running down the drain were mine or hers. I tried to keep my belly in the sun when I
could, sometimes lying on the carpet of our living room to catch the afternoon light. She had
always seemed to like the warmth of it. I wasn’t acting out of hope; I just wasn’t ready to act like
it was over. I wanted my time with her to be as good as possible. I wanted to be the mom I
would have been if she could stay.Still, my mind wandered. I found myself staring at the clock.
“This minute, I’m more likely to go into labor than the last,” I thought. And then I thought it all
over again each time another minute ticked into the next. I thought about how quickly we could
get to the hospital and noted that I should put extra lap pads in our travel bag so I wouldn’t
bleed all over my husband’s car on the way. I thought about delivering at home and wondered if
we would boil water (or whether people delivering term babies at home even do that anymore).
I considered what we would do with Zoey’s body, who would take her out of the toilet or wrap
her up in towels on the bed. I didn’t want my husband to see any of it or be a part of it. I didn’t
want him to hurt any more than necessary. I didn’t want to share my shame.I tried to numb
myself with television. On several occasions, I found myself watching some movie depicting a
triumph against the odds. As if on cue, Zoey would begin stirring inside of me. I couldn’t help
smiling. “Okay, you’re still here,” I thought, “I get it.” Our situation was a fait accompli but every
time I was about to accept it truly, she started kicking. I felt like she was giving me a nudge to
hold on. In those moments, I thought, Miracles happen and why not us. Then I thought,
Miracles happen and why us. I tried to breathe and focus on my love for her. I tried to channel it
through my body so she could feel it, trusting that it was something of which we could both be
certain.—Wednesday arrived and I returned to my obstetrician’s office to see if anything had
changed. The ultrasound technician took measurements; my cervix was normal but, as before,
there was hardly any amniotic fluid left. The gestational sac hadn’t healed over. Without more
fluid around her, Zoey’s lungs would not be able to develop. We hadn’t achieved the critical
step necessary for her to have a chance at survival. All the small traces of hope that had fought
their way to the surface dissipated in the darkness of that room. I cried silently.In a treatment
room, my doctor confirmed that the prognosis was the same. She asked if I had thought any
more about what I wanted to do. I realized that other people changed their minds about
whether to induce labor, and I began to empathize with them. “I don’t know,” I said. Tears rolled
out, speckling my shoes. “I just…I just don’t want to give up on her,” I explained. She assured
me that no one could ever say I had given up and I noticed that her eyes were becoming wet. It
was the first time I saw her become emotional.In the end, she scheduled a consultation with a
neonatologist to give us an idea of what to expect in case I made it to twenty-three weeks. But
the referral came with a caution. We needed to keep in mind how unlikely it was that we’d make
it that long, and how, in our case, Zoey’s chances of survival were even smaller given the
absence of fluid. We set up the appointment for the next day, still knowing there was every
likelihood that I would go into labor before we set foot in the door.We made it through the night,
and the next morning, we met with the neonatologist. She was kind and supportive, but also
direct. The survival rates in their neonatal intensive care unit were higher than I expected, with
twenty-four-weekers having better than a 50 percent chance of survival. But she also explained



that if Zoey did survive, every type of behavioral, cognitive, and physical impairment would be a
possibility. She could be deaf, blind, or have cerebral palsy; she could require a ventilator or
feeding tube for the rest of her life. The earlier she was born, the more likely she was to have
more of these complications and the more severe each one would be. The likelihood of a
problematic outcome was also exacerbated by the lack of fluid to help her lungs develop. The
doctor was compassionate with us, saying that she understood if we chose to induce in that
moment—many couples do.As the meeting came to a close, I saw how much the lens through
which I view the world was shaping my decision not to induce. My only sibling, a younger
brother, has Down syndrome. I know enough not to underestimate the work and emotional
challenge that can go into raising a child with special needs. But the prospect also didn’t scare
me or make me concerned about quality of life the same way it might for others. I thought
about my Catholic upbringing and wondered how a woman raised in a progressive household
might experience the same situation. I didn’t expect the pain would necessarily be any
different, but a part of me was almost jealous that someone else could have made a choice or
felt some sense of control over the situation. I wasn’t doing this to obey a religious rule, but my
belief in a grand design must have informed my willingness to let our story of impending loss
run its course. Maybe I was just too weak to let go. Choosing to induce would have seemed like
the more merciful choice if she was going to suffer, be prodded and poked, and then pass
away all the same.I didn’t know what to hope for anymore. I only knew I still wasn’t ready to
decide it was over.Against the odds, I reached the twenty-three-week benchmark. I was
admitted to the antepartum ward of the hospital with a Level 3 NICU. It was the same hospital
that would have had the ability to induce labor just nine days earlier. I started to learn how
important numbers would become in our medical team’s decision-making. Since rupturing my
membrane, my pregnancy had been counted in days, not weeks. Although a twenty-three-
weeker was considered potentially viable, depending on her appearance, the doctors might not
opt to resuscitate Zoey unless we gave them specific instructions to do so. They were also
more likely to perform medical interventions for a baby weighing 500 grams or more because
they have better survival rates.I watched as the hospital’s ultrasound technician struggled with
the darkness of my uterus, trying to measure Zoey to estimate her weight. We were told that
her weight was looking like 530 grams even before twenty-four weeks, so that was to our
advantage. I marveled at the process. It was like a guessing game straining to achieve the
appearance of precision. The kicker was that much of it relied on whether I had reported the
first day of my last period correctly when I had found out I was pregnant four months earlier.“I
could have been wrong,” I insisted. What if she was really two days further along in
development than we thought? But she had been measuring close enough to expectation until
that point, the doctors observed. I wanted to push back. Don’t babies often measure somewhat
small or large for gestation? I realized there was no point in arguing, so I tried to play the game
to the best of my ability.In our consultation with the neonatologist, we had been told that
steroids could be given at twenty-three and a half weeks’ gestation to encourage lung
development. At first, it sounded like the godsend we had been looking for; up until that point,
nobody had mentioned the potential to correct the absence of amniotic fluid. But, in our case,
we were racing against the clock and there was still reason to expect I would go into labor
before then. We were given the choice to administer the steroids early, but the doctors warned
us that there was no data indicating they would work at this stage in the pregnancy. And we
wouldn’t be able to do a second round of steroids for three weeks. If Zoey were born in the
interim, she could miss out on the benefit of the medication altogether. It was a gamble.
Knowing that it would still take a period of time for the steroids to have an effect on her lungs,



we decided to have them administered immediately.As the nurse stuck the needle into my
backside, I heard her murmur, “The things we do for love.” I almost laughed aloud. I knew I’d
take an injection every hour of every day for the rest of my life if it would improve Zoey’s
chances of surviving. I would cut off my finger if I could keep her. I wondered if there was some
exchange rate of physical sacrifice that I didn’t know about, some form of payment or
punishment that would make this all go away. I stopped myself from going further down that
road. In the Catholic telling, sacrifice is the ultimate expression of love. Sitting in a hospital bed,
I saw how motherhood could give someone the capacity to love to the point of madness.After
spending nearly three weeks in that bed, I gave birth to Zoey at twenty-five weeks and three
days’ gestation. She weighed one pound and thirteen ounces. When her medical team finally
stabilized her, a nurse was able to bring her over to me, just for a moment. The room was dim
and she was bundled deep inside a nest of receiving blankets; I could barely make out her
face. I touched her forehead gently with my thumb and told her I loved her. Then they rushed
my baby away to the NICU. I wasn’t sure I would ever see her again.—After eighty-six days in
the hospital, Zoey came home with us. When I share this story with friends who have only
known her as a child, they are shocked. They see that she is petite, but otherwise cannot
imagine that she had this rough start in life. Oftentimes, they credit me for having hope, for not
giving up on her. Almost always, they call her a miracle.I leave these conversations feeling
uncomfortable, like so many important things have gone unsaid. I didn’t hang on to her
because I had hope or faith. The truth is that I avoided feeling hopeful whenever possible. I just
loved her. I just wanted to have every minute I could with her. If I lost her, I knew that I would
torture myself for the rest of my life wondering if there was something more I could have done.
So, I put in the time and work, yes. I spent every possible moment sitting by her bedside or
holding her skin to skin. I pumped breastmilk as an obsessive labor of love, I attended rounds,
and I left my job to give her the care she needed. And every day, I prayed. But having hope
implies that I got the outcome I expected, that my faith was somehow rewarded. After my water
broke just over halfway through a full-term pregnancy, the fact that she is a whole, functioning,
happy child still regularly surprises me. I think there is a part of my life now that will always feel
like a dream.Some of my discomfort also stems from meeting families who have similar
preemie stories and very different outcomes. In becoming involved in our NICU’s advisory
council, I met a couple whom I admire beyond words. Their daughter was a twenty-four-weeker
who was beautiful, loved, and prayed for no less than my own. She graced this world for six
months. In her memory, her parents have gone on to raise funds for equipment and to bring
comfort to families in the NICU. They collaborate at a national level with medical professionals
to improve patient care. In my heart, I know that I could not have shown this kind of strength
and generosity in the midst of an enduring grief. It was not the outcome prayed for, hoped for…
but a light like theirs in the darkest of darkness? Well, that sure looks like a miracle to me. That
is the grace of spirit where I see the greatest beauty of our humanity; that is where I see
God.Maybe my daughter is a miracle in the truest sense of the word. But if we honor her story
primarily because of its amazing outcome, we not only diminish the value of the NICU babies
who never make it home or who go home with extensive complications. We also fail to
appreciate the core of Zoey’s transition from the impossible to the possible. It wasn’t just a
magic trick. It was having an obstetrician who would educate and support me to make the best
decision for myself. It was the neonatologists, nurses, and respiratory therapists who put in
countless hours of study and practice, sacrificing time with their own families to save my own. It
was the umbilical catheters, ventilators, and drug delivery systems developed by biomedical
engineers in labs. It was blood donors whose politics and religion may be nothing like mine. It



was the charitable women who sew blankets and knit tiny hats, giving families the dignity of
being able to celebrate and comfort a new baby. It was my coworkers, some of whom I had
never met, donating their paid sick time to me. It was the good fortune of our social class and
my ability to stay by Zoey’s side every day. It was our family and friends giving us a network of
constant support. It was having a marriage that was caring and resilient—one that had already
been tested by grief. Her life was fought for with hard work, scientific genius, generosity,
compassion, and love.
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Kristin Wilson, “Important Read!!. I’m so blown away by this anthology. If you’re looking for a
diverse, comprehensive book on preemie- look no further!! Each chapter is a rollercoaster in its
own right - but to go from one multi faceted perspective to another was mind blowing. Every
side is represented here: ethnic, socioeconomic, religious, partnership, etc. At its core there is
on solid theme throughout: the absolute, all encompassing love for each and every baby. Even
though my baby is not a preemie I gained so much from this book, and I still felt connected to
each and every story through that fierce love represented. I know how to be more
compassionate to those who are going through or have been through the journey of premature
birth.”

KimmieAnnWrites, “Insight from the front lines. The author, editor, and contributors created a
very special and unique project by sharing their personal stories and insight paired with facts
and statistics.”

C. Boemler, “GOOD BOOK. ARRIVED QUICK VERY INTERESTING BOOK”

Mary Benton, “Highly recommended. I have not had any personal experience with premature
birth but I am a psychologist and am always interested in people's experiences. The
experience of prematurity is one that I have heard is very difficult but I didn't have a strong
sense of what it was really like for parents, family and friends. This book was an excellent
introduction.The book offers a series of first person accounts of people's experiences, mostly
parents but occasionally others touched by the experience was well. Each story was well-
written and unique. Particularly impressive was the level of diversity among those telling their
stories. I learned a lot more than I expected. The story tellers were, in many cases, brutally
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honest about themselves and what they thought and felt. While there is much hope to be found
in the book, there is also a full dose of reality. The experience isn't sanitized to make everyone
feel good. At the same time, the struggles of those writing offer validation for others who might
find it difficult to put such feelings into words.”

Alice Hwang, “A moving anthology. A deeply moving, thoughtful, and diverse collection of
stories about premature birth, with a helpful table of contents so you can choose your own
adventure of topics to jump to (or avoid). As a mom to three full-term babies, I found this book
enlightening as a window to understanding the experiences of my friends who have had
preemies, and the challenges they have had to face. The stories were clearly written and
edited with love.”

EddieBee, “The cost of this book is nothing compared to not buying it!. I will definitely
recommend this to any parents of a preemie.”

Susan, “Wonderful collection. A lovely collection of essays about premature birth from a range
of voices and perspectives.”

Ebook Tops Reader, “Amazing read!. Amazing read! A helpful, interesting, emotionally honest
read.”
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