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Testimonials


“Tami Gaines…guides you through a place where no one wants to be, and leads you to a destination of hope, calm, and comfort. Preemie Parents is a must-read for anyone dealing with the journey between life and death.”

— Stephanie Brady, Mother of premature twins




“In my thirty-one years of neonatal nursing practice, I have never seen anyone stop grieving the loss of their ‘perfect’ pregnancy and ‘ideal’ birth as quickly as Tami did. Any family who has experienced a premature birth should read Preemie Parents for its insights and to move through the experience with strength and a sense of peace.”

— Gail Lormand, Neonatal Intensive Care Nurse




“Thank you for using your authenticity and honesty to share your journey and to teach and inspire us.”

— Julie G., Mother of a premature baby




“Preemie Parents will make you laugh, cry, and ultimately [it will] leave you feeling uplifted and capable of conquering all of life’s obstacles. Tami Gaines captures your heart and lifts your spirits from page one with her beautifully depicted journey through the life-changing experiences of marriage, motherhood, divorce, death, and especially life. With an open mind, a loving heart, and a positive outlook, Tami proves that anything is possible…even the seemingly impossible…This is a wonderful read for parents of premature babies, as well as for any member of the human race!”

—Erin Marie Duffy, RN, MSN




“I had a twenty-four-weeker, named Ali. I was given your book by the March of Dimes support person at Capital Health System, in Trenton, New Jersey. This was one of the most terrible experiences of my life and in your book I found much truth and inspiration in our shared experience.”

— Donna A., Mother of a premature baby




“The depth and perspective of Preemie Parents is powerful, in a situation that makes you feel so powerless. Thank you for your faith and determination.”

— Anonymous




foreword

Life begins with the first cry in the delivery room, but for premature babies, the journey starts when they enter the NICU. Although we do not know the course or outcome for the individual baby, every neonatologist awaits the predictable diseases and complications, based statistically on gestational age. We are limited in what we can prevent, but comfortable with the tools available to treat these infants. Parents enter dazed, overwhelmed by guilt and unspeakable fears for the future of their child. Many struggle with their own identity and loss of control while trying to learn how to parent their fragile child. Each week brings the bombardment of another medical hurdle to overcome and the introduction of yet another medical consultant to incorporate into the fabric of this strange, long journey.

Each story is intensely personal yet the shared experience is universal. Ms. Gaines tells a vivid and candid story of her family’s experience in the NICU, while transforming her insights into powerful tools to help other families become advocates for these vulnerable infants. She challenges us as parents to look inside ourselves to find the strength, focus, and spiritual health to keep our child the priority at all times. She elevates the physician-parent relationship to a level that creates a powerful partnership that has but one goal: the well-being of a child. Over a career of twenty-five years, I have struggled to find the words that will help families during this journey. Ms. Gaines in Preemie Parents has achieved this by creating an emotional and spiritual framework for not only survival, but personal empowerment and transformation.

Gaines M. Mimms, M.D.
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Dedication

This book was written…

Under the bright light of my twins, Bria and Trey, born at twenty-five weeks. 
They are the smallest yet the mightiest teachers I have ever had.

I’m honored that they found our family worthy of their gifts.



This book was written…

In the shadows of my daughter, Haili, and son, Shane. I am so proud of 
these little people who stood tall and strong throughout our journey, on 
which they were unsuspecting participants.

My children’s spirits drive me to be a better person each and every day.



This book was written…

With tremendous gratitude to my former husband, Bruce, 
for blessing me with our four angels.



This book is dedicated…

To the neonatologists and nurses who give hope.

To the families of premature babies who never lose hope.

To every premature baby that teaches us to always have

FAITH.





dear reader,

I am the mother of four children, the youngest of whom were twins born at twenty-five weeks. My journey was transformative and extraordinary in so many ways and common in so many more. I held on to several beliefs once the fog of being in the Neonatal Intensive Care Unit (NICU) cleared. I felt that the babies (not just mine but all babies) could pick up every energy vibration that presented itself in the NICU — good or bad. I believed that they had enough to deal with without reading the disconnected, stressed, and concerned energy of the adults who were supposed to be the stable ones. I also believed that one extraordinarily strong parent could set the tone for other strong parents, no matter how desperate the situation. My intention for this book is to share my coping mechanisms so that you, too, can be strong for your baby(ies), your family, and for Preemie Parents® everywhere. What I’ve described in this book is not the only way to make it through. I encourage you to take what you are able from the guidance provided here and mold it to suit your experience. It was only through the intersection of common sense, education, spirituality, and physical and mental fitness that I survived this all so well.

[image: ]

As you read my story, remember that you have a choice in how you write your own.

To your transformation,

[image: ]

Tami C. Gaines




from one preemie parent to another


If you want to become whole, let yourself be partial.
If you want to become straight, let yourself be crooked.
If you want to become full, let yourself be empty.
If you want to be reborn, let yourself die.
If you want to be given everything, give everything up.

— Tao Te Ching (Stephen Mitchell translation), Chapter 22



I’m assuming that you purchased this book with a sense of hope or expectation that within its pages you would find some explanation or rationale as to why your baby is in the Neonatal Intensive Care Unit (NICU). I know because when my journey in the NICU began, I did the same thing. I purchased every book that might provide a reason why this happened to our family or a way to make me feel better about the situation. I quickly realized that this experience is not about “why.” It is about the “how” — how to cope with this unexpected reality; how to find joy in pain; how to find hope in the face of despair; and how to celebrate life in the face of death.

After reading the final page of the last book I’d ever purchase on premature babies, it became clear to me that there was too much information on the medical issues involved and not enough on the transformative aspects of prematurity. I had to be stripped down to my soul and rebuilt from the inside out so that I could receive the great gifts of my premature twins. And it is my intention to show others how to grow, as I did, through this experience.

At the outset, it was my intention to tell my story in a way that honors the NICU experience, provides the reader with a supportive embrace, and gives an umbrella of encouragement under which to walk during the NICU journey.

And what do I know of this journey? Unfortunately, quite a bit more than I ever would have imagined. You see, perhaps like you, I had no idea what to expect in the surreal world of the NICU I often stared in disbelief at my tiny twins and wondered how I would ever right myself from this experience. I felt lost, alone, and vulnerable among the alarms and ringing bells. I wasn’t even sure if I should try and remember the nurses’ names because I didn’t know how permanent any of this was. I didn’t know what to think, what to say, or how to act. The only thing I knew for certain was that I wanted my babies to live.

After three weeks of being in a state of shock, I realized that I, too, wanted to live. I did not want to feel sad or scared. I did not want to hesitate at the entrance of the NICU, weak with dread at the thought of what medical drama might wait inside. I wanted to stop replaying the images of frail, feeble sick babies that haunted my dreams and waking hours. They took a toll on my body, my mind, and caused distance between me and my other two healthy children.

It was also at three weeks that I held my son for the first time since his birth. I felt the strength of his heart and the grip of his tiny hand on my pinky finger. I knew then that it was time to travel this NICU journey with the intention of being an inspired mother whose power was only matched by that of my twins.

I had a clear picture of the person that I would need to become in order to provide the support, love, and protection that my babies (and all my children) needed in order to survive and thrive. I composed five simple Principles of P.E.A.C.E. that guided and influenced everything I did and thought…then and now.
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Principles of P.E.A.C.E.

1. The POWER of intention is greater than any current reality.

2. Everything is ENERGY.

3. ALL things will move into balance eventually.

4. CARING for myself precedes caring for anyone else.

5. EVERYTHING is exactly as the Universe intended it to be.



THE POWER OF INTENTION IS GREATER THAN ANY CURRENT REALITY

Intention is an invisible force that gives power to whatever you want to create. Intention is one of the tools you can access to gain an emotional advantage over the NICU The concept of intention is explored more in the “U” section of Preemie Parents.

EVERYTHING IS ENERGY

Energy is a direct line from your body, mind, and spirit to the Universe. Everything and anything you think about manifests itself in some way…eventually. The Universe gives you whatever you say and focus on. It is critical to manage your energy — your thoughts, feelings, and speech — so that you can invite goodness into your life and the life of your baby.

ALL THINGS WILL MOVE INTO BALANCE EVENTUALLY

No matter how disconnected you might be feeling or the amount of discord in your life, all things will move into balance. Each element of your life will right itself because it is the natural order of things. If you remember this, you will be comforted by the knowledge that, eventually, harmony will prevail.

CARING FOR MYSELF PRECEDES CARING FOR ANYONE ELSE

Unless you are feeling whole and healthy, you will not be able to support your babies, your spouse, your children, or anyone who is relying on you for strength. The whole person includes your physical body, your mental body, your emotional body, and your spiritual body. Take time each day to nurture each of these “bodies” so that you can nurture others. This principle is further explored in the “I” section of Preemie Parents.

EVERYTHING IS EXACTLY AS THE UNIVERSE INTENDED IT TO BE

Rather than push against unwanted things (which ultimately causes you to focus on them, activating the Universe), fill your head with images of what you would like to have, to be, or to do. Once you fully accept your current situation without reservation, you will see opportunities for personal growth in every experience that you have, whether you judge it as good or bad.

These five simple principles are the underpinning of Preemie Parents. I used them to strengthen my beliefs that the Universe makes no mistakes, everything happens for a reason, and that there are always lessons to be learned. The principles of P.E.A.C.E. provide the framework for understanding how I transformed my NICU experience from one of great despair to one of extraordinary personal growth.

I was walking through the hospital parking lot on a glorious sunny day and I had a thought, as clear as the sky was cloudless. This thought literally stopped me in my tracks. I stared off into the distance as I heard the reality of my situation whispered in my ears. These babies were not premature. They came exactly at the right time, for all of the right reasons, as was predestined for them by the Universe. In fact, I was the one who was premature. I was not ready to redefine my life and expectations, to be jolted out of my comfort zone, to be made to face the realities of life and death, or to decipher trivia from importance. The bottom line is this: We must redefine our beliefs about prematurity so that we can be entirely open to the opportunity for personal growth, embrace an enlightened life, and extend ourselves to our families without limits.

As you read this book, I encourage you to experience it and to live its lessons. For when you do, you too will experience amazing transformation as you await your baby’s homecoming. As we walk this journey together, I thank you for trusting me with your time and spirit.


my story


“Mom?” my young son, asked from the back seat of the car.

“Yes?”

“I want a little brother and a little sister.”

I laughed out loud, “Shane, you have a better chance of getting a horse than getting a brother and sister. What color horse do you want?”

We picked up my daughter then and we all laughed as Shane retold the conversation we’d just had.

As it turned out, the horse was actually the long shot.



I shifted my position in my hospital bed for the tenth time, trying to get comfortable. I glanced at the clock quickly and then refocused on helping my five-year-old son, Shane, and my eight-year-old daughter, Haili, finish their homework before they had to leave. Just a few minutes before, I had called for the nurse and, in a quiet whisper, asked her to call my obstetrician. After four weeks on bed rest at the hospital, I knew “real” contractions from “uterine activity.” These felt real and by this time I would know. I’d already experienced the full range of maternity experiences. My oldest was born on her due date in heroic fashion, after thirty hours in labor with no drugs and just five minutes before getting an emergency C-section. My second child was born at home, accidentally, delivered on the bathroom floor by my then-husband (who has no medical training). And now my twins were obviously about to be born, extremely premature.

Despite my best effort to focus on my kids, I couldn’t help but think back to the events of my life that led me here. During a business trip at the end of October, I found myself inexplicably exhausted, unable to get up in the morning or stay awake past nine o’clock. I thought that I was overly stressed and vowed to start eating better and working out again. Several weeks later, I felt even worse and was convinced that I had something seriously wrong with me physically. Since I couldn’t take any bad news in my already busy life, I decided to deal with it “later.”

“Later” became four weeks. Laying in the tub, meditating on my failing health, I had an epiphany that led me to believe I was pregnant. The concept was nearly impossible, particularly since my husband had announced that we were officially done with babies and I’d reluctantly agreed to that. The next morning found me hiding in a bathroom taking a home pregnancy test. The two minutes that I waited for the lines to show up in the little window felt like two years…and, eventually, they appeared.

The next day, I mounted the stairs of my obstetrician’s office and made the long walk down the corridor to verify what I already knew to be the case. It took her only a minute to confirm that I was indeed pregnant. She didn’t miss a beat, when she added, “And it’s definitely two.” “What did you just say to me?” I shrieked. She just smiled and said, “It’s twins.” I almost fell off the table. I closed my eyes and said, “God has a great sense of humor.”

I inherently knew that if I decided to keep these babies, my husband would leave me. It took me three days to tell him. He ranted and raved, threw things around the house, and stormed upstairs to call his best friend (and my worst nightmare) to commiserate about my purposeful pregnancy. My husband and I didn’t speak for more than a day. Our next conversation was the day before my thirty-eighth birthday. He told me to terminate the pregnancy or he was leaving. I could see no reason to either terminate the pregnancy or stay with a man that would demand such a thing so that was that. My husband immediately “moved out” and up to our third-floor guest room and began living his single life. He came and went as he pleased, hanging out with his friends, and making it clear that his only interest was in finding a girlfriend and being away from me.

He ignored my growing belly, my fatigue, and my pleas for help and left me to manage my twin pregnancy, as well as our two older children. During that time, I had no help. We had no babysitter or nanny and it was my responsibility to take the kids to and from school, oversee homework and school projects, and run them to their myriad of after-school activities.

The events from December to February remain a blur. I ran myself into the ground, shuttling the kids, contributing to school parties, running my business, preparing for the holidays, and dealing with the legal matters surrounding the separation. Shortly after Christmas 2005, God started calling family and friends back home. My maternal grandmother fell ill. Being the closest relative to her geographically, I arrived at the hospital first and sat by her bedside for more than a week with relatives coming and going before she finally passed.

Both of my grandmothers were tremendous role models for me. Nana Tomlin was a very accomplished woman and a wonderful spirit. However, her passing was a blessing to me, as she’d been living in a nursing home for more than ten years, stricken with Alzheimer’s disease. The last few years of her life were not living at all. I spoke extemporaneously at her memorial service. With a swollen belly and thoughtful, calm voice that belied what was happening in my life, I told stories about my grandmother in front of the overcrowded room. I don’t remember a word of my speech except for one piece. “My grandmother’s favorite phrase was ‘so much fuss over such a small thing,’” I said, my voice cracking with emotion. It’s exactly what my Nana Tomlin would have said if she knew all that transpired over my happy, little pregnancy.

Shortly after Nana Tomlin’s passing, I asked my brother, Derek, to drive with me to Hartford, Connecticut to see my last remaining grandparent, my other grandmother, Nana Gaines, who was in the hospital with kidney failure. She and I talked of tennis, politics, and my grandfather, who predeceased her. When my brother left the room for a few minutes, I told her of my twin pregnancy and impending divorce.

“He reminded me of your grandfather.” She and my Pop were intensely in love and married for fifty-four years before he passed. “But I guess any nice gift wrap can make a package look better than it is.” I nodded silently. “You’ve always been strong, Tami. Now you’ll find out just how strong you really are. And I know neither of us will be disappointed.”

On February 14th, Valentine’s Day, we told our kids about our plans for separation. My husband used no tact with our young children and they both became inconsolably sad. His mean-spirited way of breaking the news to them, set me off and I railed at him. An hour later, I had my first contraction and I drove myself to the hospital to meet my doctor. I lay alone in the darkness, praying for the contractions to stop, and for my husband to move out of the house. It was all just simply too much for me to handle.

When I woke up the next morning, my contractions had stopped and my father was there (my sister-in-law had called him). He asked me if I wanted these twins. I told him I did and he went on to say that if I really wanted these babies to survive, I had to change the situation at home. I “had to do what I had to do” to remove my husband from the home. I told him I’d think about it. When I returned from the hospital, my husband was not there and, in fact, did not stumble in until 3:00 AM that morning, waking up the kids in the process. It was clear that he didn’t care what happened to any of us. In the wee hours of the night, I signed the legal documents my Dad had referred to without so much as glancing at them.

A few days later, I was soaking in the tub and I felt the first baby “flutter” in my growing belly. That first kick was a jolt into reality. It was a kick that straightened my spine, righted my mind and, like the medical paddles that resuscitate a dying person, my heart jumped in my chest. I was back. And I was ready.

I soon realized that I could no longer maintain any semblance of what I was. I would have to close my ten-year-old consulting firm and focus on generating income that came with little effort on my part and provided time and financial freedom. I knew that I had to restructure my life to find greater balance between my professional aspirations and my personal priorities. Finally, I realized that I would have to quickly become extraordinarily self-sufficient, be mindful of my emotions, and fully embrace my new role as caregiver, provider, healer, friend, and chief cook and bottle washer for my kids.

I had to reestablish and reconnect with my most important relationships in a different way. Love took on an entirely new meaning for me. It became three-dimensional: self-love, love for my children, and love for their father. The last love was a lesson in forgiveness, understanding, empathy, and acceptance. When I was feeling at my worst physically and emotionally, so afraid and vulnerable, I dwelt on the fact that the man who was supposed to love me “for better or worse,” had chosen only “for better.” I blamed myself. I tried to figure out what I could have done differently.

I knew that I would not stave off the contractions if I wasn’t good to myself. I made a commitment to myself to just be in each moment of my life and to not stress about the future or live in the past. With that, my spirit grew stronger, and so did my sense of motherhood, my priorities, and my belief that there was a reason for everything. Again, I remained pregnant.

On February 22nd, I went to the hospital for a routine ultrasound. I was watching my two little miracles on the screen, and glowing in the good news from the last few weeks: The amnio had come back negative for Down Syndrome. The detailed anatomy ultrasound had shown two healthy, thriving fetuses — a boy and a girl. And this ultrasound was going just as well. But wait. Why had the chatty technician fell silent as she stared intently at the screen? “I’ll be right back,” she said.

What now? I wondered. She came in with two other people but nobody said a word to me. I decided to wait this one out, humming quietly, willing everything to be all right. I just kept thinking, I got the message, God. How much more could one woman take? I glanced at the screen so I could see what they were seeing but I had no idea what I was looking at. Whatever it was, it wasn’t good. As quickly as they came in, they left. The technician handed me a towel to wipe the gel off of my belly and told me, “Do not get up from the table. Someone will be right with you.”

That someone was a nurse, who nearly carried me off the table and placed me gently in a wheelchair. I was immediately taken into an “observation” room, where they hooked me up to a fetal monitor and checked my vitals. When they were done, the on-call perinatologist came in and told me that I could not leave until they heard from my doctor. “What the heck is going on? I’ve been very patient waiting for someone to speak to me instead of about me.” The doctor explained that my cervix was almost gone and I was having contractions. I asked if he was certain because I was not feeling anything and he simply picked up the charting paper from the monitor and showed me where the spikes represented contractions. They were everywhere. I finally broke down and had a really good cry. The kind of cry that makes you want to vomit. A cry that has so much pain and emotional exhaustion behind it that you feel like your heart is on the outside of your body for all to see, swollen and painful.

I did talk to my obstetrician and she said that I had to be admitted so I could rest and be monitored. I pleaded with her to let me go home and get my affairs in order and talk to my kids and then I’d come back. She gave me twenty-four hours to be back at the hospital.

Thankfully, my sister-in-law, Shandrea, was already on her way to my house from California for a “girl’s weekend” with me. I told her everything when she arrived and she said, “OK. So let’s think of this as a spa vacation.” I rolled my eyes and she kept me company while I packed.

“What are you packing?”

“Like a week’s worth of clothes.”

“Tami, you’re going to the hospital. Think hospital gowns. Why are you bringing all of those cute outfits?”

“Yeah, you’re right.” I stopped and began packing my laptop, files, books, and reports into another bag. She was staring at my blankly. “Well, I have to get some work done, don’t I? What am I supposed to do, sit around in bed all day?”

The next morning, we hustled to get our nails done, and picked up snacks and a few items from the pharmacy. Our final stop was at White Castle for some really bad cheeseburgers. We laughed at the similarity to the scene in the movie Goodfellas, where Paulie (knowing he has to go to prison the next day) has a giant party with his family and friends, eats an enormous dinner, drinks great wine and, after he’s sufficiently enjoyed himself, says, “Now take me to jail.” In my mind, I was just going to a different kind of prison.

On February 23rd, I admitted myself to the hospital. I was twenty-one weeks’ pregnant, fully effaced, 2 centimeters dilated, and in full labor. The perinatologist encouraged me to terminate the pregnancy as the fetuses wouldn’t be viable at such an early stage. I refused because I knew at a cellular level that these babies were a gift to me from God. Out of all the wombs in the world, they chose mine. I had to protect them at all costs and be open to the lessons that this experience would teach me.

The perinatologist said that she’d have one of the neonatologists come and talk to me about the risks of having such premature babies and what our lives might be like if the babies were born now. “You know what?” I said as she rose, “I’m done talking to doctors. I don’t want to hear any more of your bad news or the odds. It’s enough already. I don’t want to talk to any more doctors, nurses, specialists, or anyone who doesn’t have something good to say.”

She told me that she’d be really surprised if I was still pregnant in the morning and that she was just doing her job.

I said, “I know in my soul that these babies were meant to be here and I’m not giving up on them. And that’s just me doing my job.”

I watched the door close behind the doctor and turned to see my sister-in-law, Shandrea, smiling warmly at me. “You do what you gotta do. If you believe that you can stay pregnant, so do I.”

I’d come too far and sacrificed too much to give up now. I was going to give my babies the best chance of survival that I could.

For the next hour, I laid in the bed, eyes closed, watching the colors dance behind my eyes, waiting for a sign, for information from the Universe to tell me what to do and how to do it. I could feel my shoulders relax and my body get heavy. Without warning, I got the sign — dates and words, which became the foundation of my statement of intention.


It is my intention to keep these two babies inside of my loving, protective womb until at least April 11th. Each Tuesday that passes, we will have a tremendous celebration of their growth and lives and the blessings they will bring. During this time of soulful reflection and calm, I will eat well, rest deeply, and laugh often. I love my children, both born and unborn, and will do anything I must to protect them. So be it. And so it is.



After my sister-in-law returned to California, I spent my days trying to arrange for friends to bring my kids to see me since my husband would not bring them. I tried to manage their busy schedules from my hospital bed. I had trouble sleeping because I missed them so much. The contractions began again.

I felt like I was always fighting. I was fighting to stop the contractions; fighting the dietary department for good food, delivered on schedule so I could gain weight; fighting the doctors who looked at me like I was crazy for trying; fighting loneliness; and fighting to feel normal — to be useful and productive — from my hospital bed.

I remember the day that I was just too tired to fight. I slept all day, waking only when they took my vitals or delivered my food tray. That night, I wrote in my journal until my eyes grew heavy. The next morning, I awoke early. It was snowing outside of my small window and I felt very quiet. I’d stopped pushing against my reality. A peaceful calm began to settle over me and I spent less and less time fighting against what was happening and more and more time on building up myself.

A nurse coming to take my vitals shook me back into my present situation. I looked at the clock silently willing my friend to come and grab my kids before I was wheeled down to Labor & Delivery. My goal was to keep the twins in my belly until April 11th at which point they would be at twenty-eight weeks’ gestation and would have a fighting chance of survival. Unfortunately, it was March 14th and staying pregnant any longer didn’t look likely.

I remembered that peaceful feeling and tried to recapture it in the midst of my strengthening contractions but I just could not get there. Again, I looked at the clock. Where was my friend to pick up Haili and Shane? Suddenly, there was a flurry of activity in my room as my obstetrician came in. One of the nurses took my kids down to the nursery to look at the newborns while Dr. Banks checked me. She doesn’t have a poker face, so I knew: This was it. She quickly gave orders to the remaining nurses and residents and they made preparations to move me from the Anti-Partum unit to Labor and Delivery. I felt an IV being inserted in my arm and a warmth spreading across my chest as they began to administer magnesium to stop the contractions.

When my friend showed up to take my kids, I hugged and kissed my children goodbye and told them to have a great day at school. I could hear the elevator doors close and seconds later, I was transferred to a labor bed and wheeled quickly down the hallway. Within minutes, the room was full of nurses, doctors, anesthesiologists, and residents.

Thirty minutes later, my contractions had slowed and I was feeling very loopy from the magnesium. For twenty minutes, everyone waited for the decision to be made on whether or not to deliver the babies. But, while my mind was cloudy my voice remained clear — I would not consent to delivering them until they were really ready to come on their own. People began to leave reluctantly until the room was empty except for my doctor. “The neonatologist has to come talk to you. These babies could be delivered any minute and you should know what you’re up against.”

The neonatologist was devoid of emotion as he told me that at twenty-four weeks, the babies were right on the edge of viability. He wasn’t very encouraging; in fact, he was downright pessimistic. He droned on and on about the likelihood of birth defects, chronic health issues, and the general uncertainty of the long-term prognosis. He also mentioned that the best thing for all parties might be to terminate the pregnancy. When he left, I said to no one in particular, “He has no idea who I am. And he hasn’t met my babies yet.”

Yet and still, I had to make a decision regarding the twins. The doctors wanted to know, under what circumstances would I authorize the doctors to “save” the twins or to let them go? I decided to leave it up to God. I instructed the doctor that he and his team should take their cue from the twins — if the they came out kicking and screaming, the medical staff were to do their best doctoring and apply their most heroic efforts to help them live. If they looked and acted like their souls were reluctant, I’d let them go with blessings and gratitude, for even their existence in my womb had changed my life. “You’d better bring your ‘A’ game, doctor,” I said from my magnesium haze. “If you haven’t seen it in awhile, you better go dig it up. I know these babies want to live.”

I made it through the night, still pregnant to everyone’s amazement. Under no circumstance was I allowed to get out of bed or even sit up. I used a bedpan, ate and drank lying sideways, was given sponge baths, and spent the majority of my time lying on the bed upside down, hoping that sheer gravity would keep the babies inside of me. I began to have trouble breathing and became very congested from being upside down. They put me on oxygen support and still I fought on. I could feel my once-muscular body weakening. Ignoring the physical pain, I kept the babies inside for another week.

On Monday, March 20, 2006, I got a raging fever and a blood infection that ravaged my body, taking the last of my physical strength. I dozed intermittently that night, sensing even in my fever-induced sleep that I was about to come face-to-face with my destiny — and that every bit of self-truth that I’d tried to avoid for the last thirty-eight years was bearing down on me. When I awoke early the next morning, the room was full of doctors, nurses, and technicians gowned and ready for action. It was another Tuesday, March 21st. I was twenty-five weeks’ pregnant and this did not look like much of a celebration. I looked at my doctor and said, “Did I miss the party?” She told me that she was “throwing in the towel. Tami you’ve had a fever of 104° for most of the night and we have to get the babies out of the soup as soon as possible. This is dangerous for all three of you.”

[image: ]

“No!” I yelled, “I can do it! I can keep them in.” The last word trailed me as an echo in the corridor as they whisked me away to the operating room. I received a spinal epidural and I remember very little after that.

The next night, I awoke to the feeling that someone was in the room with me and assumed it was a nurse but no one came into view. I waited and said, “Hello?” tentatively. Still nothing. I turned to look out of the window and out of my peripheral vision I saw a faint image of a large, red hat. Just like the kind my Nana Gaines wore. I started crying then and talking to the empty room about how afraid I was that my babies would die; and how afraid I was of being so sick, and that I would give my life at that very moment for theirs. The hat became clearer just for a moment and a whisper in the darkness said, “Let it go.”

“I don’t want to let them go!” I almost yelled. “I want them to live.”

“Let it go,” the invisible, soothing voice said again. The second time, I really heard the voice — “let it go” not “let them go”. Another whispered “let it go” and I did. I let it all go that night. I was done with it all. I fell into the most peaceful sleep I’d had in months and woke the next morning to the hospital phone ringing.

“Hello?”

“Tami. It’s me, Daryl.” It was my brother calling from Baltimore.

“How are you doing?”

“I don’t know. I haven’t seen the doctor yet today.”

He laughed a bit, “All things considered, right?”

“What do you mean?”

“Nobody told you?”

“Told me what?” I just heard a groan from the other end of the phone. “Daryl, did Nana Gaines die?”

“Yes. She died last night. I’m so sorry. I thought someone would have told you.”

“They didn’t need to. She was here last night.”

Daryl said quietly, “You sound tired. I’ll let you go.”

I was very sick for the next several days and couldn’t visit the babies in the neonatal unit. When they finally wheeled me to the NICU to meet Bria and Trey for the first time (again), I wasn’t very coherent. I fought through the fog of antibiotics, painkillers, and Ambien to try and focus on my little babies.

“Why are they under the sunlights? They’re black. They hardly need a tan.” I heard a few nervous laughs.

“What’s in their nose?”

I was told, “They are on ventilators because their lungs are underdeveloped. It’s how they breathe.”

“They’re so small. How much did they weigh?” I asked. The nurses cut their eyes at each other. I’d obviously been given this information before but couldn’t remember.

“One pound, twelve ounces and one pound, thirteen ounces.”

“What?” I said. “I order more deli meat than that at the grocery store.” There was more nervous laughter.

I looked at the nurses and the babies and said to no one in particular, “They will live. They will be fine.”

I’ll never forget the silence that followed for as long as I live.

“They will live,” I said again with more conviction. And then I asked to go back to my room so I could sleep.

The babies first three weeks in the NICU proved to be indicative of the emotional roller coaster that was to follow. My son, Trey, died several times and was calmly brought back to life as if this were the natural order of things. Both babies fought infections that required the intervention of infectious disease doctors. Unexpectedly and joyously, their brain ultrasounds were normal — no IVH. They were both found to have heart murmurs. Blood transfusions were common. Apnea and bradycardia were regular occurrences. Trey was taken off of the ventilator and put back on several times during that first month. Little did we know that he would not breathe again without mechanical help for the foreseeable future.

My journal entries in those early days were lots of statistics and medical information. The following passage was one of many in which I tried to put my feelings into words:


When I speak with truth and act from love, I am one with the messenger of life, the force that brings forth buds from trees and creates stirring and growth everywhere on the planet. I have the power to give the twins everything they need to survive. I must remember to find the giggle in the empty room.



THE 26 WAYS TO GROW WITH YOUR PREMATURE BABY

Before you turn to the “26 Ways to Grow with your Premature Baby” section, please remember that these are strategies that I used to grow through my NICU experience. Your circumstances, personality, and values are likely different than mine are. Because of that, all 26 ways may not resonate with you and that’s all right. Take what you feel makes sense for you and your family and leave the rest. In fact, develop your own survival strategies and share them with us on our Web site — www.preemieparents.com!

I call these “little ways” because they are very much like your little baby(ies). My survival strategies are little things that will have a big impact on your NICU journey. Your little baby(ies) will also have a big impact on your life.

The “ways” that are presented in the next section are alphabetical, with each letter representing one survival strategy. I suggest reading this section through once in its entirety and then re-reading those sections that address challenges that you are facing immediately — perhaps it’s your relationship with your baby’s doctors or how your family has been treating you — really focus on those chapters that will help you right now and put those “ways” into action first.

As you read this section, you will notice some boxes labeled “Tami Time.” These are real stories from my own experience with my twins in the NICU. Other boxes have an icon of a present on them. [image: ]
These are my gifts to you: additional resources to help you better navigate your journey. I encourage you to visit www.preemieparents.com for ongoing support and to become part of the larger community of courageous and loving Preemie Parents.

[image: ]
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SLAYING DRAGONS

Slaying dragons big or small
Tis our duty to give our all
We slay dragons for the ones we love
We slay dragons to rise above
At times we slay dragons for the praise of man
And other times just to prove that we can
Sometimes we slay dragons to protect what is ours
No matter the cost no matter the hours
Yet on occasion there are dragons we just can’t beat
and we find ourselves tasting defeat
often it’s the same dragon we've battled for years
And it knows of our weaknesses and fears
no matter how many you've slayed in the past
this one still chases you with it’s fiery blast
and though you hate it you cling to it still
its not a battle of might but a battle of will
sometimes we face dragons that are out of our realm
and we must finally realize it’s ok to hand over the helm
for during this battle this thing we call life
you must be more powerful than a sword or a knife
and be willing to ask every now and again
for help from a stranger a loved one a friend
and know that the strength we possess
will then become stronger not become less
for life is a team sport and always has been
for that is the only way we truly can win
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