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​June 12, 2009 – Friday
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The quiet moment I shared with John that morning would be the last calm we’d know for a long time. 

John was home that Friday, relaxing in his plaid lounge pants and a Pink Floyd T-shirt. It was a welcome break from the starched white shirt and epaulets he wore as a corporate pilot, flying executives worldwide. Dudley, our cockapoo, slept across his lap while John leaned forward, eyes fixed on the TV as Captain Sullenberger answered questions about the Hudson River landing. His tuna sandwich sat untouched.

I was in the kitchen, working on a floral arrangement for the dining room table. Red and purple flowers, eucalyptus for filler, arranged in a brass planter I was sure I could make work with a little finesse. Just a small touch to make the house feel less empty. I’m not especially crafty, just too frugal to buy one already made.

The phone rang. Caller ID showed Ennis Center for Children, the agency through which John and I fostered.

Nancy’s voice made me sit up. She didn’t usually sound careful. But that morning her tone was soft and measured. My body braced. I gripped the phone and steadied my breath.

“Mrs. Wright,” she said gently, “would you consider taking care of a baby girl born two months early with serious complications, and not expected to survive?”

The room went still.

We were used to hard calls. We’d taken them before. But this little girl hadn’t even left the NICU. The world felt like it was grieving.

I was scared. As the fear tightened, a quiet voice rose within me.?

This is why you are here.

Nancy continued, her composure thinning.

“There is nothing optimistic in the reports. This infant has survived a horrific first eight weeks of life. The hospital staff believes NICU-level care is no longer helping her.”

She paused, her voice unsteady.

“Would you, please... just hold her until she dies?”

I heard her exhale, as if she’d been holding it all morning.

Then silence.

I gave her the same rote answer I’d given so many times before.

“I need to speak with my husband. I’ll call you back.”

I held the last red rose of the floral arrangement when the hollow dial tone snapped me back.

My stomach flipped.

I set down the phone, loud enough to cut through the TV’s drone.

John looked up. I had his full attention.

My whole body shook when I told him.

“A baby girl. Born two months early. They don’t think she’ll make it.”

The words kept going, spilling into the air before I could catch them.

He listened, then leaned back and let out a slow breath.

“How are we supposed to let go of that?” he asked.

He named the ache we knew too well. Letting go.

Some children go home. Some move on. It never gets easier.

This baby wouldn’t be going anywhere. She would die in our care.

I glanced at Dudley, curled between us, ears perked as if he understood every word.

We talked about our four grown children, doing well. We agreed that if this baby didn’t survive, her loss wouldn’t impact their day-to-day lives the same way it would affect ours.

This would be our grief to carry.

We sat in silence.

Then John reached across the table, placed his hand over mine, and looked into my eyes.

“Call her back.”

That simple touch, warm and grounding, reminded me of the weight we shared. Helping children wasn’t about convenience. It was about compassion.

We could give this baby what she needed most: to be held. To be loved.

When I called Nancy back, she explained that the state had already filed a petition to terminate parental rights. A judge would decide. The next step was to place the baby in a licensed foster home.

On our application, we checked nearly every box: age range, siblings, special needs, medical fragility, ethnicity. We kept our arms open wide. This baby fit our criteria. More than that, she fit our purpose.

To meet her, the Ennis Center needed permission from the Department of Human Services (DHS), which was overseeing her case. Because we were licensed through a private agency, DHS would need to accompany us on the initial visit.

So we waited.

Four long days passed as Nancy processed the paperwork.

This wait was different. We weren’t just organizing the bin of “Girl 0–3 months, summer” that sat in our basement. We were bracing ourselves.

***

[image: ]


When the day finally came, we set out for the hospital with hot coffee in John’s hand and a full gas tank. It was a forty-five-minute drive to a stone building perched high on a hill.

I was glad John could be with me on this first visit. His job took him away often, and I learned to run our fostering life in the gaps between his flights. I handled the logistics, the calls, and the day-to-day care. I learned not to wait to feel ready.

But John was never a visitor in our home. When he was here he stepped in like this mattered as much to him as it did to me. Because it did. He loved the children we took in. He loved me.

That day, his steady presence reminded me that I was not stepping into this alone.

***
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From the attached parking garage, we stepped onto the polished tile just inside the hospital entrance. A white-haired volunteer pointed us to the elevators. “NICU’s on three.” She smiled, as if this was good news.

We rode up in silence.

We’d arrived early, knowing that entering the NICU meant following a strict protocol. Walking in was like stepping into another world: bright, sterile, and humming with quiet urgency. Every beep and rustle had meaning. I didn’t speak the language. Not yet. But I could feel its weight.

We scrubbed in at the deep basins just outside the unit, between the sliding glass entrance and the locked metal doors, lathering up to our elbows with harsh, ammonia-scented disinfectant. The laminated signs above each sink reminded us what was at stake.

I dried my hands with a coarse, sterile towel as John leaned into the intercom, pressing the buzzer with his elbow. 

We waited. 

He squeezed my hand. His fingers trembled.

I glanced at his face. His eyes had softened, filling with tears he hadn’t expected. He tried to stand steady, but I could see it. The weight was already on his shoulders. I whispered a prayer for strength just as the door buzzed.

Inside, the unit was hushed and fluorescent, filled with soft machines and smaller lives. Rows of glowing incubators lined the halls like lanterns, each one cradling a fragile, flickering hope. Nurses moved in practiced silence, their gloved hands adjusting wires and soothing limbs the size of fingers.

We had been in NICUs before. Met fragile babies. Held their hands.

But this felt different.

Sunlight poured in through the windows, casting a warm June glow across the floor. Yet, I shivered.

I reached for John again.

His palm was damp, but he gripped back.

We stood there, side by side.

But neither of us felt steady.

***
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The door clicked shut behind us.

Before we could take another breath, the caseworker from DHS appeared. No smile. No introduction. Her boxy gray suit looked like armor. She spotted us by the nurses’ station and walked over briskly, clipboard in hand, wasting no time on pleasantries.

She launched into the baby’s case. The facts. The forecasts. The kind of bullet points they thought a foster parent needed to hear before saying yes.

Moments later, a round-faced nurse named Susan joined us. Her hair was pulled tightly into a bun, and her cheerful Disney scrubs clashed with the heaviness in her eyes. She stepped in where the caseworker faltered, filling in the clinical details with calm precision.

The more she spoke, the smaller I began to feel.

I didn’t need a speech. I needed to see her.

To hold her.

I’ve always trusted my gut. I knew if I could just cradle her, even for a moment... I would know whether I could do this.

But Nurse Susan wasn’t rushing. She wanted us to understand what we were stepping into. She knew this baby well.

“Born April 17. Two months early. 3 pounds 15 ounces.”

So tiny. I gripped the rail behind me.

“She was exposed to cocaine, alcohol, and nicotine. Likely dependent on all three.”

My chest tightened.

“She was born with no skin on her hands or feet.”

I flinched. My body reacted before my mind could.

No skin.

I couldn’t picture it. I didn’t want to.

“She failed both hearing screenings. Her eyes are covered in a yellow film. No retinal response.”

Probable deafness. Probable blindness.

Nurse Susan’s voice dropped to a whisper.

“She was born with congenital syphilis. The doctors blamed it for much of what they were seeing: her insulin dependence, her blindness, her deafness, her fragile body.”

I pressed deeper into John’s side. He stood with freckled forearms folded tightly across his chest, pinning down the sleeves of his plaid button-down. His stance was wide. Grounded. Bracing for impact.

I, on the other hand, needed something solid to lean on. My knees wobbled. My breathing was shallow.

We listened as Nurse Susan continued to read from the chart and the DHS worker scribbled notes into her folder. They were giving us everything we needed to make an informed decision. But I couldn’t absorb it. It was all so clinical. The room tilted.

Everything slowed.

Nurse Susan paused.

“It’s... a lot.”

The chart in her hand stayed open, but her face softened.

Not with pity. With truth.

I stared at the floor, trying to breathe.

***
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The baby’s mother had disappeared from the hospital just hours after giving birth, leaving her daughter behind before she’d even learned to cry.

No calls. No visits. No one left to ask questions or fight for better options.

With her mother’s milk not available, she was started on formula, fed through tiny, measured bottles. Her sterile incubator was her only constant. She couldn’t regulate her own body temperature, so the machine did it for her. Day after day, week after week, she lay beneath the dome, cocooned in synthetic comfort.

Doctors and nurses came and went... poking, prodding, charting.

The incubator became her gurney, wheeled to imaging suites and diagnostic labs. MRIs. CT scans. Blood draws.

Everything about her care was monitored. Precise. Every move, a calculation. Even her feedings felt mechanical. Her tiny head lifted, tilted. The formula dropped in, milliliter by milliliter. Enough to prove she was still here.

The staff did their jobs. The machines did theirs. But for all the wires and charts and protocols, something essential was missing.

“Failure to thrive.” The phrase stamped her file like a forecast. Not a diagnosis, but a warning. A sign the world had given up.

What was a cannula?

What did Sub-Q mean?

We had fostered medically fragile babies before. I had learned to read charts, decipher acronyms, track every dose and decimal.

This case felt different. Heavier. The learning curve just to keep her comfortable was steep. The stakes were high.

Still, beneath the swirl of questions, something steadier stirred.

We didn’t have the answers. Not yet. But we already knew.

We were going to say yes.

This is why you are here.

We needed our fears to quiet. We needed to see her. Because the more we learned about this baby’s start, the more miraculous it seemed that she survived at all.

After an hour of briefings, Nurse Susan closed the chart and looked up.

“Are you ready to meet her?”

I nodded, my throat still too tight to speak.

The lights blurred as we walked. We passed rows of incubators, each one decorated with pink or blue teddy bears, cheerful mobiles, and hand-lettered name signs. Proof of parents who visited often.

Nurse Susan walked to the very end of the hall. Then stepped aside.

Alone in the shadows, the last incubator sat quiet.

No stuffed animals. No name. No signs of anticipation or joy.

The area surrounding her incubator overflowed with medical supplies. Bins stacked high, items tilting off shelves. The air buzzed with the hum of machines.

And there, tucked deep in the dim enclosure was a tiny, swaddled bundle beneath a tangle of wires and soft light. She lay curled on her right side, with her impossibly small hands tucked gently beneath her chin. Oxygen tubing looped gently under her nose. Wires spilled out from beneath the familiar blue-and-pink striped blanket, each one tethered to a machine keeping watch. Someone had placed a tiny green bow on the crown of her head, the color vivid against her soft black curls.

Sleeping. Still fighting.

And somehow... mine to hold.

Only then did I look at John. His jaw trembled as tears welled in his eyes. A lump rose in my throat. Neither of us could speak.

She was beautiful in a way that hurt.

We hadn’t held her yet, but she was already holding us.

I understood, in that silent moment, why they insisted on telling us the worst first. Why the placement manager had chosen her words so carefully.

That was our out.

Our chance to walk away before her tiny face made it impossible.

But now we had seen her.

And we weren’t going anywhere.

***
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Two hours after we arrived, Nurse Susan finally opened the incubator.

I lifted the four-pound newborn into my arms, careful not to disturb a single wire or tube.

Just hold her.

The words echoed. My heart swelled.

Tears slipped down my cheeks as my arms folded around her.

Nurse Susan guided me to a wooden rocker beside the incubator. Its low arms and lumpy cushion offered little comfort. But then she placed a two-ounce bottle into my hand, the kind with the soft red rubber nipple I’d seen in every nursery I’d ever known. That small familiarity grounded me.

I had done this before. I could do it again.

Nurse Susan reminded me that the feeding had to be completed within thirty minutes. For her, sucking alone burned calories nearly as fast as she could take them in. Every minute at the bottle was a battle not to lose more than she gained.

I cradled her close, watching her fragile chest rise and fall with quiet determination. Around us, nurses gathered, sharing pieces of her story. How she fought for her very first breath, and every one since. Defying the odds.

“There must be a reason she’s alive,” one shy nurse murmured.

And at that moment, I saw it too.

A presence. Fierce and fragile.

Every breath a defiance. Every heartbeat a reason.

What this baby needed most wasn’t medicine or machines.

She needed a place to belong.

And that’s what we would give her.

Not a cure.

A place in this world.

A place in our home.
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​June 17, 2009 – Wednesday
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She had met the discharge weight: four pounds, six ounces. The agency paperwork was in place. The hospital would send her home once we proved we could manage her care. So we would learn her body, her rhythms, how to keep her comfortable. Lancet. Meter. Insulin. Formula. A new language for keeping her alive.

We tried to eat a proper breakfast, pretending it was an ordinary day. Dudley kept circling my legs as I got him outside, acting like he knew something was coming. John filled Dudley’s food and water bowls to last the day. We had no idea how long we’d be at the hospital.

I dressed for long hours in the rocker. Soft cotton, nothing that might scratch her skin. John grabbed a blue spiral notebook and Bic pen, his trusted tools.

With Dudley settled, we locked the house and took our usual seats in the car. John had his stainless-steel coffee mug secured in the center console, the warm scent of French vanilla creamer filling the cabin. I had my iced tea with lemon.

The drive was quiet. Not morning quiet, but the quiet of two people bracing. Each of us carrying our own questions and fears. Both of us trying to steady ourselves for the third floor NICU.

One thought kept circling louder than the rest.

Could I hold her through her last breath?

I knew death. I had cared for John’s father in his final months: feeding, bathing, medications, every small need. When Pap passed, I was left hollow. Overwhelmed. A strange quiet after weeks of constant vigilance.

But Pap was seventy-four. Cancer gave us time to prepare. This was different. She weighed less than five pounds.

Was I ready to lose her?

Doubt hollowed me, but my hands stayed open.

I would have to hold her. Love her. And let her go.

***

[image: ]


John and I stood silently as Nurse Susan read more from the baby’s chart.

This fragile baby girl had endured daily blood draws in addition to frequent CT scans, MRIs, and other lab work. Many tests had to be repeated. Gas in her tummy blurred the results. IV lines often failed because her veins collapsed.

Her nurses worked to stabilize her. They followed a strict insulin and feeding schedule, trying different formulas to help her gain weight. The goal was narrow: hold her steady until her body learned to grow.

But in those first few weeks, she did not grow. She shrank. Her weight dropped to two pounds, eight ounces. Life-threatening. When the doctors said sepsis, hope thinned.

Tears filled my eyes as I listened. The more I fought them, the more they came.

Twenty-seven diagnoses in her chart: sepsis, brain bleed, syphilis, insulin dependence, no vision, no hearing. Her hands and feet were raw. My chest ached, my throat tightened, as Nurse Susan explained each one.

She had made it this far in the NICU, under the care of professionals who knew every alarm by heart. After a few days of watching and practicing, her care would be in my hands. I was afraid of the impact on her as I learned the alarms, the numbers, and the signs from her little body. Still, something in me was drawn to her.

I kept my focus on this fragile child. All I wanted was to ease her suffering. She needed someone. I would be the one to stay.

When I held her against my chest, I prayed our home would be a safe, loving place for this tiny newborn to be at peace when she passed. I wanted to believe her life, no matter how short, had purpose. That our love might be enough to hold her steady until the end. I didn’t let myself imagine survival. I didn’t ask how long. I had one thing to do.

Just hold her.

I’d always told myself I could manage anything for a little while. That’s what I was prepared to do. But what if she stayed longer than a little while?

Would she live long enough that I’d need to find ways to communicate with her, even without hearing or vision? Sometimes I imagined learning to sign, but all I could see was letters traced into a palm. Her hands were so small, her skin still healing. How could I ever know if she understood me?

No. Not now. I looked down at her sleeping face. I had to stay here. Rocking her, feeding her, loving her, following the routines, giving her everything I had, moment by moment.

And the routines were no longer something I watched from the edge of the room. They were being placed into my hands, one step at a time.

Nurse Susan showed me how to start each feeding with a glucometer reading and insulin injection. “Aim for 100–225 mg/dL,” she said, warning that her numbers fluctuated wildly, dropping as low as 30 and spiking to 480. Either extreme could be life-threatening.

“That’s it,” Nurse Susan said. I nodded. My hands hovered, not yet trustworthy.

“Next time,” she said, “you can try.”

Next time, I pressed the razor-shaped lancet to her heel and drew blood. My heart ached knowing that I’d be the one causing pain to this struggling four-pound baby. Soon, I would measure her insulin and slide the needle into her thigh. For now, I watched.

I couldn’t hold back my tears as I watched Nurse Susan swab the baby’s thigh. A small lift of skin. The needle touched, then slipped in. A thumb on the plunger. Slow pressure. I held my breath. The baby flinched, then stilled. A dot of red. A square of gauze.

Nurse Susan warned that she might resist her feedings and showed me how to hold her and support the baby’s head so she could conserve energy. She propped the baby up in a sitting position in her incubator with her head leaned back so that gravity eased some of the baby’s need to suck. Nurse Susan kept coming back to the same thing: weight gain.

“Go ahead, try it.” Nurse Susan eased the baby into my hands, mentioning she’d gained an ounce. It felt like a hundred. I supported her head as Nurse Susan had shown, tested different bottle angles, and watched every movement she made.

I did the hands-on training while John took notes. Pages of them. Not in his usual scribble. He wrote slowly, deliberately, as if precision could keep her safe. When the doctors spoke, he was still. He met every nurse’s eyes and thanked them by name, as if they’d given us more than knowledge.

We took turns holding her. Every chance he got, he pulled her close and promised her the same thing. “You are safe. You are loved,” he’d say, steady as prayer.

“You’re the luckiest little girl in the world,” he would whisper. “You’re coming home with us.”

Days? Weeks?

No one knew.

***
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After five hours of training, we drove home. Our bodies were slow; our minds raced.

We had met the team. The pediatrician walked us through her weight chart, careful arrows marking each rise and fall. “Slow and steady,” he said softly, as if speaking to the baby more than us.

The infectious disease specialist did not soften his words. Congenital syphilis. Insulin dependence. A body under strain. He believed there was a chance her body might heal as it matured. “Weight gain would change everything,” he said. “If she could manage it.”

The dermatologist showed us photos from her first days. Her hands and feet were raw, the skin stripped and weeping. I could not unsee it. Now her hands and feet were covered in medicated dressings, protecting skin that had not fully formed at birth. Only her heels remained uncovered, scarred and raw from repeated lancet sticks.

“Manageable,” he said. “If her body can grow.”

An intern asked if the photos could be used in his dissertation. I told him he’d need permission from DHS. This was not our story to share.

John’s pen moved slowly across the page as each doctor spoke. I rocked our baby, patting her bottom, humming under my breath.

The endocrinologist studied her glucometer readings with Nurse Jill, adjusting insulin doses by fractions. “It’s a work in progress,” he said. He admitted he had never treated a newborn like her. He thought the insulin might be temporary, if her pancreas recovered. He apologized for the adult-sized lancet; there was nothing smaller available. He examined her scabbed heels and shook his head.

Amanda, the nurse shadowing him, lingered. She touched my shoulder before leaving, promising to check on us every day.

The dietician was brisk and clinical, focused only on calories and ounces. By then, John’s notebook was full and my head was louder than the monitors.

Each specialist held a piece of her. Each one seemed surprised she was still alive. And yet she was.

***
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As foster parents, protocol was simple: names stayed private. In public, we relied on terms of endearment. The boys were all “Buster.” The girls were “Deedle,” borrowed from our youngest’s refrain, “She’s just a Deedle girl.”

John stopped at the grocery for milk, lemons, and a chance to share. Before he set the basket down, the cashier asked, “How’s the baby?” A bagger drifted over. The manager leaned on the endcap.

John told them about our Deedle in the NICU. Today’s small win: an ounce gained. “Keep her in your prayers,” he said.

We ate deli food and kept talking through our plan as Dudley slept in John’s lap.

One day wasn’t enough. We needed more time.

***
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Later that evening, sitting in our matching brown rocker-recliners, we mapped a new layout for the room. Then we moved furniture until it fit. We made room for her feedings. For where the oxygen tank would go. For the monitor and its leads.

We didn’t talk about how long she might stay.

We just made room.

John promised to plan ahead. Each time he traveled, he would make sure the fridge was stocked, meals were ready, and supplies were set out. When he was home, he’d handle bottle duty, laundry, and groceries. John made it clear: my only job was to care for this baby. And of course, give Dudley some attention, too.

As I listened, I felt blessed, strangely steadied. By the end of the conversation, we had a plan. Not perfect. Manageable. For now.


***
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We arrived earlier the next morning. On the third floor, the sun was still low on the horizon. Her new green bow rested on top of her black curls. John settled into the squeaky rocker, cradling his little bundle. His last day with her before flying to Germany for work.

We took turns holding her in the NICU. We spent hours there, learning what it would take to keep her alive outside these walls. Studying and practicing, learning her cues.

I looked over and saw the tenderness on John’s face as he stared at her.

Then she turned her tiny head in my direction.

And she smiled.

A real smile. The most beautiful smile I’d ever seen.

The nurses stopped. No one had seen her do that before. “She knows,” a nurse whispered. “She knows you love her.”

Two months old. Blind, deaf, medically fragile.

Maybe it wasn’t intentional.

But in that moment, it didn’t matter.

That smile and those words carried us.

***
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For this baby, I wanted to give her a name that could be hers alone. A name with strength, one she could grow into if she survived. She already had an extraordinary story. She deserved something unique, not often heard.

That night, long after the world slept, her name came to me.

We would call her Jayden.

It meant “God has heard.”

It held her fight. The calm in her face.

If she lived, she could grow into it.

If she didn’t, we would hold her name and speak it for her.
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​June 19, 2009 – Friday
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John was in Germany. He hated to leave me. Maybe he missed time with Jayden even more. The solo drive to the hospital showed me what life might be when he was away.

My first NICU visit without him. None of our experience helped. I kept reaching for his hand. I was grateful for the sunshine. Its warmth helped to steady the nervous shivers I couldn’t quite control. My white sneakers tapped the tile and echoed through the quiet room. I made my way to the back corner where Jayden lay. Alone.

I set down my bag and moved the rocking chair closer to her, careful not to disturb the fragile web of tubes and wires connecting her to the machines. I unbuttoned the top buttons of my soft cotton shirt and gently lifted her from the incubator, supporting her delicate head in my hands.

I settled into the rocker and opened her blankets. I had to see her tiny body. To speak her name for the first time.

“Jayden, my sweet girl. I am going to love you forever!”

She didn’t stir. She couldn’t hear me. But something about the moment felt right. Her name fit.

I wrapped her blankets tightly around her and drew her close to my heart. Her little body softened into mine. For the first time that day, I was calm.

As I held her, beautiful and delicate, already mine to love... the nurses moved quickly from one incubator to the next, tending to the dozens of babies in the NICU. None of them had time to sit and cradle a baby. Their attention was stretched thin as they charted vitals, managed tests, prepared medications, and kept a rigid feeding schedule, repeated across so many fragile lives.

Most days, parents provided that connection. Mothers and fathers weaving in and out during visiting hours, offering tender moments of touch, a steady heartbeat, the quiet comfort of being held.

But Jayden didn’t have that. Two months old. Failure to thrive. She never knew the warmth of arms that lingered. She had never been cradled simply because she was loved.

I looked down at the little dumpling in my arms and whispered a vow.

“I will be the person in your life who loves you forever.”

***
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Nurse Jill lifted Jayden from my arms to check her blood sugar, then administered insulin before the feeding. I watched as the adult-sized lancet pierced Jayden’s tiny heel, drawing blood but no tears. Afterward, Nurse Jill wrapped her and handed her back with a two-ounce bottle... the familiar kind with the soft red rubber nipple. Ordinary. Trembling.

I cradled Jayden in my arms and offered her the bottle. At first, Jayden took it quickly, working on the newly introduced high-calorie formula like she’d been waiting for it. But, she wouldn’t settle in my arms. Her chin lifted. Her head pulled back. Her tiny back arched. Her whole body tensed, resisting rest. The longer she drank, the harder it became. Gagging. Choking. The apnea alarm blared. Nurses rushed in. The only way to silence the alarm was to pull the bottle away, press Jayden to my chest and rub and tap her back..

Maybe feeding was so difficult that she needed the repetition of being held up and the familiarity of the incubator. Perhaps the closeness of being held felt like too much when she was already struggling to drink. I didn’t know. So for now, I decided to follow her lead. To meet her where she was, and maybe in time, we could try something gentler.

As Nurse Jill fed the little red-haired boy in the incubator beside us, she reminded me to pull the bottle from Jayden’s lips. She’d reached her thirty-minute limit. I looked down. Jayden had swallowed only one ounce. Half the formula she needed, despite how hard she worked. I was so focused on helping her finish, I’d lost track of time. I worried the short feed would look like a failure. I needed Nurse Jill to believe in us. Would she think I wasn’t capable of caring for such a fragile child?

The lesson Nurse Jill had for me today was learning to inject the insulin. I did not want to do this. But it was absolutely necessary. Jayden’s need for insulin became apparent within the first hours of her life. If she had any chance at all of survival, it would be up to me to continue wnith the injections. Nurse Jill stood at her station, handing me the supplies. First, a swab of alcohol to sterilize the injection site. Next, the syringe to fill the barrel with the exact amount required according to her glucometer reading. Then Nurse Jill explained the Sub-Q process...lift the skin gently, insert the needle into the skin above the muscle while slowly pushing the plunger to release the insulin into her thigh. Pull the syringe away from Jayden’s thigh and gently massage the insulin site to help with absorption. 

Nurse Jill talked me through each step speaking softly but with authority. As the tears fell on my cheeks, my vision blurred making it challenging. My stomach ached and my hands shook. My heart raced. How could I do this to such a tiny person? But I proceeded. Nurse Jill’s hand on my shoulder felt like her confidence in me was all I needed. When I completed the task I cried. I cried more than the baby did. Jayden had very little reaction to the injection. She seemed to already accept the pain of everything that nurses, doctors, and her own body put her through. My heart continued to ache as I realized she expected nothing more. Pain. Always. Pain.

After her feeding, I noted the amount of formula and her glucose reading in my spiral notebook. Then, I gently unwrapped Jayden and held her against my bare chest, as exposed as I could and still be decent. I tucked her tiny head beneath my chin, hoping she could feel the vibration of my voice. Then I draped a soft cotton blanket over us both, tucking the edges beneath my arms. I slid one hand beneath the blanket and rubbed her back. The skin felt dry. Fragile. Her preemie-sized diaper was the only thing separating her from me.

I rocked her in the old rickety chair. I sang softly.

“You are my sunshine, my only sunshine.”

This became my daily rhythm. Six to eight hours a day in the NICU.

Holding her.

Learning.

Sometimes I turned the rocker toward the window. Other times, toward the work area. Either way, I opened my shirt and held Jayden skin to skin. She couldn’t see or hear me. But she could feel my warmth. My heartbeat.

It was the only way I knew to say:

“I am here. I love you. You are safe.”

***
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Even from Germany, John called me every night, his voice carrying the steady calm I leaned on, no matter how many miles between us. Our conversations no longer centered on the stories from his travels. Now, all he wanted to hear about was his Deedle.

“How’s Deedle doing?” he’d ask, cautiously.

Some days brought encouraging news. She’d gained an ounce or two. Other days, a drop in weight. Her blood sugar levels never stabilized. The numbers spiked and plummeted without pattern or warning. Her prognosis remained unchanged.

“She knows you love her. You’re doing great.” His words reminded me how much he cared for me. For her. And somehow, it made his absence both easier and harder.

I was growing more confident in Jayden’s care. I could talk nonstop about each day’s routine: every feeding, every test, every tiny milestone. She was all I could think about. I gave little thought to laundry or groceries. Soon, I’d be wearing clothes from the back of my closet simply because they were still clean.

The closest fast-food place started to recognize me. I always ordered the same thing: a medium meal with a large Coke. No thought of nutrition. Just hot food, fast enough to fill an empty stomach. And always a few extra fries for Dudley.

I poured everything I had into this little girl. To bring her home. Love became the study. Presence, the practice. The more I learned, the more I loved her.

Jayden needed more than medicine.

She needed someone to just hold her.
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​June 22, 2009 – Monday
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I had fallen in love with a baby. A beautiful little girl who wasn’t expected to survive. Her chart read: failure to thrive.

Just hold her.

I tried not to think about her birth mother. The empty chair at the NICU did it for me. We had seen what was possible when birth parents were given time and support to reconnect with their children. We’d learned not to judge. But these facts were hard to carry: no visits, no calls, no one coming to hold her.

Anger rose fast and hot. I hated how it felt.

People think foster parents are trained to stay detached, but that isn’t how this works. The line blurs between blood and prayer and sleepless nights. Loving her like she’ll stay... even when she won’t. Attachment isn’t a risk. It’s the treatment plan.

What I give her now will stay in her body as memory... held, safe. When love comes again, she’ll recognize it. We don’t guard our hearts. We pour our hearts out, knowing it will wreck us. We do it anyway. Because every child deserves to be someone’s beloved. Even if only for a season.

***
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Her smile followed me home... fragile light I couldn’t stop replaying.

After dinner, the weight of her situation returned. My mind wouldn’t rest. Why did her blood sugar keep crashing? How could I help her gain weight?

Something in me kept insisting that breast milk could offer healing in ways formulas couldn’t. I sat at the computer long after the sun went down, the summer darkness outside my window filling with the sound of crickets.

I scrolled donor milk sites and found a breast milk bank affiliated with a hospital, three hours away. The donor mothers were thoroughly screened, and the milk was pasteurized for safety before distribution. They could ship it to us for $4.15 an ounce. The mothers weren’t paid. The price covered screening, pasteurizing, and packaging the milk.

Would the state ever approve that cost? I had no proof breast milk would do more than the high-calorie formula. Just instinct, intuition, and hope.

In that late-night search, I found another possibility: a powdered breast-milk product. It was easy. Just scoop and mix like formula. I printed the brochure, knowing it was intended for hospitals only. Still, I hoped it might help, enough to open a door.

I prayed sleep would come easily, but my mind kept spinning. I wasn’t just gathering research. I was preparing to plead her case, to push against protocols, and to ask doctors to reconsider what they knew, all for a child they didn’t expect to survive.

I believed in my gut and in this child. And if no one else was going to fight for her, I would.

***
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I arrived at the NICU ready to advocate. I approached Jayden’s pediatrician and asked about using breast milk. He explained how the formula made it easier to monitor caloric intake, but I wasn’t convinced.

Next, I asked the dietitian about the powdered processed breast milk I’d found online. She didn’t even look up.

“I’ve heard of it. It's not cost-effective.”

That was it.

Babies with someone asking got options: breast milk advocacy, lactation support. Babies without got protocol. Jayden and I had a spiral notebook. It felt like the beginning of forgetting... before anyone ever learned her name.

***
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That night, when John called, I let it all out. Every frustration. Every argument. Every unanswered question. He listened to the fire in my voice. He didn’t try to cool it. He knew. We both knew. This baby needed a fighter and I’d already decided that fighter would be me.

There was little he could do from overseas. But his support released the pressure inside me, and for the first time in days, I fell into a deep sleep.

I woke the next morning with renewed energy and a sharper sense of purpose. My determination to provide breast milk for Jayden hadn’t faded. It had only grown stronger.

I reached out to friends who understood the kind of work I was doing. My friend Terri immediately came to mind. We started fostering around the same time, both learning the system and comparing notes over coffee and playdates.

I remembered one of our first conversations. What should they call us? I had told Terri that since the State of Michigan referred to us as foster parents, John and I had decided we would be just that: parents. Every child deserves to know a Mama and a Papa. So we became Mama Judy and Papa John. Terri wholeheartedly agreed. She became Mama Terri.

A decade later, our lives had changed in countless ways, but she remained steady... one of my dearest friends. So when John and I began our second week of training, Terri offered to step in as our hospital-required support person. She drove ninety minutes to join us for the CPR refresher course, a final step before bringing Jayden home.

I expected her to rush in and scoop Jayden from my arms. But she didn’t. She stood there for a long moment, quiet, taking her in. Maybe the fragility stopped her. Maybe she was guarding her heart.

I sat still, my mind looping through everything I’d learned: breast milk and formula, calories and nutrients, protocol and instinct. Terri found a nearby stool, and I turned Jayden so she could see her cherubic face resting against my chest. Her eyes filled. Silent, steady tears.

Finally, she reached for Jayden and covered her with kisses.

I explained Jayden’s medical needs. Her blood sugar, weight, and feeding complications. Then I told Terri about my hopes for breast milk. How strongly I believed it could give this little girl a better chance. How the pediatrician had brushed me off. How the dietitian had dismissed me with the phrase: “It’s not cost-effective.”

Terri listened intently. She helped me see that what mattered most now was learning how to care for her so she could come home with us.

Jayden was gaining weight on the new high-calorie formula. So maybe now wasn’t the time to push. Maybe now was the time to stay the course. Through quiet tears, Terri nodded.

After Terri left, the NICU grew quiet. I held Jayden tighter, pulling her tiny body close. As if to make up for all the things she couldn’t have.

***
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John and I had been visiting Jayden in the NICU for nearly two weeks and each day brought something new... doctors, tests, results.

We learned how to place the apnea pads, to read the blinking numbers and interpret what they meant. John focused on the training about the oxygen tanks: an eight-liter tank that would sit in our family room, and a smaller one for travel. We received additional CPR training. Just the two of us now, without Terri.

It felt more serious. More personal.

Jayden had a sizable herniated umbilical cord. But strangely, it was one of the few issues that didn’t rattle me. I had seen this before. I knew what to do: gently press on the herniation a few times a day to make sure nothing inside was twisting. But I also knew: if I ever couldn’t get it to reduce, if I felt it trapped beneath my fingers, we were to go straight to the ER.

Every day, Jayden’s care became more familiar. More hands-on, more real. Little by little, we stopped being visitors. We were becoming her parents.
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​June 25, 2009 – Thursday
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Miss Jayden was finally home.

Dudley approved. He greeted her with a fluffy pink ball he’d found behind the sofa cushion. His version of a grand gesture. Jayden was oblivious, but Dudley seemed to understand. He always knew when a baby needed him. Welcoming babies was his job, his purpose. Often his soft curls became the first thing tiny fingers reached for.

Nearly two weeks at the hospital kept us away, leaving Dudley home alone. Now Dudley was a big brother again.

***
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Our first night at home was chaotic, as they always are. But chaos usually doesn’t come with medical equipment taking up residence in our family room. We positioned the oxygen tank so the seven-foot tubing could reach the rocker and the changing table. The oxygen hissed, low and steady.

I kept the extra apnea monitor leads within reach. Bottles, sterilized and sorted, sat in the colander. The changing table held diapers and wipes in a warmer. The shelves held what we needed most: the glucometer, syringes, alcohol wipes, cannula tubing. Every surface was arranged with purpose.

The path between stations was tight. Deliberate. Just enough space to pivot, prepare, respond.

Among all the supplies, the wipe warmer was the only thing that looked familiar. Comforting, even.

And then there was the musical mobile, part of every baby’s setup. One last touch to make it a nursery. I clipped it onto the changing table. Jayden couldn’t see it. She couldn’t hear it. It didn’t matter.

It was tradition. It was love. It was our way of saying:

You belong here. You are wanted. You are home.

John stocked the fridge with salads and fresh-cut fruit, filled the pantry, brewed tea, sliced lemons. He knew what I needed, and what I might forget. In a few days, he’d be leaving. And I’d be here. Her caregiver.

I prepared bottles. I had two-ounce portions of nursery water and formula within reach. Anything to avoid putting her down. I knew I’d be dozing off here and there, day and night. I propped pillows beneath both arms, creating a cradle so Jayden could rest securely on my chest. Contained. Comforted. Close.

The apnea monitor blared often, the alarm piercing like a fire alarm and continuing until Jayden started to breathe again.

Each time the alarm split the silence, I moved on instinct. I lifted her from my lap, pressed her to my shoulder, patting and rubbing until her body remembered breath. Twenty seconds without breath triggered the piercing sound.

Each three hours started a new cycle. I laid her down on the changing table and rushed to the bathroom. The alarm screamed every time, like clockwork. I’d race back from the bathroom, heart pounding, only to find her still and silent. I picked her up. Held her close, patting her and rubbing until the alarm went quiet.

Then I placed her on the changing table, hoping to finish wiping, applying ointment, and ceiling her preemie diaper before the alarm would go off. Then I pricked her heel and noted the glucose reading. I checked the table for the corresponding amount of insulin and carefully measured that amount into the plunger. As gently as possible I pierced Jayden’s thigh and pushed in her medicine and then rubbed the muscle to help her absorb it.

I picked up Jayden and a bottle and sat in my chair, holding her propped in a sitting position in my lap. I leaned her head back and let her feed. Jayden started eagerly and then gagged and flailed. I burped her and let her rest. Then I sat her on my lap, tilted her head back and started again. Each time she would drink almost ravenously for some time before gagging. I repeated this process for thirty minutes before returning her to my chest. 

The first twenty-four hours were spent learning a rhythm.

Diapers. Readings. Injections. Feedings.

And then, trying to sleep in the rocking chair with Jayden curled on my chest. Jayden adapted with surprising ease. I did not.

Sleep never found me. The alarm when her breathing stopped terrified me. Each time I feared she might not start breathing again. The stress fueled a desire to document everything. I grabbed the spiral notebook, using a ruler and pen to create columns. Clean lines. Legible numbers. I logged her glucometer readings, insulin doses, bottle times, ounces, wet diapers, dirty diapers, oxygen levels, every apnea event and exactly what was happening. I needed to understand, to anticipate, to protect her.

My mind raced. I second-guessed. I was always afraid I might miss something, anything, that could keep her alive. All this charting and searching for clues while Jayden slept quietly, curled up against my chest in the rocker. Comfortable. Content. Home.

John was home for our first night with Jayden. He went to bed upstairs but came down to check on us more than once. Each time the alarm sounded, it woke him too. We weren’t ready to say the quiet part out loud. All we could do was hold her.

Every three hours, on the hospital schedule. Diaper. Reading. Injection. Feeding.

***
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The very next day, we had visitors. Not friends or family. Not yet. Jayden’s condition made any exposure risky. Even a common cold could be dangerous.

Late that morning, Nicole arrived. She was Jayden’s caseworker from the foster agency, here for her required initial visit for a baby in care. To complete paperwork and sort out logistics. It took everything in me to focus while monitoring Jayden’s medical needs. Nicole needed the details. All of Jayden’s medical conditions. Our care responsibilities. What would be expected of us going forward.

“I... I don’t know,” I said.

None of it felt familiar enough to explain. Not with confidence. Nicole could see I was tired. Worn out. Maybe even a little overwhelmed.

“Maybe this visit is a bit too soon,” she gently admitted. “Given the circumstances and all.”

Still, she wanted to document what she could.

“Can we just start with what you do know?”

Because what she knew, what we all knew was Jayden’s time wasn’t promised. No one knew how long she would live. Every moment was a gift.

A blessing.

“What’s on your schedule so far?” Nicole asked. She didn’t want to miss her chance to get everything in writing.

She explained that Michigan’s foster care system used different “levels of care” to assess a placement, and Jayden would likely qualify for the highest. This meant increased compensation. Not as a bonus, but to offset the very real costs of caring for a medically fragile infant. This wasn’t just about diapers and bottles.

Nicole needed to know how many doctor visits were scheduled. How far we’d have to travel. How often I’d be taking glucometer readings, monitoring oxygen levels, documenting every apnea event. How often we might have to perform CPR.

As she continued through the list, it finally sank in. I didn’t even know the full scope yet. I had been handed a list of follow-up appointments at discharge. But I hadn’t really looked at it. All I knew was that nothing was scheduled for today.

Nicole encouraged us to continue Jayden’s care with the same medical team that treated her in the NICU. She said continuity mattered, especially in a case like this. A “one in a million” case. Complicated. Likely terminal.
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