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Author’s Note 

This memoir is based on Scotty’s lifelong struggles and my life as his mother and caregiver. Some names, identifying details, and timelines have been changed — not to alter the truth, but to protect the privacy of the people still living inside these pages. The experiences, emotions, and moments are real, even when they’ve been shaped for clarity or flow.

This is not a guidebook or a medical reference. It’s one woman’s account of a life shaped by caregiving — the fear, the exhaustion, the dark and light humor, and the joy that shows up anyway. Some moments may feel uncomfortable. That discomfort isn’t meant to shock or invite pity, but to reflect the reality of a life lived without neat resolutions.

I didn’t write this to offer answers or inspiration. I wrote it to tell the truth as honestly as I could, from the inside out — about love that endures, adaptation that never stops, and a life that keeps going whether you’re ready or not.

If you see yourself in these pages, you’re not alone.

If you don’t, I hope this story helps you understand a world you may never have to live in — but that millions do, every day.
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​CHAPTER ONE

​Young, Dumb, and Terrified 
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I didn’t know it yet, but this was the year my nervous system rewired itself permanently. Sleep moved out. Fear moved in — and never paid rent. 

I was sixteen years old when Scotty was born; four and a half pounds of fragile warmth and fierce lungs, already fighting for his life. He came early. He came sick. And he came with a future no one could explain — or warn me about. 

It was 1975, and I was just a few months away from turning seventeen. At that age, I had big dreams about what I wanted my life to be. It seems small now, but back then I thought I wanted to be like Marlo Thomas in That Girl. I imagined a life built on independence — a cute apartment, a job I loved, and the freedom to figure myself out along the way. I wasn’t thinking about motherhood yet — not because I didn’t believe in it, but because I was still a kid myself, busy dreaming in TV scenes and happy endings. 

Life, of course, had other plans — ones that would ask more of me than I knew how to give, and teach me more about love than I understood yet. 

Scotty was born with spinal meningitis. The doctors couldn’t tell me what caused it. They could only tell me surgery was necessary to save his life, and that the nature of the surgery would likely leave behind brain damage and scar tissue. 

At the time, those words sounded survivable. 

Manageable. 

No one said seizures yet. 

He spent four months in the NICU. Four months of monitors and alarms, tubes hooked up to his brain, spinal taps, blood transfusions, fluorescent lights that never dimmed, chairs that punished my spine for daring to sit still. I learned the rhythm of machines before I ever relearned the rhythm of sleep. I learned which alarms mattered and how to pretend not to hear the ones that didn’t. And I learned that hope could live alongside terror — and somehow survive. When we finally brought him home, I thought the hard part was over. 

That’s almost funny now. 

The damage to his brain turned out to be minor, though it did result in hydrocephalus — water on the brain. He needed a VP shunt to drain the fluid. He was a little slow, but determined. Determined enough to learn even if it meant crawling backward, scooting around on his head and heels, doing whatever it took to get where he wanted to go. 

Scotty was a year old before he learned to sit up on his own.

Life, however, didn’t wait for milestones.

By then, Katie had already been born — I’d been pregnant with her before Scotty ever came home from the hospital.

My name is Tess, and I was young, dumb, and scared to death. I was always moving back then — chasing something -– what, I didn’t know. Noise felt better than quiet. Plans felt better than stillness. I mistook motion for purpose.

If I’m being honest, I didn’t want to grow up. I thought freedom meant staying untethered — as if responsibility were something meant for other people.

I was terrified the infection would come back, so I sterilized everything. Bottles. Pacifiers. Countertops. Doorknobs. If it could be wiped down, it was. Lysol became a lifestyle. 

Scotty had his days and nights completely backward, thanks to hospital lights that never shut off and nurses who let him sleep whenever he could. At home, he was wide awake at midnight, screaming — and dead asleep at noon. Katie was still giving me morning sickness, and I was undernourished, trying not to collapse. 

He cried more than he didn’t. 

Sometimes I cried with him. 

I did whatever it took to calm him. I drove around the same block for hours, gripping the steering wheel while tears ran down my face and whispering prayers into the dashboard. I rocked him with my arms straight out because he wouldn’t tolerate anything else, my shoulders burning until they went numb. I bounced him across my knees, legs shaking nonstop like I was operating a jackhammer, until he finally passed out. 

I was drowning. 

Scotty’s father was either at work, out at the bars or passed out cold, reeking of booze. If the world had ended, he would’ve slept through it. I learned quickly not to count on him. There was only one person who ever showed up. 

My daddy. 

Day or night, it didn’t matter. I’d dial his number, and he’d come. No lectures. No questions. Just love in work boots and tired eyes. He’d take Scotty so I could cry in the bathroom, or rock him long enough for me to steal an hour or two of sleep that felt like a luxury vacation. I tried to sleep during the day when Scotty finally did, but that opened the door to a different kind of cruelty. 

“Lazy,” friends and family whispered. 

“Can’t even stay awake like a normal mom.” 

As if they had any idea what my nights looked like. As if I wasn’t fighting for our lives in the dark while the rest of the world slept — and judged in daylight. 

What no one tells you is that caregiving doesn’t start with a title or a decision. It creeps in quietly. One minute I was a teenage girl with big dreams, and the next I was holding a screaming baby — with a nervous system that never fully powers down again. And whether I was ready or not, Scotty had just changed the trajectory of my entire life. I was about to become a caregiver long before I ever learned the name for it.
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CHAPTER TWO 
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Outnumbered and Awake 

Scotty learned how to make me laugh at a very young age. 

After finishing a bowl of cereal, he’d carefully lift the empty bowl and place it right on top of his head like a helmet. Milk would drip down his forehead, and he’d grin like he’d pulled off the greatest joke in the world. 

He had light blonde hair and big brown eyes, with one that turned inward, so he wore glasses before he ever took his first steps. He never fought them. Sometimes, just to be funny, he’d put them on upside down. I’d be dead on my feet, barely holding it together, and he’d look at me as if to say, “See,  it’s not all bad.”

Scotty was just a year and twenty–one days old when Katie came along. “Irish twins,” they called it, and suddenly I was outnumbered. Two babies. Two different cries. Two different needs. Very little sleep. 

They must’ve made a pact, signed it in invisible ink at birth, to never let me rest again. They fought sleep like it was the enemy, finally passing out from sheer exhaustion only to wake up at the butt crack of dawn ready to do it all over again. I worked an evening shift full-time on my feet, sometimes till after midnight. I came home to diapers, bottles, and a whole lot of crying, then stayed up half the night doing it again. My life became a loop: work, feed, rock, change diapers. Repeat. 

When one baby cried, the other joined in like backup vocals — a duet of desperation. I learned to tell them apart by pitch alone, like some kind of sleep-deprived baby whisperer. I got so good at multitasking that once, at three a.m., I found myself on a car ride to calm Scotty down with Katie latched to one breast while I steered with the opposite arm. Don’t ask me how. I don’t know how either. I just know we made it home alive — and thank God this was before the car seat police would’ve thrown me straight into mommy jail. 

Sleep was an illusion. Something people talked about, like a place I no longer lived.

My husband was useless. He loved the children — I never doubted that — but he was even more immature than I was. I kept waiting for him to step up. He didn’t. So one day I packed up the babies and left. I didn’t have a plan. I just knew staying wasn’t one.

I moved in with my sister, Samantha. Living with her didn’t help much — if anything, it made everything louder. Her baby woke up when mine did, and suddenly the whole house was awake and pissed off. She had to babysit the next day. I had to go to work with eyes that felt like sandpaper and a body running on fumes. 

Everyone was tired. 

And somehow
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