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			Introduction: 
The Caregiver-Writer’s Journey

			Purpose of the book

			You don’t have to be writing for long before you hear advice about how to finish a book—I mean, actually finish it, not quit after three chapters. The same is true of any creative endeavor, whether it’s writing a screenplay, sculpting, composing music, painting, or anything else that feeds your soul while (we hope) helping to pay the bills. The advice will sound familiar:

			

			
					Use time-blocking. Treat writing like a doctor’s appointment and put it on the calendar.

					Separate work from personal time. When you’re “on the clock,” you’re not also cooking dinner or picking up the kids, and when you’re off, step away and leave the work behind.

					Have a dedicated space. Let your brain associate one place with work, another with rest, another with family. Don’t mix them.

					Take yourself on an artist’s date. (Hat tip to Julia Cameron and The Artist’s Way.) You can’t draw from an empty well. Go off by yourself, do something that delights you, refill the tank.

			

			 There’s more where that came from, but you get the picture. It’s good advice. In fact, in earlier seasons of my life, I lived by it. Those practices didn’t just help me feel creative; they helped me turn creativity into craft, into actual work that sustained me.

			 But these days?

			 Ain’t gonna happen. Not this season. Not with caregiving in the mix.

			Who this book is for

			You’ve already picked up this book. If you’re browsing in a bookstore or library, trying to decide if it belongs in your hands, let me clarify who it’s really for and who it’s not.

			

			(And if you’ve already bought it, thank you. This section might still help you use it more effectively.)

			If you search for books written for people who are both caregivers and creative types, you’ll find some good ones. But almost all of them aim at caregivers who want to begin creating. Many focus on writing as therapy or self-expression, and some offer step-by-step guidance: how to tell your story, how to outline a book, how to find an agent, how to research, and so on. In short, they’re “how to write” books written for caregivers.

			I applaud these books. They meet an important need. But they weren’t what I was looking for.

			As I describe elsewhere, I’ve made part (and sometimes all) of my living as a writer for 50 years. I’ve written hundreds of thousands (maybe millions) of words, and someone paid me for a lot of them. I already know how to query. I understand how to pitch to traditional publishers and how to publish independently. I don’t know everything (no writer does), and I’m always trying to improve, but I don’t need starter advice.

			What I needed (and what I suspect you may need too) was something else entirely: guidance on how to keep creating when the usual “best practices” no longer fit.

			

			Setting expectations: realistic goals for caregiver-creators

			Creativity is a demanding pursuit. It requires discipline, imagination, and time. Caregiving is no less demanding. It calls for patience, adaptability, and emotional resilience. Those of us who live in both worlds know how rarely they accommodate each other. We’re constantly navigating the collision of two vocations: the call to create and the duty to care.

			This book is not for beginners. It is for experienced creators who already know their craft—writers, artists, musicians, photographers, academics, content producers, freelancers. You know the rhythm of deadlines, the grind of drafting and revision, and the thrill of seeing your work released into the world. You’ve tasted both the joy and the weight of a professional creative practice.

			But now, caregiving has reshaped the landscape. Writing sessions (or painting sessions, or composing sessions) get interrupted by medical appointments, emergencies, or the plain exhaustion that caregiving exacts. Whole days can vanish into other people’s needs. The momentum you once relied on can feel impossible to regain.

			This book speaks directly into that tension. While my examples often come from writing, the principles apply across creative disciplines. Whether you sculpt, photograph, knit, compose, or bake, if your work requires deep focus and sustained momentum, you’ll find strategies here to help you keep going.  Although I’ll draw (no pun intended) mostly from my experience as a writer, I’ll frequently remind you: this is not a book about writing. It’s about continuing to create while you give care.

			I don’t promise that you’ll maintain the same pace you once did. You won’t. We want to set realistic expectations, ones that honor both your creativity and your caregiving, without demanding perfection in either.

			You can’t do it all. But you can still do what matters.

			A brief introduction to my caregiving situation

			I believe in giving context, so let me share mine. I’ll go into more detail about my background as a writer in the next section, and I’ll share more of my daughter Hannah’s story later.

			Nobody plans to have a special-needs child. We imagine teaching them to ride a bike, helping with homework, arguing about curfews, and eventually watching them launch their own lives. We got something entirely different.

			Our daughter Hannah was born with an extremely rare chromosomal disorder called Trisomy 14 mosaic partial. If you’ve never heard of it, you’re not alone. According to the only medical study we could find, she shares this condition with only 15 to 20 people worldwide at any given time.

			

			Hannah can do nothing of her own volition. She cannot speak, walk, feed herself, or even control her own secretions. A significant part of our daily care involves making sure she doesn’t drown in her own saliva. She requires 24/7 supervision and care, and while she qualifies for in-home nursing care, the nationwide nursing shortage means many shifts fall to me.

			To complicate things further, my wife is also partially disabled and unable to assist with Hannah’s physical care. That leaves me as the primary caregiver whenever nurses aren’t available.

			Meanwhile, I’ve been a writer since I was a teenager. I started at age 14 as a weekly newspaper reporter, and I’ve made part or all of my living with words for over 50 years since. Writing isn’t just something I do; it’s part of who I am.

			This journey has taught me that self-care is not optional. I can’t continue caring for my family if I collapse. And for me, writing is what keeps me sane. But I had to relearn how to write. The practices that served me well for decades no longer worked under the weight of caregiving.

			This book is about what I’ve discovered along the way—how to maintain your creative life and identity while carrying the weight of caregiving. It’s not easy, but it is possible. And sometimes the very constraints that seem to limit us end up deepening our work in unexpected ways.

			Writing this book has been its own struggle. It has required me to relive much of our story and feel those emotions all over again. I suspect you’ve felt similar things. If nothing else, let this be clear: you are not alone.

			Welcome to Holland

			Early in our journey with Hannah, we joined several support groups on Facebook and through email. In those spaces, we often came across a piece of writing—what I would call a “prose poem”—that offered comfort and perspective amid chaos. Such things tend to circulate widely, often with the original author’s name lost along the way. In this case, though, someone eventually traced it back to its source. With her permission, I’m honored to share it here. Even now, as I prepare to include it, it brings fresh tears to my eyes.

			Welcome To Holland

			by Emily Perl Kingsley

			Copyright©1987 by Emily Perl Kingsley. 

			All rights reserved. 

			Reprinted by permission of the author.

			I am often asked to describe the experience of raising a child with a disability - to try to help people who have not shared that unique experience to understand it, to imagine how it would feel.  It’s like this……

			When you’re going to have a baby, it’s like planning a fabulous vacation trip - to Italy.  You buy a bunch of guide books and make your wonderful plans.  The Coliseum.  The Michelangelo David.  The gondolas in Venice.  You may learn some handy phrases in Italian.  It’s all very exciting.

			After months of eager anticipation, the day finally arrives.  You pack your bags and off you go.  Several hours later, the plane lands. The flight attendant comes in and says, “Welcome to Holland.”

			“Holland?!?” you say. “What do you mean Holland?? I signed up for Italy!  I’m supposed to be in Italy.  All my life I’ve dreamed of going to Italy.”

			But there’s been a change in the flight plan.  They’ve landed in Holland and there you must stay.

			The important thing is that they haven’t taken you to a horrible, disgusting, filthy place, full of pestilence, famine and disease.  It’s just a different place.

			So you must go out and buy new guide books. And you must learn a whole new language.  And you will meet a whole new group of people you would never have met.

			It’s just a different place.  It’s slower-paced than Italy, less flashy than Italy.  But after you’ve been there for a while and you catch your breath, you look around.... and you begin to notice that Holland has windmills....and Holland has tulips.  Holland even has Rembrandts.

			

			But everyone you know is busy coming and going from Italy... and they’re all bragging about what a wonderful time they had there.  And for the rest of your life, you will say “Yes, that’s where I was supposed to go. That’s what I had planned.”  

			And the pain of that will never, ever, ever, ever go away... because the loss of that dream is a very very significant loss.

			But... if you spend your life mourning the fact that you didn’t get to Italy, you may never be free to enjoy the very special, the very lovely things ... about Holland.

			How this book is organized

			This book weaves together personal narrative, practical advice, and emotional support for writers who are also caregivers. Rather than presenting a rigid “how-to” manual, I’ve structured it to reflect the reality of the caregiver-writer experience—sometimes messy, often interrupted, but always meaningful.

			The chapters flow in a deliberate progression:

			Chapters 1-3: Understanding the Landscape We begin by exploring the unique challenges that arise when caregiving and creativity intersect. I share my journey as context, introduce Hannah and the realities of long-term caregiving, and examine how caregiving reshapes the writing process in fundamental ways.

			Chapters 4-7: Shifting Your Mindset These chapters focus on the inner work necessary to sustain a writing practice amid caregiving demands. We explore how to let go of perfectionism, embrace flexibility, find writing opportunities in unexpected places, and maintain focus despite constant interruptions.

			Chapters 8-10: Practical Strategies Here we tackle the nuts and bolts of writing as a caregiver: using technology (including AI) ethically and effectively, creating mobile writing systems, leveraging support networks, and capturing ideas before they vanish in the chaos of caregiving.

			Chapters 11-13: Sustaining Yourself for the Long Haul The last section addresses the emotional aspects of the caregiver-writer journey: preventing burnout, redefining success, honoring your creative identity, and finding meaning in the dual path you’re walking.

			Throughout the book, you’ll find both personal stories and practical tools. The stories aren’t just for inspiration. They illustrate principles in action and show that you’re not alone on this journey. The tools aren’t rigid prescriptions but adaptable approaches you can customize to your unique situation.

			You will find some overlap between chapters, but it’s not forgetful repetition. You may read the book out of order (the same way I wrote it) or have long gaps in your reading time, and so you may need similar material in different places. Rather than repetition, we’ve structured it deliberately to make sure you have what you need contained within the chapter, as well as reinforcing key concepts. Of course, you can read it straight through it you want—but I seriously doubt that fits your life right now.

			I hope this book serves as both a companion and a guide, something you can turn to when you need practical advice, emotional support, or simply the reassurance that it’s possible to honor both your caregiving responsibilities and your creative calling.

		

	
		
			My Story: Becoming a Caregiving Writer

			My background as a writer

			I suppose it’s somewhere around age ten that people begin asking what you aspire to be when you grow up. What ten-year-old knows? I certainly didn’t. But by the time I turned twelve, I did, and for that, I’m grateful. Some people go through their whole lives without finding a sense of mission, what the Japanese call ikigai, your reason for being.

			I can pinpoint the moment because that’s when I discovered that reading books no one assigned could actually be fun.

			I can still picture it: the little hole-in-the-wall public library in rural West Tennessee. For reasons I don’t recall, I was there by myself, unsupervised, drifting toward the science fiction shelf. A plain, faded maroon hardback (Have Space Suit, Will Travel by Robert A. Heinlein) caught my eye. The dust jacket had vanished long before, but something about it called to me. I think I read most of it sitting right there. Before I left, I checked out Podkayne of Mars and The Door Into Summer.

			Not long after, I wrote my first story, a badly plotted science fiction piece. I had some sense of character, but I soon backed them into a corner I couldn’t write them out of. My solution? “And then the spaceship blew up. The End.”

			Not exactly an auspicious beginning.

			So, I switched to nonfiction. My elementary school let students help in the office, which gave me access to the mimeograph machine (those of us of a certain age remember the fragrance of freshly cranked purple ink). I recruited another student, and together we produced a gossip sheet about who was making goo-goo eyes at whom. Technically, that was not only my first publication but also my first stab at independent publishing.

			For the next couple of years, I scribbled bad poetry and bad stories in a three-ring binder while devouring Heinlein, Asimov, Clarke, Bradbury, and the other giants of the Golden Age of Science Fiction.

			Then came the moment that nudged me from reader to reporter. My eighth-grade history teacher, Fred Culp—already something of a local legend for his 600-page Gibson County, Past and Present—stuck his head out of his classroom, looked to his right, then to his left, and spotted me at my locker one afternoon. For whatever reason, no one else was in the hallway, and he fixed his eye on me.

			“Do you know how to work a camera?” he asked.

			I stood there slack-jawed. “Ummm, no.” True enough. My mother took plenty of family pictures but let no one else near the camera.

			

			“You can learn. You’re the new photographer for the student newspaper and yearbook.”

			He pressed a small black 35mm viewfinder camera into my hands, only one step above a Kodak Instamatic 110. “Here’s the owner’s manual. Figure it out, and go take some pictures.”

			And I did. My parents later bought me a Mamiya-Sekor 35mm SLR with a built-in exposure meter—high-tech for the time. Before long, I hovered on the sidelines of Friday night football games, dodging tackles to capture action shots. That’s where I met Charles Dawson, editor of the Trenton Herald-Gazette, who shot the same games with a Yashica-D twin-lens reflex, without a telephoto. (Photographers will understand how nearly impossible that was, coping with the reversed image in the viewfinder.)

			Charles invited me to the newspaper office, where I discovered a long-abandoned darkroom. I cleaned it up, evicted the cave crickets, and started developing black-and-white film. At first it was just for fun, but soon my prints became good enough for the paper. Charles began paying me to process film and eventually let me write obituaries, then community pieces, and finally report as a full-fledged staffer.

			That started what became a lifelong vocation. Over the next five decades, I wrote advertising copy, reported for dailies, freelanced for magazines, co-authored a textbook, helped launch one of the first e-zines, published early Kindle titles, built websites, and even learned some coding along the way. Not to brag, but I got paid for all that!

			

			Eventually, though, after Hannah entered my life, I hit a wall, leading to a decade-long dry spell when I couldn’t write at all (more on that later). Then I got my mojo back, leading me to write and publish The Way of the Three-Year-Old Why and Medium Well: The Journey from Believing to Believing In, the first two volumes of The Sparklight Chronicles. Two more volumes of that series are in progress, along with additional nonfiction projects, including the book you’re holding.

			I’ve condensed the last 40-plus years not to give you a résumé but to establish context: I was well into a creative career before caregiving entered the picture. That matters, because what follows isn’t about learning the craft from scratch, and it’s not only about writing. It’s about learning how to keep creating when life changes the rules.

			That’s my background. But you also need the background on Hannah, the one who has completely changed our lives.

			Hannah’s story

			We had very few signs that Hannah would be born with a genetic anomaly. We had hints, yes. A sonogram showed she had a two-vessel umbilical cord instead of the usual three. A normal cord comprises paired arteries and a single vein, a kind of lifeline that shuttles oxygen and nutrients back and forth. A two-vessel cord isn’t catastrophic in itself, but it often signals something deeper.

			

			So we monitored her closely. Extra sonograms. Careful looks at her heart and kidneys. The doctor offered us an amniocentesis (a test that could confirm genetic problems) but it carried the risk of inducing a miscarriage, so we declined. We had already lived through one miscarriage, and we didn’t want to risk another. Besides, it wouldn’t have changed our path forward. Whatever the diagnosis, we would not terminate the pregnancy.

			And when she arrived, everything looked perfect. Hannah scored a 10 on her Apgar, the highest possible mark. For a moment, we exhaled. That score felt like a promise. Of course, we later learned it only measures how a baby is doing in the first few minutes, not what lies ahead. But at that moment, we needed reassurance.

			The first cracks showed in her weight gain, or lack thereof. Week after week we visited the pediatrician, watching the doctor’s frown deepen with each weigh-in. A muted “hmm” became a long, low “hmmmmmm,” until finally she said, “I think you need to see a geneticist.”

			That was the beginning.

			The geneticist, Dr. Andersen, ran a simple test on Hannah. She held the baby under her arms and gently swung her between her legs. Hannah stiffened like a board and then went limp like a rag. “That’s the first sign,” she said. “We need to run bloodwork.”

			The results gave us both clarity and heartbreak. We learned Hannah has Trisomy 14 mosaic partial, an anomaly so rare she shares it with maybe 15 to 20 people in the world at any given time. Each case is utterly unique. The “mosaic” part means not every cell in her body carries the extra chromosome. The mix of abnormal/normal cells varies from organ to organ, so no two people with mosaicism will be the same. The “partial” part means it’s only a fragment, not a whole. Those two modifiers—mosaic and partial—are the only reasons she’s alive.

			The diagnosis explained what we were seeing, but it didn’t tell us how to move forward. We had no roadmap, no neat chart of milestones, only a wilderness of “what ifs” and “we’ll sees.”

			Hannah missed every developmental marker. Sitting up. Reaching for toys. Babbling. Instead, her body moved with random, uncooperative flails, as if her brain’s signals were taking wrong turns. Feeding became dangerous—first bottles, then baby food, all sliding into her lungs instead of her stomach. A swallow study confirmed the worst: her epiglottis (the part that blocks off your windpipe when you swallow) didn’t close. To keep her alive, doctors inserted an NG-tube and, later, a permanent G-tube.

			Cruel bureaucratic technicalities compounded the feeding battle. While she had the NG-tube, insurance wouldn’t cover the high-calorie lipids she needed to survive, dismissing them as “nutritional supplements.” Only the compassion of a caseworker and a pharmacist willing to bend the rules kept Hannah from starving. I’ve never forgotten their courage, even as I remain painfully aware of how broken our system is when survival requires that kind of quiet heroism as people risk their jobs to carry out their personal care missions.

			Her challenges multiplied. The saliva her body produced still drained into her lungs, leading to endless suctioning, medications, and hospital visits. By age seven, she needed a tracheostomy to breathe safely. That became our new normal—feeding tubes, suction machines, oxygen tanks—rituals that unsettled outsiders but became as ordinary to us as changing diapers.

			Her lack of
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