
		
			“Brian Jeansonne and I are soul twins. Our paths merged through ALS, and because of our friendship and the wisdom and beauty in this book, I’m the luckiest man on the face of the earth. I just finished his book and I’m doing backflips on the inside. It’s a post-graduate course on how to live in love with this crazy, wonderful Life. I’ll read it again and again. Brian is my pastor, sojourner, and friend. I love him forever.”

			—Steve Gleason, former New Orleans Saints player and founder of Team Gleason

			“With his mind firing, but his body failing, Brian Jeansonne contemplates his stories, where he came from, and where he wants to go in the time he has left. Alarmingly honest and hilariously down to earth, Brian Jeansonne’s memoir asks the question: How do you move forward with a life full of circumstances and pitfalls you can’t possibly control? Brian survives and even thrives by focusing full-throttle on the ever-narrowing avenues of possibility. While Brian’s earthly body is permanently dormant, his entire life force is funneled into the furnace of his brain, where he is vibrantly alive. Cheeky, bawdy, courageous, contemplative, and full of tenderness for his family, neighbors, and humanity, Brian shines his light so we can see that on the open road and in the darkest corners, Love is Everywhere.”

			—Jenifer Hixson, senior director, The Moth

			“Brian Jeansonne’s book is an extraordinary achievement in itself, just the physical fact of it, in light of Brian’s physical condition in year four of ALS. But the content is even more extraordinary. In one sense, the book reaches a summit of human transcendence over physical suffering, but in another sense, it does not strive for transcendence, instead dwelling wholly realistically on the brutalities and costs of this pernicious disease. At one level, the book is a bracing post-evangelical-pastor memoir; at another level, it is an ALS-journey memoir; at yet a third level, it is like reading the missing chapters of the Book of Job. The language of the book is extremely harsh, but the realities that language is trying to process are much harsher. I learned so much. Everyone should read this book.”

			—Dr. David P. Gushee, distinguished professor of Christian Ethics, Mercer University

			“This book is insightful and poignant while being completely accessible and sometimes even raw. I cannot imagine all of the complexities of living with this diagnosis and accepting fate with open arms, but Brian can teach us all a thing or two about being authentic and accepting life and love with open arms. When it all comes down to it, love is the only thing that matters. Brian is right on. This book is for everyone!”

			—Julie Stokes, former Louisiana state legislator, nonprofit leader and entrepreneur

			“In Onward Forward, Brian gives us a masterclass on a life well-lived and well-loved. His close-up view of living with ALS is shared alongside the lessons he’s learned in his roles as husband, father, pastor, coach, and teacher. Brian is able to strip away the rhetoric, the doctrine, and the bs to uncover the true purpose of life, which in its most raw form, is to love. There is a lesson for all of us in these pages.”

			—Jennifer Fenton Weishaupt, founder, Ruby Slipper Cafe; adjunct professor, Freeman School of Business, Tulane University

			“Brian’s raw story of the heartbreak, struggle, and loss of living with ALS is also a revelation of the deepened love, unexpected joy, and gratitude his diagnosis made possible. The view of life from Brian’s power chair is a gift from this lovely, funny, often surprising book.”

			—Dr. Stephen Kantrow, MD, pulmonary ALS specialist, professor of medicine, Louisiana State University
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“Now look, this is a sad moment right here, for all of us. There ain’t nothing I can say standing in front of you right now that can take that away, but please do me this favor, will you? Lift your heads up, look around this locker room. You know, look at everybody else in here. And I want you to be grateful that you’re going through this sad moment with all these other folks because I promise you there is something worse out there than being sad. And that is being alone and being sad. Ain’t nobody in this room alone. Let’s be sad now, let’s be sad together, and then we [get back up]. Onward. Forward.”

			—Ted Lasso
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Foreword 
by Alanis Morissette

			I first met Brian when an organization reached out to me to see if I would be open to connecting with him. When we met—initially over Zoom—I had no idea what to expect. Not knowing the degree to which we would be able communicate, I felt excited to just show up for him. I immediately saw that this would be unlike any experience I had had before. There was something in the quality of his groundedness. The way he held eye contact with me. With the silences between words allowing for a full-soul, no-turning-away kind of contact. An experience of pure presence. And while I may extoll the virtues of this quality of meeting, I was still scared of it. As brave as I might seem at times, I am still terrified of intimacy. It was like a “clear seeing” was happening when across from Brian, and had I not been doing inner work to build my fortitude with silence and all it asks of us, I might have shied away. With his wife, Kristy, by his side as the powerful superheroine that I have now come to know her as, I knew this wasn’t a simple meeting of humans, but rather a meeting of two souls with a similar mission, albeit coming at it from unique angles.

			Right out of the gate, Brian shared with me that he was attempting to chase and find the ultimate word to describe life and God and light. We laughed about how we both kept chasing the perfect word—the right languaging—to describe that felt sense of connection to all. I’d played with different wordings: light. The one permanent. Of course, God. Ultimately, I landed on the word that would become a starting point for me and Brian.

			“I didn’t know what to call it for a minute,” he told me. “And then I saw that you used the word Oneness in your song “Ablaze”—‘keep your core connected to the Oneness.’”

			He said it just felt like the most appropriate word to use to describe something indescribable.

			Ah, I had just met a brother. A lover of music, people, philosophy, life, and God—in all its “everythingness.” A fully lit and very exciting soul. And a soul who clearly is living his vocation, having allowed his leadership role in life to expand as his life circumstances did.

			Brian’s formidable and intricate qualities of leadership became apparent the more we communicated. I quickly came to see that to know Brian is to be changed by Brian. Starting in his twenties, he had been a congregational leader, beginning as an evangelical pastor and evolving into a new understanding of spirituality and what matters most. Community, neighbors, friends, and family are at the center of Brian’s life. He is a devoted father of five children and passionate husband to Kristy, all of whom you will come to know before you reach the last page of this book.

			Although Brian’s ALS diagnosis surely quickened his unfoldment as a leader, teacher, and guide, I also think there was an inevitability to his soul’s evolution, and his own consciousness, that would have him arrive at this place no matter what his life circumstances were. From moment one, I was struck by the purity of being near him. Interacting with Brian, communicating with him, is like having a direct experience of a wise kindness. Spending time with him brings home the understanding that regardless of our physical limitations, and regardless of our physical capacities or aesthetic or talents, there is this deep, burning, warm soulfulness that permeates all of it—and Brian lives from that soul place.

			That’s not to say that he’s not subject to his own humanity, because he is still a human being, and he shares this fact with a rawness and realness that is so intimate you can’t help but embrace your own humanness much more readily alongside him. As you’ll discover, Brian’s fortitude and vulnerability are some of the many facets of his power.

			Brian is a poet, a man of linguistic prowess and interpersonal and spiritual high intelligence. He is, archetypally, someone whom I want to follow into a towering inferno—because being on the receiving end of his attention will alchemically support you to be the person you were always meant to be.

			At its bare essence, this is a book about allowing life to gently (and sometimes not so gently) catapult us into doing our soul work. Brian is the guide you will find yourself grateful to have by your side. As he will tell you himself, the journey of the soul is dangerous, thrilling, invigorating, fascinating, scary—and worth it.

			* * * * *

			Brian takes us on a journey—into his early days as a fervent young pastor and building a beautiful life with his love, Kristy, and their kids; and through the crucible of awakening that disease has rendered—where his unflinching honesty brings us right here, into this sacred moment. Challenge and tears and frustration and surrender and all.

			Brian’s searing and endearing sense of humor will lift you while he describes parts of his journey in his unique, conversational style. His love of life permeates the details. His positivity underpins his challenges and vulnerabilities in a way that has me hanging on to each word he shares. As he reflects back on key moments of his life, an astonishing thing happens. We get to experience the “past” with the same immediacy and aliveness as the present. Maybe this is because Brian holds it all with such full acceptance and gratitude. With a wholeness imperative that resonates with me on a profoundly deep level.

			Early on, he tells us of the paradox he was living as he began to write: “Despite often being sad, I was grateful and excited about love and life. My life was a living, breathing juxtaposition.”

			Years before he was diagnosed with ALS, Brian had navigated through the dark waters of spiritual crises and depression. As he tells it, he had already “made it to the bottom” of his life, and so when a second opinion confirmed the diagnosis, he knew what to do: “I grabbed my pickaxe and my flashlight and got back to work…”

			He asked himself the hard questions. No, the hardest questions. “How will I tell my kids? What will happen when I can’t walk anymore? Or eat? Or speak? What will happen to Kristy and me? Who am I now? How will our family survive now that I can’t work? What’s my purpose? If I could be dead in two years, how should I spend my time? What’s important?”

			He was thrust into a deeper exploration of his interior life—examining every belief and choice along the way in. “Yes, I’m physically confined …,” he says, “but emotionally and mentally I still have a choice.” Brian’s sense of freedom—beyond any perceived limitation—is one of the many inspiring parts of knowing him.

			Throughout the pages of this book, Brian moves seamlessly between the roles of narrator of his own story and soul guide for those of us who are drawn here because we do not want to miss out on one more day of living with our hearts open wide. He knows that we, too, may be in the fire of our own loss or fear and therefore asks us to keep going, to persevere on behalf of love, no matter where we find ourselves today. He implores us to put one tender foot in front of the other, to pay attention, opening our eyes to the Oneness that we are an integral part of.

			He takes us by the hand along the proverbial road less traveled—the path of complete and often messy surrender to love, letting go of attempting to control life so that we may actually experience it. He encourages us to go after this love at all costs, assuring us that we won’t be disappointed. He reminds us that there is no greater gift in life than to be fully here for it. This beautiful man—who has lost and found and opened like a lotus flower to the wonder of it all—assures us of the things we have always wanted to be true, saying, “The world is full of life and love and magic for those who have eyes to see. Everything is alive with spirit and soul. We’re integrally connected… There’s no me without you. Everything is sacred and holy.”

			* * * * *

			Today, whenever I interact with Brian, whether it’s through a text or more directly, it is always an instant transmission of profound, knowing love. My day-to-day ego mind, and its many adorable and mundane considerations, takes a bow and steps quietly back in the face of that love. Something generous and wise is afoot. I always feel it when I connect with him. My wish is for you to feel it too, with me, here inside this blessed book.

			Brian will remind you that our goal is not to create a life without problems, but instead to discover how to be fully engaged in our lives—in what he calls “the good, the bad, and the shitshow.”

			He will open your eyes to the truth that the world needs you. It needs your personal contribution, regardless of how large or small that may appear to be. And, yes, he will urge you to take care of your soul—including spending some time alone with yourself, sitting in the fertile silence. He will inspire you to run toward your “truest self” with total abandon, with your love blazing. And he will help you to feel a deeper sense of safety, assuring that your soul will not misguide you.

			If you will pay attention to the signs Brian speaks of, to their music and invitations and musings, they will lead you to your life.

			I picture Brian on his porch, in silence, BEING. And wherever I am on this planet, I picture myself sitting there next to him. Smiling. Basking in the warmth of presence, and quietly giggling to ourselves.

			Meeting Brian and Kristy has been one of the greatest gifts of my life.

			I am beside myself to introduce them to you too.

			—Alanis Morissette

			




Introduction 
The Beauty of Uncertainty

			“Be curious, not judgmental.” 

			—Ted Lasso*

			To make sense of my journey, you will need to know a few things about me. I was born in 1976 and raised right on the outskirts of New Orleans, Louisiana, in a little city called Kenner, which in many ways is like a foreign country compared to the city just twelve miles east. I lived there in the suburbs for my first thirty-eight years; since then, I’ve been lucky to live in the actual city of New Orleans—Bayou St. John, to be exact. One of the greatest places on earth.

			I was raised in a Christian family, and my dad was a pastor. I chose the Christian path for myself when I was nineteen. After graduating from the University of New Orleans in 1999 at the age of twenty-two, I was hired as an associate pastor at my dad’s church, where I served for seventeen years.

			I married my wonderful Kristy in 2003 at the age of twenty-six, and together we created a beautiful family, four boys and one girl. Plus two dogs, whose names should be Yin and Yang. In 2016, when I was thirty-eight, Kristy, the kids, and I ventured out to start our own church in Midcity, New Orleans. We pastored that church for five years.

			We were living our dream. Our family was thriving, and we were enjoying everything about life. Living in the city with five kids was expensive, so Kristy got a job as a producer’s assistant, a job that afforded her the opportunity to still be with the family often. I was working four jobs, all of which still allowed me to be very present for my family, mostly because I made my own schedule.

			Out of nowhere in 2020, we got sucker-punched when, at the age of forty-three, I was diagnosed with amyotrophic lateral sclerosis, or ALS, also known as Lou Gehrig’s disease. ALS is a neurological disease that kills your motor neurons; in other words, the brain can still send commands to your muscles, but the muscles don’t receive the information because the motor neurons are dead. Eventually ALS kills the muscles that enable you to swallow, and thus eat, and it kills the ones that enable you to breathe. This process takes anywhere from two to five years. Most doctors agree ALS is one of the cruelest diseases, as it’s not only a death sentence—it destroys every part of your body before killing you. There is no treatment, only management.

			My diagnosis was obviously a blow of magnificent proportions to our family. It would change everything for us. At the time we had no way of knowing that, in some ways, it would change our lives for the better. One thing you will notice in this book is that I don’t use war language when I talk about ALS. I’m not fighting for my life or battling ALS or claiming victory. I’m a lover, not a fighter. Instead, I’m journeying with ALS.

			One of my favorite books is Letters to a Young Poet, written by the poet Rainer Maria Rilke in the early 1900s. In this book, Rilke corresponds with a young aspiring poet by the name of Franz Xaver Kappus. In one letter, Rilke writes to Kappus,

			Have patience with everything unresolved in your heart, and try to love the questions themselves, as if they were locked rooms or books written in a very foreign language. Don’t search for the answers which could not be given to you, because then you would not be able to live them. And the point is to live everything. Live the questions now.

			I’ve always been inquisitive. I love questions. I love pushing the boundaries. At the age of three, probably my earliest memory, I was outside with my dad as he cut the grass. When he stopped for a water break, I made my way to the lawnmower and asked, “What is this?” Before he could answer, I reached for and touched the muffler and burned the skin right off my finger. In spite of this experience, I remained the kid who asked “why” about everything. I spent most of first, second, and third grades in the principal’s office because I believed rules were made to be broken. As I got older, I continued my journey of inquisitiveness, questioning teachers and coaches and professors, as well as learning which rules could be bent, and which ones could be broken.

			Living the questions has always been thrilling and life-giving to me. That includes during my twenty-two years of pastoring: I continued to ask questions. The struggle, as I would realize later, was that my questions didn’t dig deep enough. Though I still loved investigating and remained curious, I held tightly to some deeply ingrained beliefs without question—political, religious, and moral beliefs. I have come to understand that changing our minds is one of the most difficult things for humans to do. It’s also the only way we change and evolve and grow.

			I’m convinced that of all the wrongs humans are capable of, the absolute worst wrong is certainty. A person who’s certain of anything outside the laws of mathematics and science is dangerous. Hitler was certain. Alexander the Great was certain. George W. Bush was certain. Osama bin Laden was certain, as were the men who hijacked the planes on 9/11. Preachers and imams and rabbis and priests are certain. And we could go on and on.

			I once heard the phrase, “be curious, not judgmental.”*1 It’s often attributed to Walt Whitman, but I learned it from Ted Lasso. Whoever said it, I’ve taken it to heart. The problem with certainty, be it religious or ideological or political or moral, is that it robs us of our desire and need to be curious, and it destroys our ability to love. To truly love without condition. When we are certain, we are no longer curious, and we become judgmental. Again—I cannot say it enough—it’s my opinion that certainty is the worst wrong. I’m almost certain of it.

			I wrote a book in my mid-thirties. I read that book now and am so grateful I didn’t publish it, as I no longer agree with 75 percent of it. Part of the reason I didn’t publish it was that I noticed a pattern that my ideas about God, relationships, and more would change and evolve year to year; I decided I wouldn’t write a book until I was at least fifty, maybe even sixty, when I imagined my thoughts and worldview would be more fixed. However, I’m now forty-seven, and I don’t know that I will make it to fifty, and I definitely don’t know that I will make it to sixty. It seems now’s the time.

			Through these pages, I will share some of my story, as well as my thoughts on suffering, love, life, contentment, comparison, God, and more during my dying years. In the event I do make it ten more years, expect a revised version of this book because I intend to keep learning and growing and evolving. What you hold in your hands is what I have concluded up to now. When it’s all said and done, though, the truth is, I don’t know shit about fuck.

			Each of us is given this one life, this one opportunity to live and journey and experience the world in all its beauty. We each must make this journey. This is mine.

			Life is a beautiful clusterfuck and love is here.

			Onward. Forward.*

			love.

			




Chapter 1
ALS I

			“Welcome to earth,

			Joy and strife,

			Amazement and horror,

			Will carve out your life.”

			—Anders Osborne; Welcome to Earth

			I awoke at 6:30 a.m., as was my practice. It was September 2019, a typical warm morning in New Orleans. I dressed in my workout clothes and made my way to the family room. As I had every morning for the previous two years, I pulled out my workout mat and my dumbbells and hit play. Beachbody workouts afforded me the opportunity to work out at home. I rotated between p90x, p90x3, and Insanity; I was currently using the lift4 workout. (Pardon the lingo—fellow Beachbody enthusiasts will know.) I was in the best shape of my life. My hour-long workout was exhilarating. Afterward, I laced up my brand-new running shoes and headed out to christen them with a short three-mile run. The New Orleans Rock ‘n’ Roll Half Marathon was five months away, and I was beginning to train.

			At the one-mile mark of my usual route along Bayou St. John, I noticed my gait was off: My left foot was not making its full stride through; it seemed to be dragging as it hit the dirt beneath my feet on its way forward. I thought very little of it, other than perhaps the new shoes weren’t a good fit for me.

			That afternoon, I walked about a mile and a half to my second job teaching PE to elementary school kids at Morris Jeff Community School. On this day, we played one of the kids’ favorites, and mine too—dodgeball. As I walked across the gym to retrieve a ball, my left foot grabbed the gym floor, and I stumbled.

			The next morning, after my usual early wake-up, I set to doing lunges with twenty-pound dumbbells. As I lunged forward with my left foot, I lost my balance and fell to the floor. Everything felt so awkward, and I wracked my brain trying to recall how I might have hurt myself. But that was just it: I was completely in tune with my body, and I knew I wasn’t hurt.

			Nevertheless, I laid off my foot so it could heal. As the weeks progressed, though, it didn’t get better. As a matter of fact, I developed a slight limp. It wasn’t really noticeable to others, but I could feel it. At this point I mentioned it to Kristy and asked if she could make me a doctor’s appointment.

			I believe—no, I know for a fact—that her reply was, “Boy, do I look like your secretary?”

			I told her that was an outdated term. It’s an administrative assistant.

			I didn’t even know where to start, so I called my dad who had a friend working at an orthopedic clinic. That November, I had an appointment. After I explained to the doctor what was going on, he had me walk the hall.

			“You’re right,” he said. “You definitely have a limp, but I don’t think this is orthopedic.” He encouraged me to see a neurologist.

			At this point I knew something was wrong, but I wasn’t overly concerned. Maybe I’d had a minor stroke or agitated some nerves. The neurologist didn’t seem too concerned either and told me to stop riding my bike, which was how I got everywhere, and come back in six weeks. During that time, my limp got worse. The doctor thought it wise to order some tests. So, I scheduled an MRI for my brain and back, as well as an EMG with my neurologist to evaluate the electrical activity produced by my skeletal muscles. The EMG showed minor nerve irritation, but the doctor wasn’t concerned. After about a week my MRI results showed no issues. My brain and spine were fine. I didn’t know what else to do, so I quit worrying about it. My limp continued to worsen.

			In February 2020, I went to the French Quarter with my son Nate, who was thirteen at the time, to see his fourteen-year-old brother, Jonah, march in a Mardi Gras parade with his school band. We had to park about fifteen blocks from the parade route. We clowned around with each other as we walked, and I noticed my limp getting worse. About six blocks from our destination, I tripped and sprained my ankle like I never had before. I writhed in pain on the ground as Nate did everything in his thirteen-year-old power to help until some passersby stopped and assisted me to a nearby stoop. I was on the verge of passing out from pain, but I knew I couldn’t leave Nate to navigate the New Orleans streets by himself. Eventually I calmed down, and we hitched a ride back to our car.

			After six months of letting me be my own admin, Kristy was frustrated and decided to take over. She scheduled an appointment for my ankle with an orthopedist who had done surgery on our oldest son’s foot a few years earlier. He put me in a boot, and while there we asked him about my symptoms, which now included fasciculations in my right leg. He wanted me to see his associate who specialized in the back.

			A week later, the back doctor looked at my MRIs and with great concern said, “This is not your back or brain.” He gave us a name for a neuromuscular specialist.

			When I asked him how concerned he was, he looked at me and said, “I’m not a neurologist, but I’m quite concerned. Maybe ALS concerned.”

			We were unable to get an appointment with the doctor he recommended, and then on Friday the 13th of March 2020, the world shut down due to the worldwide pandemic known as Covid-19. Doctor’s offices. Grocery stores. Theaters. Restaurants. Churches. Jobs. Everything. Shut down.

			By this time Kristy was concerned and started texting her people. Liz, who was a doctor in New York at the time. Ecoee, who was a well-known nurse in New Orleans. And others. Somehow the stars aligned; everyone had a connection to one neuromuscular specialist, Dr. Edwards. After reviewing all my medical records, doctor notes, and test results, Dr. Edwards asked to see us in person. That was April 14, 2020. Everything was still shut down. He had to turn the lights on at his office when we arrived. There was no administrative staff. No nurses. No other patients.

			I wasn’t nervous, as I had developed the practice of not worrying about things until they happened. After all, most of the things I ever worried about never came to fruition. I lived by the philosophy, “Find out before you flip out.”* I sat on the exam table, and Kristy sat in a chair to my right. Dr. Edwards asked me a few questions about my symptoms and the history of my exploration into them.

			He then examined my body for about four minutes, put down his instruments, and said, “Mr. Jeansonne, there’s no easy way to say this. This is ALS. I’m so sorry.”

			Everything went silent. You know in movies when there’s a loud explosion followed by a sharp, high-pitched sound, and the characters are talking but can’t be heard? It was like that. Dr. Edwards was talking, but I couldn’t hear anything, only saw his mouth moving. Tears were streaming down Kristy’s face, but I had no idea why she was crying. I couldn’t hear or feel. Everything was numb. After what seemed like half an hour—it was probably three minutes—Dr. Edwards suggested we get a second opinion, but he was 99.9 percent sure he was correct. He said we could have the room as long as we liked. We left immediately. As we entered the corridor, I fell to the ground, feeling like a piling in the shaft of a pile driver. I had been smashed to smithereens, and I wept in that corridor for what seemed like hours. Kristy had texted my parents, and by the time we composed ourselves and made it to the hospital lobby, my parents were there waiting for us. We told them the diagnosis, and the four of us sat quietly and wept there.

			That afternoon, Kristy and I walked to the neighborhood park and sat together on an old, worn bench beneath a beautiful, great oak tree. We didn’t talk; we held each other and cried and took ussies* to document the worst day of our lives. We knew Dr. Edwards was right but still scheduled our second opinion for a week later. During that week we sat with the news, only telling our closest people. We didn’t tell our kids because, honestly, we didn’t know how.

			Just like Dr. Edwards, Dr. Rau turned the lights on for us. She examined my body for about twenty minutes and then looked me in the eye and said, “There’s no easy way to say this, Brian. You have ALS. I’m so sorry.”

			As New Orleanians, we didn’t need an explanation of ALS. Perhaps one of the most famous New Orleanians alive, Steve Gleason, has ALS. We understood the disease through his story and knew the grim prognosis. In 2016, I saw Steve’s documentary, Gleason, in the theater. I remember sitting there after the credits rolled, just weeping.

			The night of the documentary as we lay in bed, I said to Kris, “There are a lot of ways I don’t want to die, but ALS is at the top of my list.” I knocked on the headboard of our bed, but it was from IKEA and turned out to only be faux wood.

			Oof.

			The next morning as I sat on my porch with my coffee, I journaled,

			August 30, 2016

			There are a few movies that have greatly impacted my life, movies that tell stories that reset or reorient my internal compass. Yesterday, I saw one of those movies and I am still reeling from it, processing what it means for me.

			The movie was Gleason—the story of former New Orleans Saints player Steve Gleason, who was diagnosed with ALS in 2011.

			Faced with his own mortality and a timeline for his own life, Gleason—through the wonderful highs and excruciating lows—strives endlessly to be present each moment, making the most of each day.

			I’m not sure all of the ways this story will shape me, but I do sense deeply that the words “Do not worry about tomorrow, for tomorrow will worry about itself” are for me right now.

			As much as I was taken by Steve’s approach to ALS, I was even more struck by his wife, Michel’s, attitude, courage, honesty, and rawness. In referring to ALS near the end of the documentary, Michel utters the words, “It’s a motherfucker.” That phrase stuck with me and seemed the most appropriate term for such a disease.

			We began telling people and prepared to tell our kids, who were eight, eleven, thirteen, fourteen, and fifteen years old at the time. That was perhaps the worst day of my life, maybe even worse than the day I was diagnosed. We asked the three older boys to join us on the porch, deciding Lucas and Zoe Moon were too young for this conversation. We spoke to them later, two on one. As we sat on the porch with the boys and began fumbling with our words, I lost all composure and began to sob, so much that Kris had to finish telling them.

			We did not tell the boys about the terminality of the disease, but they knew about Steve Gleason, so they understood what was to come. It was interesting to watch how each child responded. Micah (15) became very angry and worked through his frustration by retreating to a fantasy world of comics and superheroes in which he created his own superhero and eventual comic book. Jonah (14) became busy, always on the go, not wanting to be home. Nathan (13) immediately began working out in preparation for the day he would need to pick me up. Lucas (11) and Zoe Moon (8) just continued with life. I think they were too young to comprehend the true nature of the situation.

			Apparently, ALS is a big deal because my doctors had me meet with both physical and occupational therapists within two weeks of diagnosis. Both of them examined me and talked to me about what was going on with my body and what I might expect in the near future. Unbeknownst to me, they had arranged for a wheelchair rep to walk me through options. Keep in mind that Kris was in the car, waiting, because the world was broken and no one was allowed to accompany me during the appointment. So, here I am, sitting scared in this clinic, and this guy starts talking to me about wheelchairs. He was so nonchalant, acting like this was normal, everyday conversation. I was just diagnosed two weeks earlier, and this guy is acting like it’s no big deal. I hated it, and I hated him.

			I started bawling, and the asshole just kept talking until my PT stepped in to say, “That’s probably enough for today.” My whole world was imploding, and I didn’t know what to do.

			I left the physical therapy appointment with a cane, to help with balance. I had barely processed my diagnosis. How was this happening already? The cane did make walking a bit easier, and I admit I liked the vibe. I already smoked a pipe, wore a porkpie hat, and sipped bourbon, so the cane seemed to complete the look. I got online and ordered a cane that better fit my style.

			Within days we had friends talking over plans for remodeling our home to make it handicap-accessible. They discussed installing a lift on the side of our house, widening doorframes for a wheelchair, and completely renovating our primary bathroom.

			I didn’t understand; I only had a limp. But everyone else seemed to think we should start making moves. All I could think was, Fuuuck! I’d been writing poetry for years, so that evening I sat on my porch with a cigar and my bourbon, and I took the opportunity to express my feelings by penning perhaps my greatest poem to date:

			Fuckity fuck, fuck, fuck.

			Fuckity fuck, fuck, fuck.

			Fuckity fuck, fuckity fuck.

			Fuckity fuck, fuck, fuck.

			Fuck!

			Kristy and I were still pastoring the small church we started in 2016. I loved the forty people and wanted to pastor them as long as I could with integrity. Due to Covid, we were already meeting online in a Zoom room, so it was easy for me to keep going. The only thing I liked about Christianity by this time was Jesus because he seemed to be the only genuine part of the faith. So, I told the church we would read through the book of Luke and talk about Jesus. Period. I couldn’t do anything more.

			Kristy and I felt lost, and at the same time we sensed a deep peace. We went to bed laughing together as many nights as we did crying. We were scared, angry, sad, and distraught, and yet falling more and more in love, pressed against the wall and consciously choosing one another in sickness.

			In June, we were directed to attend our first ALS clinic at Ochsner Medical Center. We had no idea what to expect. Turns out there was nothing to be afraid of. The purpose of the clinic is to afford ALS patients an opportunity to visit quarterly with each member of their care team in a single appointment. In just one four-hour visit, in one place, we met with all of my doctors, as well as my physical therapist, occupational therapist, speech-language pathologist, social worker, and dietitian. This would become our safe place where we could breathe, ask questions, and feel supported. Our first time at the clinic we met Dr. Kantrow, my pulmonologist. This man was the kindest, most empathetic man I had ever met. That day he gave me his cell phone number and told me to call him anytime I had a question, or if I just wanted to have a cup of coffee. I didn’t know it at the time, but Dr. Kantrow would be the doctor to walk this entire journey with me.

			Things progressed quickly. One afternoon, I got a visit from my new friend, Blair. Blair works for Team Gleason, a nonprofit organization that Steve Gleason founded upon his diagnosis with ALS in 2011. Team Gleason does many things, but its primary focus is to provide technology that helps people with ALS thrive.

			Blair showed up at my house with a small, battery-powered wheelchair called the Jazzy. The Jazzy enabled me to conserve energy, as I found myself getting fatigued very easily.

			Concurrent with the rush of difficult adjustments, some wonderful things were happening. One night, I arranged for Kris and myself to eat at one of our favorite neighborhood restaurants, Santa Fe on Esplanade Avenue. After dinner, I took her to nearby City Park, where, as a favor to me, friends had set up a blanket laid out with rose petals and wine and cheese at one of our favorite spots under the magnificent oaks. We sat for hours talking about our life together, listening to music, and laughing and crying together. As our evening progressed, one of our favorite songs, “Perfect” by Ed Sheeran, came on, and I asked Kristy if she would dance with me in the twilight. It took me about two full minutes to get up off the blanket, but I grabbed my cane and we danced together and held one another as though it were the first time we had ever embraced. As the song concluded, I got down on one knee and pulled a ring out of my pocket. I asked Kristy if she would marry me all over again.

			This was a special ring in more ways than one. Kristy had been ringless for more than ten years, as we’d sold her original engagement and wedding rings in our quest to adopt our daughter Zoe Moon from Ethiopia. In addition, this was an uncut, unpolished diamond. To most, this would not be a pretty ring, but for Kristy and me this ring represented everything we were together. Raw. Unpolished. Ragged. Worn. Tried. And yet, forged, enduring, strong, and unshakable.

			Two weeks later, Kristy surprised me with a vow renewal and party with fifty of our closest friends under the same great oaks in City Park—on the hottest day in the history of ever. Beneath those sacred trees, on that hallowed ground, we once again vowed our lives and love to one another. It felt different from seventeen years earlier; there was more life and substance behind our words this time.

			As beads of sweat rolled down our faces and our eyes filled with tears, Kristy vowed:

			Today and every day,

			You are my best friend,

			My person.

			My promise to you is simple … you are my one and only. My partner and my best friend.

			I will see you and hear you, I will fight for you and I will be honest with you.

			I will trust you and respect you, and I will never give up on you.

			I promise … to dream with you, to have fun with you, to laugh with you, to cry with you.

			I promise to be with you in the good times and the bad.

			When we have a lot, and when we have a little. When we are healthy and when we are unwell.

			No matter what happens to us in the future, every day we are together is the greatest day of my life.

			I hadn’t been told to prepare, as that would have ruined the surprise, so I was left to recite traditional vows during the ceremony. I wrote these vows and recited them to her a few days later:

			I choose you, this day and every day.

			I promise and desire to love you without end, without condition, without reciprocation.

			To honor you by listening to you, by supporting you, by asking what honors you.

			To make sure you know you are the most beautiful, lovely, merciful, kindhearted, badass woman alive.

			I promise to stay by your side when we have a lot and when we are just barely scraping by. In the really fun exciting times, and in the really mundane boring times. On the easy days and on the awful ones. When our health is good and thoughts of illness are unrealistic and … when the wheels fall off and everything we felt for our future comes crashing down. I promise to learn to love you more beautifully each day, better than the one before. All of these things I desire to give to you for every single day of the rest of my life.

			Following the vow renewal, another 100 friends joined us for a party at our favorite brewery, Second Line, which Kristy had rented. We danced (I hobbled) and laughed and drank and sweated with our friends for hours. This was joy and love at its finest.

			The next day Kristy and I left for California. Our goal was to make the trip as fun and lighthearted as possible. We knew the reality of our future, and we wanted to be fully present to one another and the moment. We landed in San Francisco, where we rented a white Mustang convertible with a trunk just big enough to fit my snazzy Jazzy wheelchair. Actually fitting the Jazzy into the trunk was a science, a bit like trying to fit OJ’s hand into the glove. Again and again, as we spent fifteen days driving the Pacific Coast Highway down to San Diego, Kristy had to fold up the sixty-five-pound chair and squeeze it in there.

			In San Francisco, we enjoyed Fisherman’s Wharf, the seals, the clam chowder, and—the best part—the day we rented one of those three-wheeled go-carts and cruised the city streets. We also drove across the Golden Gate Bridge with the top down and continued north to see the redwoods. We felt like kids on our honeymoon, and it was magic.

			After the Bay Area, we made our way south to Big Sur National Park for two nights. There was no Internet, and hiking wasn’t an option, so we had two solid days of nothing but each other. We bought a nice bottle of bourbon and spent the days sitting on the porch and talking as we took in the breathtaking views; at night we got drunk and played incredible sex games. Sorry, that’s all you get! We knew in the back of our heads that our sex life would soon change, so we thoroughly enjoyed ourselves.

			Continuing south, in Santa Barbara we hit up a great weed dispensary and stayed at this cute hotel right on the ocean that had a beautiful courtyard where we got high and enjoyed the boardwalk, the water, the weather, and each other. It might be important to mention something about my weed use here, as weed plays a significant role in my ALS journey. Before ALS, I only occasionally smoked marijuana, enjoying it on personal retreats or occasionally with a friend. Upon my diagnosis, at the height of Covid, I decided to smoke as often as I could. At my first clinic visit, one of my doctors encouraged me to use it for anxiety. I said, “Say less”—a doctor’s order was all the convincing I needed. The weed did have some medicinal value, in that it helped my body relax and aided sleep, but mostly I just liked getting high. That’s how marijuana became part of my daily routine for the first three years of ALS.

			After Santa Barbara we made a pit stop in Los Angeles, where we connected with a few friends, and then finally landed at Coronado Bay in San Diego. As we pulled up to our hotel in Coronado Bay, I had to pee so badly we didn’t have time to wrangle with Jazzy, so I grabbed my cane and started to hobble to the bathroom. Unfortunately, the bathroom was about two miles from the check-in desk. Halfway there I told Kris I didn’t think I could make it, so she hoisted me from under the shoulder and assisted me the rest of the way. As soon as I got to the door, I peed all over myself. This was the first of many accidents. I was so embarrassed, distraught, and sad as I broke down crying, falling to the floor right outside the men’s bathroom. Kristy happened to have a blanket with her, so she wrapped me in it and held me, and we cried on the floor together. It was a sobering moment as we realized how my disease was affecting me. We had spent the past eleven days living alongside the disease, not dwelling on it, and in this one moment it snuck up from behind and knocked us on our butts. We cried, got me changed, and got back on the horse. We were determined not to let ALS have the final word on this trip.
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“Brian will remind you that our goal is not to create a life without problems,

but instead to discover how to be fully engaged in our lives.”
—Alanis Morissette, singer songwriter, 7-time Grammy winner
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