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Praise for Not Today

“I had the honor of calling Ari one of my friends. He inspired me every time we were together with his toughness, spirit and grit. I’m certain his story, shared in this book, will inspire you.”

—Brad Stevens, head coach of the Boston Celtics

“Not Today is a memorable and inspiring book. We all have a lot to learn from Ari and the Schultz family about how to face adversity with love, courage, and optimism.”

—Senator Joseph I. Lieberman

“Personal, actionable and generous, this is a book about the choices that each of us makes, every single day, and the light we’re capable of sharing.”

—Seth Godin, author of This Is Marketing

“Ari fought a battle no child should be faced with and he did it with such a brave face, constantly surrounded by his all-star family. We’re all proud to call Ari and the Schultz family our friends and a huge inspiration.”

—David Ortiz, three-time World Series Champion

“Problems are the nectar of life—they challenge us to grow. In this book, Not Today, we see a perfect example of the tremendous strength we all carry deep inside.”

—Michael A. Singer, #1 New York Times bestselling author of The Untethered Soul

“I’m bombarded routinely with books promising to make you more productive. They’re loaded with charts and ridiculous claims. This book is totally different and refreshingly so. It’s rooted in one of the most difficult life experiences imaginable and the efforts of the authors to cope and thrive simultaneously. There is no way that you can avoid taking away important productivity and life skills while reading an incredible story!”

—Len Schlesinger, Baker Foundation professor at Harvard Business School and president of Emeritus-Babson College

“Poignant, personal, and practical. You definitely need to take the T.I.M.E to read this, and be rewarded to boot!”

—Barry Z. Posner, PhD, coauthor of The Leadership Challenge and Everyday People, Extraordinary Leadership

“Ari Schultz was a global media sensation, but behind the story of this remarkable little boy were his parents struggling to live their lives and find their path in the face of seemingly insurmountable obstacles. Through Not Today, everyone will be inspired by Ari, and learn invaluable lessons about how to thrive when life throws you curveballs.”

—Dan Rea, host of NightSide, WBZ News Radio 1030

“Not Today is a must-read if you want the secrets to a more balanced life. Starting my day with my GIA is an absolute game changer and will be for you, too.”

—Sarah Johnston, founder of The Briefcase Coach

“Ari’s spirit was infectious, and the devotion Mike and Erica showed to Ari, each other, and their business through the most challenging circumstances, is inspiring. Are you spending your time the way that you want? Writing from the heart, and with world-class business sense, Mike and Erica help all of us consider how we want to answer that important question.”

—Mike Reiss, Patriots reporter for ESPN

“A must-read for everyone. It will make you cry, laugh, and think. It’s a blueprint for optimism, hope, confidence, and happiness.”

—Steve Fisher, former head coach of the Michigan Fab Five and SDSU Basketball

“This book is pure gold! If you want to be more productive and happier, then dig in because you are about to learn that when you know your why, it transforms how you do your work and life, and this opens the doors to what you have always wanted to do.”

—Tom Ziglar, CEO of Ziglar Corporation

“If you read only one book on productivity in your life, Not Today is the one. Not only does this have the best and most well-researched productivity advice of any productivity book ever written, but you also need to read this story. Both will change your life.”

—Gina Gallagher, author of Shut Up About Your Perfect Kid: A Survival Guide for Ordinary Parents of Special Children
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FOREWORD

What did you endure?”

It sounds so simple, but who asks such a question? And what might the answer contain? Often, our family is too close, our friends too caring, for such an inquiry. And then, to hear the reply in all its dimension: strength and pain, hope and loss, fear and anger, exhaustion and doubt, joy and surprise, hope and grief. Who could bear to hear it and know the weight of experience behind it all?

Without any right or relationship, any established history or deep connection, it’s a question I asked in August 2017 of two strangers sitting in the living room of their house in Stow, Massachusetts. I asked each of them separately, and then waited. Each looked at me and then away, pausing and reflecting. And then, each took a breath, and answered.

That Mike and Erica Schultz had the strength to respond at all was a testament to their collective will, their astounding persistence, and to something deeper. The power of what each shared that day shapes, in many ways, the message they share in this book.

I’ve been a reporter, serving different networks and platforms, for the majority of my career. For more than twenty years now I’ve covered sports, mostly at ESPN. Without hyperbole, it’s a job that feels closer to a lottery win than any kind of labor. I’ve had the chance to work the sidelines at the Rose Bowl, to interview the winner at the Masters, to provide play-by-play at Wimbledon, and to conduct the trophy ceremony on court at the US Open.

But the deepest and richest part of the job has been the chance to tell stories—of teams revered and obscure, of people famous and unknown, and of moments often rooted in the same sacred ground: family.

That’s what led our producers Mike Farrell and Toby Hershkowitz to the Schultzes’ door, through the wondrous portal of YouTube. Toby came across a video on the platform, posted March 6, 2017, a clip so magical it spread far and wide across the web. The clip features a father, off camera, sharing a piece of news with his five-year-old son. It’s the news their family has been waiting for at Boston Children’s Hospital, every second, for 211 days.

“I was talking to the doctors a few minutes ago,” the father says. “You know how they’ve been looking for a heart for a long time?”

“Yes,” the boy says immediately. He’s spirited and blond and beautiful.

“I think they found one, and it might be perfect for you.”

“They found one?” the boy says, and smiles with a joy as pure as grace itself. He’s holding a plastic bat, and swings it. “Great!” he says. His only question is when. When will he get it? And the question he doesn’t ask, but his father knows he’s thinking is:

After I get it, when can I go to Fenway Park and see my Red Sox?

Toby shared the clip with our bosses, and they had the same reaction he did. We needed to share the story that led to this infectious and joyous moment, and, if the family would be willing, to chronicle what might come after.

By the time I sat with Mike and Erica, almost six months after the video was posted, Ari and his parents had shared, withstood, and persisted through more than any of us could have ever imagined.

There were soaring highs and crushing lows, instances of such selfless love that they recast our definition of what a parent is capable of—in devotion, commitment, and energy.

In the time producers Mike and Toby spent with the family, our cameras also captured scenes around the house, showing how a mother and father somehow found ways to give everything they had to their son, and then find to give—to their two younger children, to their business, to emergency rebuilding after the loss of their home, to each other.

Evidence of their sheer capability that stays with me comes from that June, after Ari returned home with his new, transplanted heart. Leaving the hospital was a goal the doctors and the family had worked so hard for, and the celebration filled the hallways, with the staff cheering Ari as he made his way out the doors.

But beyond the celebration lay the daunting task of managing Ari’s care, a full-time job in itself. The picture I see is the tableau of Mike and Erica at their kitchen table, its surface covered with rows and columns of ziplock bags, arranged with color coded Post-it Notes alongside. Ari was sent home with twenty-three different medications, each with its own exact dosage and to-the-minute schedule. The regimen would’ve overwhelmed any set of caregivers short of a staff of veteran nurses.

Mike and Erica were the staff. “If we make a mistake,” Erica said, “we could really hurt our son.” Without any room for error, they made none. They created a system, organized the medications, developed the schedule, and administered the medicines.

How? With the highest stakes possible, how did they manage it all? How did they stay on task without surrendering to the fatigue or collapsing under the burden? I marveled at it then and still do.

But Mike and Erica did more than bear it, more than carry on and get by. They made it through—through the greatest loss conceivable, yet intact and connected. Productive and purposeful.

This is the story of their how.

Ultimately, I asked them the wrong question.

What I understand now, through Mike and Erica’s story, is that their aim was never simply to endure—not when they first learned of Ari’s heart defect, nor when he survived two surgeries before he was born, nor when they waited for a heart transplant, nor when his body rejected it, nor when they lay with him in his final hours.

Their goal was greater, through it all. Their mission was to remain fully and resolutely alive—in intention and action, motivation and result—in all the ways they needed to be, through challenge unfathomable and immediate.

They know, and continue to prove, that enduring gains its greater meaning as a step toward a much higher ideal.

Prevailing.

Tom Rinaldi

December 2020




PROLOGUE


Editor’s Note: In some books, you can skip reading the prologue and you won’t miss much. This is not one of those books.




Happiness can be found in the darkest of times, if one only remembers to turn on the light.

—Albus Dumbledore, Harry Potter and the Prisoner of Azkaban



MIKE

There are moments in your life that change you. Defining moments. Sometimes a moment prints its stamp on your life instantly—your eyes meet across the crowded room, you land your dream job, the doctor says “cancer.” Other times the seed of that moment takes years to bloom, but looking in the rearview mirror, you can trace its growth back to a turning point. Ours was September 28, 2011.
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In the days before we were happily married with children, we were happily married with Toby, the bagel-crazed, foul-breathed Cavalier King Charles Spaniel. (Married to each other, that is, not the dog—though he might have argued otherwise.)

Life was fairly quiet when we started to cruise open houses on Sundays. We weren’t really looking to buy, but you know what happens when you go out shopping “just to look” every weekend.

One brisk, sunny May morning we walked into a house that looked tired and shabby from the outside. Once inside, we couldn’t get out fast enough. The musty smell was overwhelming, and the spotted, wavy ceilings looked like they could collapse any minute.

Eleven years later, this is where we live. Sorta.

The dubious ceilings and stale smell didn’t detract from the lovely location on Lake Boon in tiny, bucolic Stow, Massachusetts, and we were told the bones of the house were fine. No kids? Plenty of time on the weekends?

Renovation!

It took about a year, but soon enough we’d transformed the funky fishing lodge into our homey lake house, with a rustic stone fireplace, wide pine floors, huge screen porch, and a wall of windows overlooking the “narrows,” a stretch of water between two basins of the lake.

On the work front, our then-small business had survived the Great Recession largely intact. We had just launched a major strategy pivot because we saw a growth opportunity too good to pass up, though it required completely reinventing the company. The business had three service-offering areas, and we were gung-ho to grow only one of them—the smallest one.

Difficult as it was, we said “no” to the other two, and renamed the company RAIN Group and focused on sales training. Even though its revenue was the smallest of the three areas, we thought it had the greatest long-term potential.

We were crazy busy at home and crazy busy at work, but somehow we still had time. So we added some crazy fun and hobbies. We’d show up to work by 8 AM and wrap up around 6 PM. Afterward, we’d relax with a Seirenkai Jujitsu class from 6:45 to 8:15 PM, followed by a challenging ninety-minute Seirenkai Karate workout. Then we’d finish up with drinks with our friends from class and return home around 11 PM. If it wasn’t a martial arts night, we’d go to a Celtics or Red Sox game, a movie, or some other shindig. We kept ourselves moving.*
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By most measures we were successful. Living the good life for sure.

New house, successful business, busy social life . . . pretty much everything was going well for us. All except adding a third member to the human part of the family.

We tried. And tried.

We struggled.

After ten long months, it happened: we were pregnant!

The following week Erica had a miscarriage.

We had tried so hard, for so long. Now, understanding we could lose our baby at any moment, we were paralyzed. Even when Erica was physically okay to try again, we weren’t ready.

Finally, after months of emotional agony, we were ready to try.

In a hot minute we were pregnant again.

ERICA

On September 28, 2011, we arrived at Mass General at 11 AM for our eighteen-week ultrasound. We had made it through the first trimester and breathed a sigh of relief.

The eighteen-week ultrasound is a big one: the fetal survey, as the doctors call it. They check on all sorts of things, but all we wanted to know was if we were having a boy or girl. Big pending decision: How to decorate the nursery? Just the week before, we announced on Facebook we were pregnant. The news was out there.

As I lay on the hospital bed with the gooey wand gliding across my belly, we saw ten fingers. We saw ten toes. It looked like the baby was sucking its thumb. Its profile . . . perfection.

The technician looked at us and asked if we wanted to know the sex. We nodded.

She smiled warmly and said, “It’s a boy.”

Tears streamed down my face. A boy. I felt pure joy.

She continued the survey, taking picture after picture, running measurements and logging numbers.

And running measurements and logging numbers.

And more measurements and numbers.

Okay, this is taking forever, we thought at each other with a glance. That’s a lot of pictures of his heart. Let’s move on now. Right?

Wrong. My joy turned to fear.

“Is everything okay?” I asked.

“I just need to take a few more pictures,” the technician replied.

She handed me a towel and said the doctor would be in shortly to have a look. I was shaking as I wiped the gel off my belly.

She saw something. Something’s wrong. She’s getting the doctor.

The doctor came into the room, picked up the wand without a word, and started taking more pictures. Of our baby’s heart. Only his heart.

I don’t know how long he spent taking all those pictures and measurements. All I remember is when he was done, he said, “Let’s go across the hall and talk.”

I now know that whenever a doctor asks to meet you in another room, or picks up a pen to draw something, you’re screwed.

Once we were seated in his office, he said, “I think your baby has critical aortic stenosis, a serious congenital heart defect.”

Then came the vocabulary lesson: “Hypoplastic left heart syndrome,” also called HLHS. “Fetal echocardiogram.” “In utero aortic valvuloplasty.” “Possible fetal demise.” “Probable three palliative surgeries: the Norwood, the Fontan—and that one in the middle that I can’t remember.”

He might not have remembered at the time, but we came to know it all too well. Though our son never had “that one in the middle” (the Glenn), we were about to spend the better part of a decade deeply enmeshed in the world of ultra-complex pediatric cardiology.

The way the doctor explained it, our son’s aortic valve—which opens and closes to allow blood to flow from the heart and through the body—had narrowed, causing a backup, high pressure, and damage to his left ventricle, the pumping chamber.

Most fetal ultrasounds are done in black and white. However, there’s a nifty little switch on the Samsung UGEO you can flip that turns the color on. The color shows the direction of blood flow in the heart. With each beat of the baby’s heart it should look like this:


<Beat> = Blue/Red

<Beat> = Blue/Red

<Beat> = Blue/Red



What we saw, however, was:


<Beat> = Red/Blue/Red/Blue swish swish

<Beat> = swish Blue/Red swish swish Red

<Beat> = Blue swish Red/Blue Blue/Red swish



It was surreal. Time froze. Time whizzed by. We had no idea how to feel. We had no idea what to do. We were lost.

Wednesday turned into Friday and an emergency visit to Fetal Cardiology at Mass General Hospital. A pediatric cardiology imaging specialist took about an hour’s worth of pictures and video of our son’s heart. The idea was to learn what exactly was wrong, what it meant, and what to do about it.

It didn’t look good.

They confirmed that his aortic valve was closing and told us that if he survived to term, there was a 99 percent chance our son would be born with HLHS, a severe congenital heart defect where essentially the baby is born with half a heart.

We were devastated.
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Mass General told us to get to Boston Children’s Hospital immediately to see Dr. Wayne Tworetzky, director of the Fetal Cardiology Program and associate professor of pediatrics at Harvard Medical School. We had never heard of him and had no idea how to pronounce his last name. We could spell it, though. So we looked him up.

The first result that came up on Google was the New York Times article “Operation on Fetus’s Heart Valve Called a ‘Science Fiction’ Success.”1 A few years before, Dr. Tworetzky had invented a new surgery to prevent HLHS. The science fiction line was not exactly comforting, but into his office we headed like a clattering train in the dark—not knowing if, on the other side of the pass, there were tracks to safety or a cliff to the abyss.

Friday turned to Monday, 7:30 AM. There we sat for the first time at the Advanced Fetal Care Center in the Farley Building, at the far end of the second floor. For our not-yet-born son, Ari, this was his first visit to Boston Children’s Hospital (BCH). We’d like to say that BCH became Ari’s second home, but for long stints it was his home—even more than our house in Stow.

It was that morning, for the first time since receiving the diagnosis, we were given hope he could be born with a whole, functional heart.

South African by birth, Dr. Tworetzky has a warm yet intense manner and a winsome smile that says, “I think I’m funny, but I realize most normal people don’t”—which, given our own debatable normalness, struck a reassuring note with us. He walked us through the options for treating critical aortic stenosis and evolving HLHS. One option was an experimental in utero fetal balloon valvuloplasty. (Say that three times fast.) As it turned out, we were good candidates for this surgery.

He explained the procedure: they would stick a needle through my belly, into Ari, through his chest cavity, into his heart (which was the size of a grape at the time), and into the valve, which should have been open three millimeters, but was only open one. Once there, they would string a balloon through the needle and inflate it to open the valve. All of this is done with only ultrasound for guidance. Essentially, they’re trying to hit the end of a ballpoint pen with a practically microscopic needle while blindfolded. Oh, and the pen is floating in water.

To this day, I admire the doctor’s confidence in pulling off this incredibly complicated procedure and the precision and steadiness needed to perform it. (As for me, I can barely hit a foul shot.)

If it worked, we were given a 70 to 80 percent chance Ari would not develop HLHS—meaning they’d be able to save his left ventricle. This would be winning the jackpot. (We were also given a 10 percent chance Ari would not survive the surgery.) While there is a set of three palliative surgeries for HLHS that are done over the course of several years, the outcomes are often challenging, and too often devastating. Even after the surgeries, the five-year survival rate is a not-exactly-reassuring 65 percent.2

At the time there had been around one hundred cases (anytime, anywhere) of the in utero surgery, which Dr. Tworetzky himself invented. He and his team had done eighty-nine of them. We were going to be number ninety.
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On October 11 at 8:45 AM, I steeled myself for surgery. I would have an epidural and be awake during the procedure. When I entered the room, there were upward of thirty-five people standing there, all in scrubs and masks. Shaking uncontrollably, I didn’t recognize a single one of them. My nurse-chaperone took one look at my face, turned to the mob, and shouted, “If you don’t need to be in this room right now, get out!” Two-thirds did. Still, there were multiple anesthesiologists for me, multiple anesthesiologists for Ari, several interventional cardiologists, imaging doctors, imaging techs, maternal fetal medicine doctors, a Neonatal Intensive Care Unit (NICU) team, nurses, nurse practitioners—oh, and the team of pediatric cardiologists from Texas Children’s Hospital learning to do the procedure.

I took a deep breath. They settled me on the bed.

The procedure itself takes only a few seconds. Manipulating my belly and Ari? That took an uncomfortable few hours preceding those few seconds. They had to move Ari into the correct position, make sure I was in the right position, then give Ari anesthesia so he wouldn’t move during the procedure.

The day went as well as it could have. The surgery was a “technical success,” which means they got in, inflated the balloon in the right spot, and got out with both Ari and me doing okay. As for whether the valve would stay open . . . time would tell.
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We spent the next four months on a roller coaster with no governor and no safety bar. We visited the Advanced Fetal Care Center every Monday morning for a fetal echo to check on Ari’s heart.

One Monday in November, Dr. Tworetzky told us, “The valve is closing again.” He continued, “We’ve seen this happen before, but this valve is closing very quickly, causing more pressure on the ventricle. I think we need to do the surgery again.”

Shit.

Mike asked, “Have you ever done it twice?”

“No,” he replied. “I’d like to say we’ve done it time and again. In this case, however, we’ll be doing it time. After you, the next case will be again, and then I’ll be able to say it.” (See what we mean—funny, not funny?) “You sit tight. I’ll go find Jim and see what he says.” Jim, by the way, was James Lock, the cardiologist-in-chief at Boston Children’s Hospital, which had the number-one pediatric cardiology and cardiac surgery program in the world. He’s like the Steve Jobs of pediatric cardiology. (Though, in terms of personality, he was more like a stew of Steve Jobs, George Patton, and Kramer from Seinfeld. Fun guy to chat with.)

Dr. T. strolled back in about an hour later and said, “We are set to go for Wednesday. Check in at Brigham and Women’s first thing in the morning.”

Two days later, the day before Thanksgiving, we went back in. (Big thank you to Auntie Pat for hosting the thirty-five people who were on their way to our now fully renovated house on the lake for turkey and cranberry sauce.)

Again, the surgery was a technical success. However, from there on out, it was far from smooth sailing. There were endless doctor appointments, a tour of the NICU at Brigham and Women’s Hospital, a tour of the cardiac ICU at Boston Children’s Hospital, and visits with the hospital social workers to prepare us for what life in the hospital would be like after Ari was born.

And worry. So much worry.

We had no idea what would happen once Ari was born. With a baby in utero, the mom does all the cardiac work. As soon as Ari made his grand entrance, the training wheels would come off his heart. He would be put to the test. Would he be born blue? Would he be able to breathe on his own? If his heart worked at all, would it be able to sustain him?

Would he make it?
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On February 16, 2012, at 12:58 AM, Ari Francis “Danger” Schultz made his big debut. He came out screaming. He was perfect. We all sighed in relief. The delivery team let us snuggle with him for five minutes before whisking him off to the NICU. From there, Mike and a cardiology team escorted him over the bridge that connects Brigham and Women’s Hospital to Boston Children’s Hospital. Ari would have a few hours to adjust to life on the outside . . . and to prepare for his first surgery in a few hours. No rest for the weary.

In the first seven months of Ari’s life, we spent barely five weeks at home with him. He underwent two major open-heart surgeries to replace three of his four heart valves. It was a long road, but we were able to save his left ventricle, giving him whole-heart circulation. Jackpot!

But the game was far from over. What was behind curtain number one could be either a trophy or a bear trap waiting to be tripped—or something in between. Damage had been done in utero to the ventricle we were trying so hard to save. Muscle tissue fought for space with scar tissue. The hope was that as Ari got bigger and stronger, so would his heart. That as he grew, muscle tissue would grow, making the scar tissue insignificant.

That didn’t happen.

MIKE

Any parent of a young child will tell you how remarkable and uniquely talented their child is—but there truly was something special about Ari. From the get-go, he was all in. He was a sports savant, born with a golf club in his hand and spikes on his feet.

Baseball, basketball, football, hockey, and golf were Ari’s big five, and he was deeply fanatical about all of them. When he picked up a ball, any ball, he knew what to do with it. As first-time parents, we didn’t see it as unusual. People would tell us, “Wow, he’s really talented!” We just shrugged it off.

We should have known he was off the charts when the dads gathered around him as he drained hoops at the playground as a one-year-old.

Just before Ari’s third birthday, Make-A-Wish volunteers came by to grant him his wish. When they asked what he wanted, he told them, “I want a basketball court in my backyard.” You could see them thinking, “Yeah, right, sure you do, kid.” He then proceeded to play basketball in front of them for two hours, calling out, “Paul Pierce for three . . . got it!” and showing them his Dirk Nowitzki moves: “Back to the basket, shake and bake, fall away, and SWISH!”

Ari was a boy on the move, packing action into every minute of his life. Over the course of five and a half years after Ari was born, he spent about 430 nights in the hospital. This meant we (one or both of us together) also spent 430 nights at the hospital.

While we were going through all of this with Ari, it would have been nice to have been able to take a leave of absence from work—even if unpaid—and then pick it up when we got back. We’ve since learned this isn’t how it works for most families, and it sure isn’t how it worked for us.

Remember the part about reinventing our business in 2011? Yeah, that meant we needed to keep at it or there wouldn’t be any business to get back to.

If we took a leave of absence from the business, the business would have taken a leave of absence from the planet. This would have been a particularly bad time for health insurance to take a leave of absence from our lives. By the time Ari was two, his medical bill topped three million dollars. Not to mention, as we were dealing with Ari’s medical challenges and every other craziness in our lives during these years, we also had two more children, Lexi and Eli.

We couldn’t lose health insurance. We couldn’t let the business fail.
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Now, lest you think, “What the hell kind of people are they? Their son is in the hospital and they’re off somewhere else working on growing their business?” That’s not exactly how it went. Lots of days we lived a hot war: all of us gearing up for surgery, Ari waking up from surgery, Ari not doing well, and so on. But there were also quiet days: say, the week after a big surgery when he was still a baby. The doctors would tell us, “He looks good. We’re going to keep him sedated and let him rest for the day. You guys take a breather. Nothing is likely to happen for a while.”

There we were, on 8 South, the Cardiac Intensive Care Unit (CICU), with a sleeping, recovering, sedated baby boy and sixteen hours to kill at his bedside or down the hall. So . . . get some work done! Right?

Eh, not that easy. For those of you who haven’t spent any time in an intensive care unit, it’s a combat zone. There’s a constant hustle and bustle of visits. Nurses, nurse practitioners, pharmacists, social workers, administrators, clergy of various denominations, doctors of varying types—residents, fellows, attendings, chiefs; then cardiology, cardiac surgery, cardiac intensivists, cardiac interventionists (no, they’re not the same), anesthesia, rehabilitation, pain, gastroenterology, nephrology, neurology, psychology, hospital medicine, interventional radiology . . . okay, we’ll stop here but it would be easy enough to keep going.

Then there’s the constant flow of families—talking, laughing, crying. Beeps: alarms, infusion pumps, reminders, errors, and general use noises. And the phone: calls, messages, emails, social media. Always medical emergencies and codes where the war was happening around us—not at us, but still it would shake us to our core.

It never. Ever. Ever. Stopped.

On the bright side, we could work from the hospital.

Could we, however, work at the hospital? Could we actually get anything done there? Saying cardiac intensive care is a distracting place is like saying the sun is on the warm side.

As far as getting work done went, it wasn’t just the hospital environment, it was the environment between our ears and in our hearts. Could we work when our emotions were whipping from devastated to hopeful to afraid to terrified to angry and back to hopeful again—every fifteen minutes?

It was draining. But when things were quietish with Ari, we had no choice. We couldn’t just tinker around and get some work done. We had to produce . . . deliver . . . achieve, or our lives would crash and burn in another area. We had one dumpster fire burning in our living room. We didn’t think we could handle a second one.

So to work we went: from the bedside, the hallway, the family room, the cafeteria, the lobby. (It was nice of them to let us use the hospital as an office for free, as long as we were “renting” CICU bed space 2 for $10,000 a day between $200,000 surgeries. Very accommodating.)

ERICA

Why do we spend our time doing what we do? How can we get the most out of our time? What’s truly important? How do we want to live?

On September 28, 2011, our turning point, we started a new journey that—though we had no idea of it at the time—would lead us to obsess over these questions, as life and death hung in the balance. Many times.

Until this date, we lived rather formulaic lives. We worked hard in school and got good grades. Excelled in sports. Went to good colleges. By all measures we were succeeding. We got married, bought a house, rebuilt it almost from scratch, started a successful business.

We subscribed to the formula:


Effort = Achievement = Happiness



We made effort. We achieved. But were we happy?

Happyish, we’d say.

But then we got knocked down, again and again. Remember when we worked all day, worked out all night, and did fun things on the weekends? Hah! Us, too. Vaguely.

When Ari was diagnosed, we did everything we could to learn
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“Problems are the nectar ofife—they challenge us to grow.
Inthis book, Not Today, we seea perfect example ofthe.
tremendous strength we all carry deepinside.”
~ MICHAEL A. SINGER
1 New York Times bestselling author of The Untethered Soul
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