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For Rachael and our children and theirs


Like a train in reverse down a dark road

Carrying the whole load

Just rattling the whole way home

. . . .

I’ll set my eyes to the wind

But it won’t be easy

To leave it all again

Just a bit run down here on the sea

There’s just a stranger

Living in me

—THE WAR ON DRUGS, “EYES TO THE WIND”



FOREWORD


BY ALEXANDRIA OCASIO-CORTEZ

Ady and I met on two separate occasions, roughly one year apart. The first instance was in a hot, sweaty Bronx church in the summer of 2018. It was shortly after I had won my primary election, and in the overwhelming shock of sudden attention, our way of dealing with it was to continue organizing as we had been. That day, that meant a labor town hall with local labor unions in the Bronx, rallying around the issues that held the most promise for transforming our community’s life: among them letter carriers rallying for postal banking, sanitation workers demanding protections in the wake of several deaths, and of course—nurses advocating for single-payer Medicare for All.

A day or two before the rally, we had learned that Ady wanted to stop by and join the workers’ fight during his New York leg of the Be a Hero campaign. I was stunned—(“You mean the Ady Barkan?”)—yes, the Ady Barkan, who had been putting his body on the line to save the ACA, fight for Medicare for All, and advance the causes of working people across the United States, wanted to come to our humble rally in a sweaty church with spotty A/V equipment oft-used for progressive organizing.

There were scrambles to make it work—the day of, we learned there weren’t sufficient ramps in the pre-ADA constructed church to be accessible enough for Ady’s motorized chair. This launched volunteers on a wild-goose chase. We needed to procure a ramp from somewhere, same day, to make it work. Their resourcefulness prevailed, and a few hours later, Ady arrived with his devoted wife, Rachael, to meet me in the grassy backyard of St. Paul’s Evangelical Lutheran Church.

The prevailing emotion I recall upon meeting Ady for the first time can be summed up as: Peace. It was the kind of overwhelming peace that accompanies the eye of the storm, where chaos and rallying and cheers and swarms of cameras orbited the perimeter, but for that one moment, we met to assert a sense of grounding and a desire to connect on a most human level. I thanked him and Rachael for coming. They told me that they used to live in the Congressional district. His father came. We talked about the travel; their little baby, Carl; the larger progressive movement. And then we filed into the church with everyone else.

We listened to service workers, Teamsters, CWA members, and everyday people in the community. We rallied and organized campaigns on health care and a living wage. After about an hour or two, we got up. By that point, Ady could still speak, but he couldn’t hold his microphone, so I held it for him. It would be the first and last time I’d hear his voice offer remarks in public.

His words were stirring. It was clear that the added difficulty in speaking forced a profound clarity in how Ady communicates with others. He did not have the luxury of wasting breath on half-thoughts. He, along with so many others for so many reasons, is asking us to act now.

The urgency is real. However, it is not oppressive—what Ady tells us is that we are not being asked to save the world in a day. We are simply being asked to Do Something, today. There is no “something” too small. Because when we all do something, we will change the world as a matter of course.

A few months after that initial meeting, I encountered Ady again. This time, it was in my congressional office in the Cannon Building of the Capitol. The walls were still bare—I was still moving in—and the room was crammed with activists, staffers, and journalists. Ady had just testified in front of the first-ever congressional hearing for Medicare for All. It was a momentous day—the hearing was in front of the Rules Committee, a small but important step, and we had to fight a great deal to get Ady a seat at the table and prevent lobbyists from settling all the terms. It worked, and that day demonstrated the power of personal testimony. Even through his vocalizer, Ady’s powerful words forced an urgency and moral clarity that members could not look away from or ignore. I saw their discomfort at issuing the usual excuses, and Ady also would not tolerate them—even with many physical capacities gone. He was the strongest person in that room that day. And he prevailed: in no small part due to Ady’s role, Medicare for All was offered a second hearing before the powerful Ways and Means Committee, with powerful jurisdiction that set a high precedent to legitimize and advance the legislation.

Ady’s example is for all of us to follow. There is no act too small, no person too powerless, no moment too late to make a difference. The revolution rests in each of us.

Alexandria Ocasio-Cortez

June 2019



CHAPTER ONE

DIAGNOSIS

Rachael and I celebrated one year of marriage and eleven years together by dropping Carl off with my mother and checking into a boutique hotel in West Hollywood. After four months of bliss with our new son, we were ready for our first night away from him—and for a full night’s sleep. We arrived at the hotel around five p.m. and decided to have sex immediately, in large part so that we could go to sleep right after dinner. It was hot, just like in the olden days, but I’ll spare you the details.

Later, we got gussied up and went out to dinner at a chic Asian fusion restaurant in Santa Monica, where we indulged in delicious, overpriced cocktails and chili lamb and cold noodles that set my mouth on fire. This was the life. Not only could we each enjoy our intellectually stimulating, meaningful work from the comfort of our Santa Barbara home—Rachael as a newly minted assistant professor of English at University of California, Santa Barbara, me as an activist/lawyer at the Center for Popular Democracy—not only could we raise a wonderfully chubby and friendly baby boy, but with help from Grandma we could even have the occasional evening to ourselves, featuring adult conversations, adult food and drinks, and adult . . . you know . . . full nights of sleep.

What more could we ask for? We were the happiest and luckiest people we knew.

After a lazy Sunday morning we met up with my oldest friend, Katy, for brunch. Ever since kindergarten Katy had always been the best athlete and the best student in class. She was eventually recruited to play soccer in the Ivy League, barely missed turning pro, and had spent recent years studying the brain. She was now a first-year medical resident in neurology at UCLA and had just completed her PhD in neuroscience to boot.

“By the way,” I told her nonchalantly after she had finished recounting her experiences treating veterans at the local VA, “I’m going in to see a doctor on Tuesday to look at my left hand. It stopped working properly. I think I have carpal tunnel syndrome from holding Carl in my left arm so much over the past four months.”

After our plates were cleared, Katy took a look at it, asking me to spread my fingers against her resistance, to hold them pinched together tight while she pulled them apart, and to touch my nose and her moving finger in rapid succession. Yes, she said, there was clearly more weakness in my left hand than my right.

“Well, I am right-handed,” I said.

“Yeah, Ady,” she snorted with some exasperation. “I’m not stupid.”

After we paid the bill, Katy made me pace toe-to-heel down the Los Angeles sidewalk. That seemed fine. And then she sat me in the back of her car and tested the reflexes under my foot and on my knee. She wasn’t happy with what she found. They were exaggerated, jumping excessively at a tickle or a well-placed pluck.

“Well, it ain’t carpal tunnel,” she said. “You should see a neurologist.”

“What are you worried about? Should I still go to the primary care doctor on Tuesday?”

“Yeah, you should go. Just tell him that your hand is weak and see what he says. Tell him to test your reflexes, too.”

We said goodbye and Rachael and I drove back to Santa Barbara. The bliss from the previous night was now tinged with worry. Was there something wrong with my brain? But we laughed it off; Katy had seemed so nonchalant. Surely there was nothing seriously wrong.
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From nine a.m. to three p.m. the next day, I had my typical Monday conference calls and supervision meetings for the two projects I was leading, Local Progress and Fed Up. My colleagues and I were coordinating our work to promote progressive local policy in cities around the country and developing a strategy to work with the new president of the Federal Reserve of Minneapolis, who appeared interested in trying to promote racial equity. I finished early and took Carl out so that Rachael, who was still on maternity leave, could do a couple of hours of work.

I had succeeded in ignoring the previous day’s discussion about my hand, but while walking with Carl on the beautiful cliffs overlooking the Pacific I had more time to think and worry about my situation, so I started sending increasingly concerned text messages to Katy, asking her for more information about what she had found in her brunch-time examination. She refused to say. She told me I had “hyperreflexia” and muscle weakness. I looked up these terms and found results for cancer and thyroid disease. I texted her again: my dad had had thyroid disease when he was young; was it that? “Stop googling!!” she responded. “It has nothing to do with your thyroid!”

Finally, later that night, I got her to say that she was worried because I was showing signs of both upper and lower motor neuron damage. Rachael and I sat in bed and googled those words. We learned that upper motor neurons were nerve cells that originated in the motor cortex of the brain and ended within the medulla or spinal cord; damage to these cells could result in exaggerated reflexes. Lower motor neurons originated in the spinal cord and ended in a muscle; damage to these cells could lead to weakness and loss of muscle mass. Exhibiting both of these types of neuron damage, as I had during Katy’s informal exam, was a bad sign.

As we scanned the results from Wikipedia and the Mayo Clinic, it didn’t take us long to land on this:

ALS, commonly known as Lou Gehrig’s disease, is a [gobbledygook gobbledygook gobbledygook gobbledygook] leading to complete paralysis [gobbledygook gobbledygook gobbledygook] death by respiratory failure . . . 6,000 new patients in the United States per year, with an average age of 50 to 70 . . . 20% of patients live more than 5 years . . . 5% of patients live more than 10 years . . . The only available treatment extends life by 2 to 3 months.

Holy shit.

I texted Katy immediately. “ALS? You’re worried about ALS??”

“I don’t know. That’s why you need to see a neurologist.”

Holy shit. Holy shit. Fuck. Fuck. Seriously? Seriously? Holy shit.

I spent the night pacing and muttering to myself. Yeah, that’s a great idea: Just develop an incurable illness at age thirty-two. Fantastic. Fuck. Impossible. Fuck. Things were going so well. I don’t believe it. This is impossible. No way. I paced and paced, repeating the same thoughts over and over and over in my head.

I ended up on the sofa, finally dozing off as the sun came up.
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Midmorning on Tuesday, I got a phone call from my primary care doctor’s office notifying me that the doctor was out sick. They would have to cancel my afternoon appointment.

“When is the soonest I can get another appointment?” I asked.

“Two weeks,” the cheerful office assistant said.

Hell, no. I wasn’t about to wait two weeks to find out if I had a terminal illness.

As I took a short walk around my peaceful, sunny neighborhood, I called my best friend from college, Simeon, who had recently finished his residency in internal medicine. A calm and level-headed guy with great emotional intelligence, Sim always offered thoughtful guidance. When I updated him on everything, he seemed relatively unconcerned, because, hey, I was thirty-two years old and ALS was super-rare, even among older people. I was glad to hear that he thought I probably didn’t have ALS, but he hadn’t examined my hands, and Katy was not a worrywart—and she was, unlike him, a neurologist. If she was concerned, something had to be wrong.

“Should I go to the emergency room?” I asked Sim.

“No, they don’t diagnose ALS in the emergency room; they’ll just refer you to a neurologist and charge you hundreds of dollars.”

“How about urgent care?”

“Same thing,” he said, “except it might be a little cheaper. Just wait for the primary care appointment and then get a referral to a neurologist if necessary.”

I hung up and tried to focus on work, but my mind was racing. There was no point in sitting there, letting the hours tick by. Then, against Sim’s advice, I hopped into an Uber and went to urgent care.

“How are you doing today?” the driver asked me.

“Fine,” I said, lying.

Minutes later, as I sat in a sunlit and nearly empty waiting room at urgent care, two men walked in. “We think he might be having a heart attack,” the fiftyish man told the receptionist, pointing to another man in his seventies. Yeah, I thought to myself, that’s when you’re supposed to get terminal illnesses, not at age thirty-two. Fuck. Fuck. Fuck.

“How are you doing today?” the medical assistant asked as she took my blood pressure and weighed me.

“I’m a little worried about the weakness in my left hand,” I said, deciding to share my stress instead of hiding it.

Ten minutes later I described my symptoms to the primary care doctor on call and told her that I was worried I might have ALS. “Boy, I sure hope you don’t have ALS,” she said, rubbing her hands together and exhaling deeply. I saw her wracking her brain to remember the symptoms and diagnostic technique for this disease. She ran through the same battery of simple tests Katy had performed over brunch. She banged on my knees a few times. Then she went to talk to the neurologist on call, Dr. Karen DaSilva.

When the primary care doctor came back, she told me that Dr. DaSilva wanted her to order a couple of MRIs for my spine and brain to see if there was something obstructing my nerves. Sure, I said, let’s do the MRIs. The assistant told me that they couldn’t be scheduled until the following week, plus she needed to get preauthorization from the insurance company. But I pushed, and she found some time for me on Wednesday. I would have to do the two of them separately, instead of back-to-back, but I was fine with that.

That night Rachael and I tried to watch Silver Streak, a Gene Wilder comedy about murder on a train, but I couldn’t focus or sit still.
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The next day, when my name was called in the radiology department, I stood up and walked past the elderly patients and down a long hallway. I entered the MRI room and lay down on a board. The radiology technician, a quiet man in his thirties, secured my head with some foam blocks, stuck plugs in my ears, conveyed me into a tiny cylinder, and told me to lie absolutely still for twenty minutes.

As the machine whirred to life, I once again cycled through my disbelief and outrage: ALS. I can’t believe I might have ALS. Holy shit. After some loud buzzing, a jackhammer started to reverberate against the cylinder. Okay, focus on something else, I told myself. Lakers, Clippers, Blazers, Kings. I started to name each of the NBA teams and their divisions, keeping track on my fingers, trying to count all thirty. I lost track a couple times. Did Charlotte have a team again? The buzzing stopped. The lab tech told me I had held incredibly still and the picture was very clear. Good job. It was the first of innumerable times in the coming years that kindhearted medical professionals would congratulate me for performing simple tasks effectively. Oh, goody. I had held very still for the MRI, but I still probably had goddamn ALS.

That afternoon Rachael was moderating a discussion in the English department on pedagogy. I went with her and rocked Carl back and forth in his stroller during the first half of the meeting, trying to focus on what people were saying instead of the fact that I might be dead by the time the fall quarter started. Then I handed off stroller duties to Brian Donnelly, a cheery, sarcastic colleague of Rachael’s from New Zealand, and drove off to do the second MRI, this one of my spine. I could easily name all thirty NBA teams this time, so I moved on to naming all twelve Federal Reserve presidents, then tried to name each U.S. president—but struggled in the 1840s, ’50s, and ’80s. Who was president in between the two Grover Cleveland administrations? The machine’s pounding stopped, and again I was told I had done a good job: the spinal picture was crystal clear. Yippee ki-yay, as Bruce Willis would say.

I went back to pick Rachael and Carl up from the English department. Then I got a text message from my father in New York complaining that he hadn’t received any pictures of his grandson lately. In the parking lot Rachael took a picture of me holding Carl and smiling. It was the first of hundreds of photographs that I would take while trying to put a good face on a very difficult situation.
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At ten a.m. on Thursday, I logged into the clinic’s patient portal to see what the MRIs had shown. There were no test results yet. My hope, at this point, was that there was some sort of an obstruction impacting the nerves leading to the muscles in my left hand (the lower motor neurons). But the hope was thin, because the obstruction would also need to impact the nerves that were causing hyperreflexia in my feet (the upper motor neurons). Still, Katy said there was reason to be optimistic. ALS was super-rare, we kept telling ourselves, especially at my age. But the foreboding was intense.

At midday we got a call from a junior staffer in the clinic. I sat down on our living room sofa. “Good news!” the voice said. “Your MRIs were negative.”

“No. That’s not good news,” I said, my heart dropping into my stomach. “That’s terrible.” A negative result meant there was no physical obstruction of my nerves causing these symptoms. The nerves just weren’t working. ALS was the most likely explanation.

Rachael walked over to hold my head against her body. We started to cry.

After about half an hour I decided I couldn’t wait any longer: I needed to get a more official answer immediately. I got in the car and drove over to the neurologist’s office. I told the receptionist I had to see the doctor. He said that was impossible, as Dr. DaSilva had a fully booked schedule. I told him the details of my situation and that I had to see the doctor right away. He said that was impossible, that I needed to make an appointment. “I understand that there are rules,” I said, “but those rules need to be broken right now. Please go talk to her.”

After a wait, the neurology nurse called me into her office and we talked through the situation. She had a friendly smile and long curly hair. She sat behind a desk and asked me to tell her my story. Through my tears I told her that I had a beautiful four-month-old baby at home and an amazing life and what a shame it would be if I had ALS. She handed me a box of tissues and said I shouldn’t despair yet, shouldn’t lose hope, and that she would adjust the doctor’s schedule so that I could see her in the morning.

Rachael and I took Carl for a walk along the shoreline just south of Santa Barbara. I got a text from Sim. “How would you guys feel about a visit this weekend?” It was a grand gesture: he and his wife worked ridiculous hours as residents and had a baby girl at home; flying out from Boston for the weekend was certainly unusual. “That would be amazing,” I texted back.
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After one of the longest nights of my life, Rachael and I put Carl in the car and drove to the neurologist’s. As we walked into the office, Rachael holding Carl in a carrier, all the staff oohed and aahed; thankfully, they didn’t see many infants in the neurology department. Although Rachael and I were both skinny, four-month-old Carl had the shape of the Michelin man. The staff loved the huge rolls of fat on his dangling legs. And, as usual, he was all smiles.

In the examination room I sat on the bed, my feet hanging over the side. Dr. DaSilva, who looked just a few years older than we were and who had classic Santa Barbara sun-stroked sandy hair, was warm and welcoming. She listened to my story and ran the battery of muscle and reflex tests with which I had become familiar.

And then she tried to let us down easy, using tentative language. “I do see concerning signs of upper and lower motor neuron loss, which are indicative of ALS.”

I stared at the ground, then put my head in my hands.

“Are you all right?” she asked me.

“Well, you’ve just given me a death sentence.”

Rachael started to shake, tears coming down her cheeks. She held Carl. Then I held them both. The doctor moved toward the door and asked if she should give us some space. I said no. I wanted her there, sharing our sorrow. I didn’t want to be just one more patient she saw in her busy day. I wanted her recognition that my case was tragic and shocking and unreasonable.

“This is so outrageous,” I told her. “I’m thirty-two, with a four-month-old baby.” Had she ever had an ALS patient as young as me? “No,” she said: I was the youngest she had seen. I wanted her to cry, too. “We had our whole lives ahead of us,” I told her, “and now it’s all disappearing.” Would I not be able to see Carl grow up into a boy and a man and a father himself? Would I not be able to sit with Rachael in our old age and look back on a joyful life filled with meaningful work and rewarding friendships? Our lives had been so different just the day before.

The doctor’s tears came.

As we gathered ourselves, Dr. DaSilva said that we should go to Cedars-Sinai Medical Center in Los Angeles to get a second opinion. I asked her what the odds were that her diagnosis was incorrect. Five percent? One percent? “You should get a second opinion. But I would never give anyone this diagnosis if I weren’t certain,” she said. Zero percent was what I heard.

As Rachael and I walked out through the waiting room, I looked at the receptionist who had insisted just yesterday that I needed an appointment to see the doctor. “See,” I wanted to tell him, “I’m not some lunatic hypochondriac. I really did need to see the doctor yesterday, and today my life is ruined.” But I just smiled and said thank you as we filled out some forms and scheduled a follow-up visit.

That afternoon, not knowing what on earth to do with ourselves, Rachael and I took Carl to the park, where a group of new mothers was doing some light yoga while their infants rolled around on a picnic blanket. I stretched and breathed and looked at the sunlight beaming down through the trees; I cried silently through downward dog and then laughed as the babies cooed at one another.

In the evening, before putting Carl to bed, we Skyped with my father and stepmother in New York. Rachael and I sat on the sofa next to each other and pointed the camera toward Carl, who was playing on his floor mat with toys hanging above him. He could hold them in two hands now and was becoming a master at tummy-time push-ups. Watching him, my father laughed and exclaimed with joy. And, seeing him laugh, I thought to myself, These are the last minutes of unadulterated joy that you will ever have. After today, you will be sad every day and your happiness will always be tentative and constrained and inhibited. These are the words you think to yourself before you break your father’s heart.

Finally, we mustered the courage to turn the camera away from Carl to ourselves. Never in my wildest nightmares did I anticipate having to deliver news like this, but here we were. Like ripping off a Band-Aid, we told them about my diagnosis, that my life expectancy was two to five years, and that there was no good treatment or cure. They were predictably shocked.

“Oh, no!” my stepmother gasped repeatedly, unsure of what else to say.

“I just wish it could be me instead of you,” my father said through his tears.

In that moment and in many moments after, I thought of my father’s cousin Udi, after whom I was named. Udi and my father had grown up in the 1950s and ’60s in the suburbs of Tel Aviv, Israel. They were best friends. Their parents had fought in the 1948 Arab-Israeli War and they had been the first generation of children born in the new state of Israel. Udi had been killed at age eighteen while serving in the Israeli army: a friend’s gun went off accidentally while they were in the barracks. Udi’s parents, who had no other children, were utterly destroyed by their son’s death. I remember them as reserved and sad, even in moments of laughter and joy. I always wondered if my cousins and I were constant reminders of what they lacked, what they had lost.

“There is nothing harder than burying your child,” I remember my grandmother, Udi’s aunt, telling me once. “Nothing.” On Skype, through my tears, I recounted her sentiment to my father. “I am so sorry that you have to go through this,” I told him.

It wasn’t supposed to be like this. I was supposed to lose him—and at some distant point in the future, a fact that had overwhelmed me whenever I had thought about it. Sigmund Freud wrote that a father’s death was “the most important event, the most poignant loss, in a man’s life,” and I had been sure that the same would be true for me. But now the roles were reversed: it was me telling him that my years were coming to an end and that he would have to live on without me.

My father and stepmother booked plane tickets to come out on Monday. First, however, we would have a visit from Sim and his wife, Davida. I was desperate for their company.
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We met Sim and Davida at the LAX In-N-Out Burger for a classic California arrival lunch. They had just flown in from Boston, and I had already shared the news by phone the day before, as soon as we had left the neurologist’s office. As Sim walked in the door, we embraced, cried, and tried not to make too big a scene. Sim had been my first really close friend at college, and he and Davida had been together even longer than Rachael and I had, hooking up on some crunchy lefty Jewish spring break trip to Central America during our sophomore year. The four of us had been close for over a decade. This was their first time meeting Baby Carl, who sat in a high chair playing with the wrapping paper from my Double-Double, unconcerned with the adult conversation going on around him.

“I’m going to be doing three things,” I told them, recapitulating the thoughts that I had worked through with Rachael and in my head the night before, lying on our bed, crying. “I’ll have to spend time on medical shit, with doctors and physical therapists and experimental medicine. And we’ll spend time mourning what I’ve lost, and what Carl and Rachael have lost—decades together learning and laughing and loving. But we will also need to have fun and enjoy whatever time we have left together. Hopefully we spend as little time as possible on the first two and as much time as possible on the third.”

Sim was amazed that, twenty-four hours after receiving my diagnosis, I already had a working theory of how to handle my decline and death. I took that as a compliment but didn’t see any alternative. The clock was ticking and there wasn’t much I could do about it except push forward.

That, at least, was how my ego wanted to approach it. My id had other ideas. At In-N-Out, I looked at the older children and teenagers with sadness, jealous that I would never see Carl grow to their age; on the freeway home I looked at the senior citizens in other cars with fury, jealous that I would never get to enjoy a drive along the coast with my wife during retirement.

Over the course of the next day, we talked about my feelings and their feelings and the disease. We tried to talk about other things, but my mind always returned back to a loop of outrage and disbelief. It was October, and we went to buy a pumpkin. We drove to a neighboring beach town that was hosting an avocado festival. As we walked through the masses of people, I thought to myself, Your lives are all proceeding normally, just as they were yesterday, but my world has been turned upside down, and you have no idea. But of course I also had no idea what was happening in their lives.

We gave Carl his first bites of solid food, a somewhat underripe avocado that he spat out. Since my father was from Israel, where avocados were a special treat in the middle of the twentieth century, they were a big deal in my family. As my father told it, when he was a boy, he always spread the avocado thinly on his toast in order to save the precious commodity, while his cousin Udi would slather it on in heaps, provoking outrage in my father. When we moved to California in 1989 when I was five years old, my father planted an avocado sapling in our backyard and tried to grow another from a pit suspended in water. Rachael and I now had our own small tree growing in our backyard. Will I live to eat its fruits? I wondered.

As we sat at the picnic tables watching kids play volleyball and the sun set over the Pacific, I hoped that Carl would change his mind about avocados. Sim and Davida promised me that he would come to love food just as much as I did, and they’ve already been proven right: by the time he turned one, Carl was eating four square meals a day.

In the morning I insisted that Sim and I go for a run. I didn’t know how many more opportunities I would have to do so. We drove to a beautiful path in nearby Montecito that rose up on the cliffs above the beach. There wasn’t a cloud in the sky. The run was short, less than a mile each way—much easier than my usual runs. But this time I began to feel that my left leg’s stride was slightly off; it didn’t quite plant properly or turn over with the smoothness that I was used to. When we got to the turnaround point, next to a cemetery and surrounded by gorgeous wildflowers and enormous blue agave, I told Sim that I had often imagined scattering my ashes at this point, overlooking the vast Pacific. And then I made a joke about The Big Lebowski, the Dude and Walter weeping as they wiped Donny’s ashes off their clothes. We soaked up the moment in all of its intensity and ran back down the hill.

Later, exhausted from the run and from a week of near sleeplessness, I took a long nap—and woke up daydreaming of Janet Yellen and Hillary Clinton. That sounds odd, but these two women were central to the future of my career and our country—and focusing on my work allowed me a much-needed moment of clarity and purpose. Through the Fed Up campaign that I directed, I hoped to help reshape the Federal Reserve into a fully public entity representing the interests of all the American people, not just those on Wall Street. This, I knew, was the path to a fair economy and full employment.

As I lay in bed, I plotted out the broad strokes of our strategy. The major banks, I knew, would fight us each step of the way. But the logic of our position was unassailable: there was no good reason that portions of the Fed should be literally owned by Wall Street banks, unlike every other institution of government. We would mobilize community-based organizations and labor unions around the country and enlist the support of consumer groups and student activists, and maybe even some family farmers. With powerful allies like John Conyers, Elizabeth Warren, Bernie Sanders, Maxine Waters, and Sherrod Brown on our side, and with the momentum from a Democratic victory in the upcoming presidential election, we might actually be successful.

I pictured myself lying in a hospital bed, wheeled into the West Wing for the ceremony where President Hillary Clinton would sign the Federal Reserve Reform Act, then hand me one of the pens she had used. Lying in that hospital bed, I would throw my fist up in the air, and I would be happy.

Energized for the first time in a week, I jumped out of bed and joined Sim, Davida, and Rachael in the kitchen. Sim had rolled out some fresh pizza dough; Davida had prepared an exquisite plate of cheese, salami, and olives, and was now shaving asparagus onto the pizza. I devoured the appetizers and told them in breathless excitement about my plan to transform the Fed. The pizzas came out of the barbecue crispy and aromatic, with cheese melting over the side, and the sheer deliciousness broke through my dead appetite. I ate enough to make up for a week of starvation. All of a sudden, fueled by sleep and food and hope for the future, vitality had returned to my body and mind.

“You saved my life,” I told Sim and Davida as they departed for the airport, and I meant it.

They told me how incredibly moving the weekend had been. And they surely appreciated my sentiment. But they were doctors. They knew that saving my life was not in their power.
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“Brace yourself,” I said. “It’s the worst thing you can imagine.”

“I can imagine some pretty terrible things,” my stepfather said, his face ashen and his eyes wide.

“It’s worse than that,” I said.

Rachael and I had driven down to my mother and stepfather’s house outside Los Angeles in order to break the news in person. My mom already knew something awful had happened: we had called them on the drive down and said they should leave work and meet us at home. A few minutes later she texted to ask for assurances that whatever news we were coming to share did not involve the health of Rachael, Carl, or me. We didn’t respond, so she had her answer.

After we arrived, we took Carl inside and put him on a play mat. Mom went to the kitchen and brought out a tray of warm bourekas. (She was, after all, a Jewish mother.) I asked her to sit, took a bite of one of the savory, flaky pastries, and spat out the news. Jed, my stepfather, was in a state of disbelief. My mother was calm and composed. She had experience dealing with bad news. Her mother had died relatively young, she had nursed her father through his death, and she had lost a number of friends prematurely.

It was from my mother that I had gotten my copious self-confidence. As an ambitious young woman in Communist Romania, she had studied hard, tested well, and then bribed and squeezed her way past the Iron Curtain into Israel, where she went to graduate school and met my father. “You can go to any college you want,” I remembered her telling me when I was young, just one of the countless times she had instilled in me the audacious notion that I could be the author of my own narrative, that my hustle and skill would steer me past the cragged rocks of error and misfortune. For three decades she had been proven largely correct. But now I was bringing her an obstacle considerably larger than either of us had seen before. Not even master sailors had much experience navigating waters this rough.

Jed called his son, Zach, a resident in radiation oncology. I got on the phone with Zach for a few minutes and he told me about a patient of his who had ALS and cancer and whose ALS seemed to respond very positively to stem cell interventions. My mother went outside and called one of her closest friends, a psychoanalyst. I understood the impulse to reach out for support, guidance, and perspective. These were things I craved, too.

But I also craved distraction from my thoughts. ALS was already taking over my life, even though, physically, little had changed so far.
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Later that week, propelled by both the need to do something to occupy my mind and a newfound appreciation for how quickly my life’s clock was ticking, I drove with my father and Rachael to her office at UCSB and finally performed a task I had been meaning to do for nearly two years: washing the outside of her windows, which were caked with dirt from the live oak tree that stood above them and had become neglected due to budget cuts. Sitting on the frame of the window with my back hanging out over the ledge, reaching to scrub the glass clean, I felt for the first time in nearly a week the satisfaction of simple purpose and a mental focus on something other than ALS. For thirty, maybe even sixty, seconds in a row, my mind didn’t ruminate or rage about the fact that I was dying. I just felt normal, alive, again doing everyday tasks.

Over the coming days and weeks, I would spend an enormous amount of mental energy seeking to re-create and expand upon that feeling. The diagnosis would not go away if I became more enraged at it, I told myself, and time was short. It was no good being angry and sad every hour of the day. Better to focus on good things.

But turning that apparently simple goal into reality was nearly impossible, particularly since every interaction and observation held reminders of what I was losing: How many more times would I get to see this ocean view? To eat this delicious pad see ew?

At first, I could hardly bear to spend time with Carl. He was so happy and beautiful and innocent. My illness and death transformed each bit of joy into sadness—because that joy had suddenly become fleeting and limited. The more pleasure Carl gave me now, the more I had to lose. Every time he laughed or cooed or craned his neck during tummy time like Jurassic Park’s baby velociraptors emerging from their shells, all I could think of was the tragedy of what he and I were losing: years and decades of games and conversations and kisses, of silly jokes and delicious meals, of camping trips in California’s majestic parks and adventures on unfamiliar streets across the globe. Who would teach him how to box out or use a drop step on the low post? Who would talk to him about the triumphs and the tragedies of LBJ? Or show him how to turn a few unlucky opening rolls in backgammon into a miraculous backgame that would bewilder and infuriate his opponents?

More important, who would be there to listen when he’d had a tough day in seventh grade? Or to hold him when his grandmother died? Or to counsel him when he landed his first job interview and had no idea what to do?

The answer to these questions, I told myself, was that he might not even like basketball and that there were many better coaches than me—that many historians and gamers and tour guides could teach these and other lessons in my stead. And his mother and family members and friends would give him all of the support and love that he deserved. But I knew that although this answer was entirely correct, it was also entirely unsatisfactory. Because nobody could replace a boy’s absent father.

There was, therefore, no way to ask these questions without becoming overwhelmed. And yet there seemed to be no way to interact with my baby and keep such questions out of my head.

Even performing discrete and constrained tasks was emotionally wrenching. Reading innocent books to Carl at bedtime became an exercise in self-abuse. “ ‘Little Guy runs away so fast Little Guy’s daddy has to run like anything just to catch that baby up,’ ” I heard my voice saying. But my mind was focused on tragic questions: Will I ever get to run after my little guy? Will I even live to see him run?

Within a year I would learn the answer to those questions: No. And yes.
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Cedars-Sinai Medical Center in Los Angeles is one of the leading institutions for ALS research in the country, and so it was there I went, five days after my initial diagnosis—along with a small entourage including Rachael, my father (who had arrived the previous day from New York), my mother, and Katy—to get a second opinion and discuss treatment options. I would be seeing Dr. Bob Baloh, whom I had been told was Southern California’s leading ALS doctor. Coincidentally, Katy had studied under Baloh for a few weeks during medical school.

Cedars-Sinai, like other top ALS institutions, coordinated a comprehensive once-a-week clinic during which patients could see the full battery of experts in one visit: neurologist, pulmonologist, physical and occupational therapists, nutritionist, psychologist, and others. The model was intended both to provide people with comprehensive care and to facilitate research into therapies and treatments. Because ALS is a fast-moving disease with few treatment options, researchers had a hard time convincing patients to rigorously monitor their symptoms and rate of decline; the lack of good data on the course of the disease made it even more difficult to develop and evaluate effective therapies. Therefore the clinics tried to build ongoing relationships with patients in the hope that they would stick with the monitoring and evaluation.

In the clinic, they took my weight and height: 165 pounds, five feet ten inches. I once again had my muscles and reflexes tested. My mother was holding out hope that perhaps the hinterland Santa Barbara doctor had gotten my diagnosis wrong; I refused to indulge such a fantasy. When the resident subtly pointed out the hyperreflexia in my foot to a medical student, I tried to embrace my newfound role as a guinea pig and educational resource. Dr. Baloh confirmed the diagnosis, and my mother couldn’t stop the tears from rolling down her cheeks. As with Dr. DaSilva, I asked whether he had ever had a patient as young as I was; yes, he said, he’d even seen teenagers with the disease. I asked him how long people my age and in my condition could expect to live. Unlike most doctors, Baloh was willing to reveal the ugly statistics: three to four years. Anything more was possible but unlikely.

He spent an hour with us, explaining the disease, discussing the lack of meaningful treatment options, and answering my father’s queries about clinical trials. The nutritionist told me to eat a lot. The psychologist and fellow talked with Rachael and me about coping and depression and hope. The physical therapist didn’t have much to offer: I was still in pretty good shape, able to walk on my heels down the hallway, and balance on one foot without any difficulty.

By the time we made it back to Santa Barbara that evening, I was preoccupied with a new question: How fast would my disease progress? Some patients live many years: Stephen Hawking, the most celebrated and exceptional example, lived for more than fifty years after the onset of his disease. Others die within months. Where would I fall on that spectrum?

I began a constant series of silent and informal tests and assessments. Was it harder for me to carry a coffee mug in my left hand this morning than it had been yesterday or last week? Did my left foot feel more awkward when jogging? Suddenly every twitch and fumble was a sign of decline.

As I lay in bed the next afternoon, I realized that the twitching that had started in my left arm had spread not just to my right arm but also to my belly. This was a disaster. Twitching, I had learned, was a sign that muscles were not receiving regular and sufficient communication from the central nervous system. They were essentially requests for instruction and information. ALS killed by destroying the diaphragm’s ability to expand and make the lungs breathe; if the motor neurons leading to my torso were starting to die off already, I didn’t have long.

I called Dr. Baloh’s office in a panic, asking what this meant for my future. Through an aide he conveyed to me that the twitching did not necessarily mean muscle loss would follow. We couldn’t draw any conclusions from this development. Although I took some solace in his message, it was limited: the twitching was obviously related to the spread of the disease, even if the correlation between twitching and muscle loss was less than one. Fuck.

I called my father into my bedroom and told him about this new symptom. He looked at my belly. It didn’t look like it was twitching to him—just like I was breathing and my belly was jiggling a little bit when I did. What was actually happening to my body? And what did that mean about what would happen to my body in the future? We didn’t know the answers to anything, yet my fear was settling upon answers whether they were true or not.
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What we did know, however, was that we had to take our lives one day at a time. We couldn’t see much further than that anymore. While we had previously made our plans in years and decades, Rachael and I were now limited to thinking in terms of weeks and months. We decided that we would finally—and immediately—take that trip to the majestic national parks of Utah that we had been discussing for years. We invited people over for a big election night party in early November. And we chose to keep our plans to travel east for Thanksgiving to introduce Carl to the extended family. But that was as far as we could plan.

My diagnosis hit Rachael hard, as it would any wife. Her entire future was upended, her fulfilled life shattered. Like me, she had her bouts of despair and grief. But, unlike me, she now knew that she had to be the rock for our family. Sitting in the living room, watching Carl play, I became overwhelmed and infuriated. Rachael comforted me and reminded me of our mantras: “We haven’t lost each other yet. Let’s focus on how cute Carl is and on what we have left.” Breathe, she would tell me time and time again. Stay active. Stay in this moment.

In those early weeks I often checked out of the room. Disappeared into my own head. Walked away from conversations. But Rachael was steady. She made sure that Carl’s routine remained undisturbed. That we had dinner to eat. That life went on.
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When you’re diagnosed with a terminal illness, you spend a lot of time reflecting on your life and the choices you’ve made and the unfathomable predicament you find yourself in. As a white man who had been the beneficiary of a racist and classist society—and who had devoted himself to eliminating the very systems of oppression he had benefited from—I had to grapple with the paradox of my privilege and my misfortune.

Ten days earlier, when Rachael and I had celebrated our eleven years together, I felt like we had reached the mountaintop: we knew nobody who seemed happier or luckier. But now, so soon after that, we had fallen from grace. Nobody I knew was facing an untreatable terminal illness in their thirties. Did I know anybody who had died this young? There was one kindhearted giant on my high school track and field team who had been killed in Iraq, but that was it.

I thought of Rachael’s colleague who lived across the country from his wife and children and commuted every couple of weeks. I thought of my friends who were unlucky in love, unhappy at work, or depressed. I used to pity them all and sometimes even wondered how they got up in the morning. Now I wished my problems could be as easy as theirs.

But I also knew that my field of vision was severely limited. I didn’t know people who had died young simply because upper-middle-class white folks in the United States didn’t die very often of opioid overdoses or gun violence or foreign combat. Poor people did. Black and brown people did.

And we lived in a country that was segregated by race and class. Most of the people I interacted with were relatively well-off, highly educated, and white. And that was true even though I worked at a diverse nonprofit organization advocating for marginalized people.

And, of course, if I widened my vision more broadly, my story ceased to become such a tragic outlier. In other parts of the world, people died young every day as a matter of course. They died from malaria, from malnutrition, from war; they died from domestic abuse and car accidents, from earthquakes and tsunamis and fires.

It was this recognition—of my privilege and my place in the world—that I tried to remember in those difficult first days and months, taking pains to put my suffering in context. A few days after my diagnosis, I sent seven close friends this email:

My dear dear friends,

I was really excited to see some of you this week in Berkeley at the Universities Allied for Essential Medicines meeting. But I have some absolutely devastating personal news.

On Friday I was diagnosed with ALS.

It is outrageous, incomprehensible, devastating, and depressing. I was so looking forward to the next 50 years living my perfect life with Rachael, Carl, our friends and family, and my amazing job in paradisiacal Santa Barbara. There was so much beautiful life to live.

I’m going to Cedars-Sinai tomorrow to meet with the top-notch clinicians there; we’ll see what is possible in terms of treatment and research. Maybe there is some hope for prolonging life, and maybe a miracle will come over the horizon very soon. But it’s a devastating and very negative diagnosis. One in 50,000 people in the US gets this disease, and our average age is 55. So I definitely drew an unlucky hand this round.

But the truth is I’ve had an amazing hand so far in life. Compared to the billions in abject poverty, the tens of millions killed in war, the untold number who aren’t happy, I’ve been very lucky. So rather than bemoan “Why me?”—which I certainly have the urge to do almost every moment—I want to be happy and energized and squeeze every last drop out of what I’ve got left.

So I am now moving full steam ahead, trying to seize these last few months/years and live them to the fullest—including being with Rachael and Carl and friends and family, doing some beautiful things, and trying to see a big victory in the Fed Up campaign.

I would love to see you soon, if you can come down for a day or two or three. Also, we’re gonna host an election night party, since it’s looking like it’ll be a great night for our country and the world. And then I wanna have a big-bash celebration for everyone whom I love in NYC on the weekend of December 3/4. I would love to have you all there.

I will need to depend on you and others to support me through this. And then, most important of all, I need you to be here for Rachael and Carl, now and for a long long time in the future. She loves you all so, so much.

I am so deeply grateful to each of you for what you have given me, how you have taught and inspired me and made me laugh and love.

Ady 
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Two weeks after my diagnosis, Rachael and I tried to make good on that desire to carpe the diem. We packed up all of Carl’s many essentials and flew to Salt Lake City so that we could finally take that long-discussed trip to Utah’s famed national parks. My college buddy Jeremy put down his dissertation in progress, flew in from Philly, and was waiting for us near our gate. Rachael’s younger sister, Lucy, a graduate student in psychology at Stanford, met us outside of baggage claim. Then Ciel, a Utah native and Rachael’s best friend from college, rolled up in an enormous black GMC Yukon. She would be our chaperone for the week.

Jeremy and I held hands as we walked in Capitol Reef National Park; every fifty yards, the gentle path turned to reveal a sublime new vista, with soaring cliffs and playful shadows in the late-afternoon sun. The ratio of incredible views to physical effort was better than any other hike I had been on in my life. But never before had I cried so much on vacation.

Rachael urged me to be like Carl. Stay in the moment. Look at the rocks and the colors. They have been here for so long. Millennia worth of humans have been born and died here, admiring these formations. Eons worth of reptiles and dinosaurs. We are made of stars and we return to dust in the blink of an eye. Our civilizations will fall. But these rocks will remain.

Afterward, as we drove across the vast expanse, the day and our vacation coming to an end, the gray-blue sky opened up and the rain pattered down on our civilian tank. I plugged in my iPhone and turned on my new favorite album, Lost in the Dream, an immersive, lyrical, layered, and iterative meditation on disappointment and loneliness by the Philadelphia band The War on Drugs. We looked. We listened. We felt ourselves looking and listening.

A cold wind blowing. Lost inside our heads. We didn’t know what lay ahead. But home we would go. And set our eyes to the wind.



CHAPTER TWO

AWAKENING

In the spring of my senior year at Columbia University, having been accepted into law school and bored with my studies, I began following my friend Simeon to the evening meetings of a radical student group called Students for Environmental and Economic Justice. For a couple of years they had been unsuccessfully trying to convince the administration of our wealthy, liberal university to ensure that the workers who made the university-branded apparel (in the sweatshops of Southeast Asia) were paid a living wage and had safe working conditions. The university had already adopted policies requiring reasonable labor standards, but those standards were being ignored. So, in coordination with activists at other schools, we were trying to establish effective enforcement mechanisms.
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