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preface


A book without a preface is like a body without a soul.
RABBINIC PROVERB



When I was a child, my father used to read me bedtime stories from a children’s Bible. I couldn’t get enough of them. I loved hearing about Eden and the Flood, about Joseph the Dreamer and Moses the Prophet who found God in a withered bush. Every night before turning out the lights, my father would slide his glasses down the bridge of his nose, peer over his frames at me, and ask, “So, Nomi, what’s the moral of the story?” I knew my father wanted to teach me to look for lessons, not miracles. I would think for a while until suddenly I could see the point of the story. Then my father would kiss my forehead and turn out the light, and I went to sleep believing in a life that made sense and in a God with a flowing white beard (that’s how the book’s illustrator drew God) who was in control of it all. Of course, as I grew I learned that life doesn’t always make sense. And God? In time I learned to see beyond the beard.

When I grew up and became a rabbi, those bedtime talks with my dad would return to me. I saw I could help people through times of confusion. By far the most common human condition I learned to guide people through is this: an overwhelming feeling that life hasn’t yet begun. Throughout my years as a rabbi I counseled so many people waiting for life to begin. They would say to me, “My life will begin when …” The people were all different, but the yearning was the same. Life would begin when certain pieces fell into place: when I lose weight, when I fall in love, when I get a job, when I get married, when I have a baby, when I buy a home, when I get divorced, when I quit my job …

People came to me with their questions: Rabbi, how do you learn to embrace the present when you don’t have what you yearn for? How long do you wait for things to change? How do you find the courage to make a change? What do you do in the meantime? What do you do when you are aware of a yearning but you can’t even define what it is that you want or what it is that’s missing? What do you do when you have to make a decision and you don’t know which way to turn? And I would listen and offer guidance and hope.

But one day, without warning, I was faced with my own personal crisis. Now I was the one who was waiting for my life to begin. My professional life, my emotional life, my spiritual life were in a state of turmoil.

It’s always easier to be the birthing coach than it is to be the one in labor. It’s so much easier to hold on to hope for others than it is to believe the answer is coming when you just can’t see it coming.

As I struggled with my fear and confusion, I could hear my father lovingly asking me, “So, Nomi, what’s the moral of the story?” I was knocked off track—was there any meaning in my holding pattern? The story only begins when you do something, when you courageously take the steps to overcome your fears and boldly set out on a new path. But then I remembered that my father wanted to teach me to look for lessons, not miracles. I thought and thought until suddenly I could see the point of the story. I could see my own life as a journey, as a narrative with an arc that all people must pass through in their own way.

So I offer my story. This book traces a seven-year journey. The crisis I faced, my struggle to embrace the situation I’d been handed, the lessons I learned, and the ways I’m still learning each day to stop waiting on the sidelines and plunge into the action.

One of the most painful aspects of waiting for life to begin is the belief that one’s life as it is today has no meaning, isn’t interesting enough or powerful enough to be a “real” life. No one wants to live a pointless existence. The reality is, every life just as it is right now has its own unique power and lesson to teach. No life is a chaotic mess devoid of meaning or structure or a message. Every day has its story. Every dream holds a lesson.

There are millions of people who share our struggles. Who isn’t longing for something? Who hasn’t suffered? Who hasn’t gotten stuck or confused or lost? Who hasn’t taken a wrong turn? Who isn’t frightened?

The moment when we can see how our own story is both a unique and a shared experience, that is when we can see how we are no longer alone. That is the moment when we can see our life as a meaningful story that is shared by all people.

I wish I could say I am fully cured, that I never feel lost or stuck. But that would be a lie. Who said it was going to be easy? And who said any of us will arrive at a true and lasting peace? Perhaps a true and lasting peace is a better description of death than of life. Life is a never-ending struggle. But to give up, to give in to helplessness or resignation or paralysis, is to die when we are still alive. And who wants to do that?

The rabbi in me would like to offer a prayer for you. I pray you will learn to see your life as a meaningful story. I pray you will learn to listen to your soul’s insistent yearnings. I pray you will come to see just how strong and powerful you are. I pray you will learn to believe you can transform your life. I pray you will learn to live and shine inside your imperfect life and find meaning and joy right where you are.

Most of all I pray you will uncover a great miracle: your extraordinary life.


A Blessing

May God bless you and protect you.

May God bless you with wisdom and vision.

May you dream great dreams and may you see them come true.

May you be blessed with courage and the power to be bold.

May you be blessed with kindness, compassion, and hope.

May you be blessed with love, and a loving, resilient heart.

May your smile be contagious, your joy outrageous.

May you shine and light up the world.

Amen.




I Will Fix Her


ONe


One doesn’t know another’s sorrow.
YIDDISH PROVERB



IN JANUARY 1999 I received a call from a woman named Pam Smith. Pam told me about her twenty-year-old daughter, Rebecca, who was suffering from a fatal degenerative neurological disease. Pam phoned to ask if I would be willing to be the keynote speaker at an A-T fund-raiser she was hosting. I had never heard of the disease. Pam told me ataxia-telangiectasia is a very rare disease affecting only three Caucasian children in a million. Pam said she was inspired by a book I had written.

In 1999 I spent my days writing, delivering lectures around the country, teaching spiritual counseling at a local rabbinical seminary, and together with my husband, Rob, raising our two children, Adi, who was five, and Noa, who was three. I had been a congregational rabbi for seven years, but I chose to leave the congregation so that I could have more-flexible hours for writing, for teaching, and for mothering. When I got Pam’s call I was feverishly at work on a new book of prayers, and life was good. I had a wonderful husband and two healthy children.

Of course, I agreed to speak at the A-T fund-raiser, and Pam and I set a time for us all to get together for lunch at a local restaurant. I had no idea what to expect. I didn’t know what a young woman with A-T would look like. On the appointed afternoon a van pulled up in front of the restaurant and Rebecca’s father, George, wheeled her up to the table beside me. She was quite beautiful, with straight shiny dark brown hair, ivory skin, and a glowing smile. When I asked Rebecca about school it was hard to understand what she was saying because her speech was so slurred. I could tell she was getting frustrated because I kept turning to her parents for a translation. Her body had been ravaged by this cruel disease. I could see Rebecca was angry. She was angry to have to be so dependent upon her parents at an age when she needed to rebel and carve out her own identity. All her friends were driving, were at college, were dancing at parties. And she was fighting for life. The pain in her parents’ faces was palpable. Pam said to me, “I don’t have bad days. Every day with Rebecca is a good day.” Yes, Rebecca was a gift. And I’m certain Pam treasured every moment with her. And I could see the sadness behind Pam’s smile. Why should such a blessed child have to suffer so?

Rebecca’s father, George, ran a very successful real-estate financing company. He was a self-made man who was used to getting what he wanted. The tragedy was, he had made enough money to give Rebecca anything her heart desired, but this man who was larger than life was helpless to cure his child. There was no cure for A-T. No treatment. A diagnosis of A-T was a certain death sentence. Period. George and Pam’s response to all their feelings of helplessness was to create a foundation to raise money for A-T research. Through their foundation they had already raised millions. Yet there was no cure or treatment in sight.

I couldn’t begin to imagine the torment Rebecca and her parents were living with daily. And the hope. Rebecca was considered something of a miracle in the world of A-T. Most kids with A-T don’t make it out of their teens.

On the day of the fund-raiser there must have been seven hundred people gathered together in support of Rebecca and her family. Every speaker talked about hope for finding a cure. They showed a video about Rebecca. I saw her walking around happily as a toddler and then we all watched scenes of her gradual decline, scenes of her bravery and her struggles for life. We watched her riding her horse with such joy. Then I got up and spoke about Rebecca’s courage and her family’s dedication to finding a cure for this horrible disease. That very week was Rebecca’s twenty-first birthday and Pam asked me to bless her. Rebecca slowly came up on stage all by herself with crutches. There was such determination and joy that shone through her eyes. I closed my eyes, put my hands on her head, and blessed her with a birthday blessing. I prayed for Rebecca’s health, for her strength; I prayed for a cure. I could hear the weeping in the room.

What did I believe? Did I believe in a God who could cure Rebecca? Did I believe God would miraculously undo what nature and genes had done? No. Not exactly. But I wanted to believe it. I remembered listening once to a preacher on the radio who said, “If God says you can catch a whale, then start cracking out the tartar sauce!” I prayed for that kind of faith in God’s supernatural powers and at the same time I prayed for Rebecca’s doctors. I hoped scientists could learn to correct the problem, treat the problem, cure the problem.

A scientist named Dr. Becket then took the stage to receive an award for his incredible breakthroughs in A-T research. He played a movie about his lab and the amazing advances he was making with the help of Rebecca’s family. He said there was a blessing in Rebecca having A-T because her illness had led to the funding of such important research. I gasped when he spoke those words. As far as I was concerned, there was nothing good about Rebecca’s A-T. No blessing in it.

I felt so sorry for Rebecca and her family. And yes, I felt so blessed and relieved that my own children were perfectly healthy.

I came home that day from the fund-raiser and wrapped my arms around both my kids and squeezed them with so much gratitude for all our blessings.

Two years passed. It was July 2001.


tWO


God gave burdens, also shoulders.
YIDDISH PROVERB



MY JOURNEY began innocently enough.

The phone was ringing. It was Friday night, the Sabbath, and our home was full of guests and great food and kids and blessings. My mom was visiting from Boston. Normally I would have ignored the ringing. But without thinking, I got up, my legs walked me into the kitchen, my arm extended, my hand put the receiver against my ear.

“Hello?”

“Rabbi Levy?”

“Yes.”

“This is Dr. Becket.” Yes, the same doctor who had received an award at Rebecca’s fund-raiser. “I have the results of your daughter’s blood test.”

There was an excited bounce in his voice. I was relieved. I just knew it would be negative—Noa’s fine, she’s healthy, she’s … My legs carried me to my bedroom; I closed the door behind me.

“I had a suspicion I was right about her,” I heard the doctor say. “The test took months. Her cells just wouldn’t grow. She’s got A-T. She does.”

That same joyful bounce in his voice. And yet this man had just told me that my daughter, my Noa, my baby, my five-year-old angel with long golden curls and big brown puddle eyes, sitting in the dining room right then in a pink dress with fairy wings she refused to ever take off, had a fatal degenerative disease, the same one that had afflicted Rebecca Smith.

My legs crumbled beneath me. I was sitting on the floor. I started squeaking. Crying.

“Most parents are so grateful when I give them the news,” he said to me.

“Grateful? They’re GRATEFUL?” I hung up. I hung up on my daughter’s doctor.

I couldn’t move. It was Friday night, the Sabbath, I had a home full of guests, a table set with roast chicken, fried onions, roasted potatoes. And so many blessings. My mom was in town. Oy, that woman had already suffered enough. She had watched a man shoot my father. She had watched her love get shot right in front of her. She could still see it in her dreams. Sometimes with her eyes wide open. I was pinned to the floor by a gravitational force so strong I felt like the wood beneath me was about to give way and I would be sucked into the center of hell itself.

I could hear the laughter in the dining room. A Hollywood producer we’d invited, it turned out, grew up just blocks from my home in Brooklyn. He and my mom were engrossed in a conversation about the old neighborhood. The kids were running around the living room with drums and spoons. My husband, Rob, was clearing the dishes. I heard the sink running, a knife scraping against a plate.

I’d been missing for quite some time. I felt sad for Rob. He was whistling and filling the dishwasher. I wished he wouldn’t ever open the bedroom door. Right then he walked in and found me on the floor. He got down on his knees; I must have looked like hell. I shared the news. Now both of us were stuck to the floor. We had a house full of guests. My mom was reminiscing with the Hollywood producer. Noa was running around the living room with her fairy wings. We couldn’t move.

I had no idea how much time passed. My mom walked into our bedroom. She was seventy-eight, with terrible asthma. I was afraid to tell her the news. But how could I keep it from her when she found us both plastered to the floor? I told her in a staccato of gasps and wails. My mom wasn’t getting sucked down into the floor. My mom was so strong. She was standing on her feet. She took my hand and I came unglued from the floor. We were all lying on my bed. She’s a little Jewish bubby, a grandmother, from Poland, but Ruth Levy is tough. She hypnotized me with words of comfort and second opinions. She said, “How can a doctor who calls with bad results during Shabbat dinner possibly know anything?”

Our guests let themselves out. I crawled into bed with Noa, trying to match my breaths to hers; her deep sleep sighs were my lullaby. I could feel the warmth of her little body zipped inside her footsie pj’s. I spent the night tethered to her.

In the morning Noa yawned, stretched, and squealed with excitement to find me curled up next to her in bed. Such a morning person, my Noa.

“Mommy, what are you doing here?”

“I missed you” is the truth that poured out of me with a forced smile.

Adi, my seven-year-old son, came bounding down the ladder of the bunk bed they shared and jumped on us both. That morning he was so eager with anticipation he could barely contain himself. The next day was his birthday. That’s why my mom was in from Boston. We were having a party for him with eighteen of his classmates. I was trying so hard to hold myself together as we were snuggling on Noa’s lower bunk, but I thought I might burst.

I ran to my bedroom, shut the door, and crawled into bed. Rob was already up. He’d been up for hours—scooping dog poop, setting up tables, getting the yard ready for the next day’s festivities. Rob seemed to be handling this so much better than I was. He was moving, I was sinking.

If you had observed the two of us on this one morning, you could already make out the divergent contours of a singular anguish that would overtake two frightened, suffering parents over the next several years. He did, I watched. He achieved, I stared. He worked, paid the bills, cooked dinner every night, and even managed to find time to play tennis and walk the dog; I sat.

I knew this land I was traveling to. I had lived there before, when my father was murdered. Who can forget such a land? I knew every inch of terrain. I knew its latitude and longitude and its most memorable feature: walls. I had walked it, worked in it, and even set sail from it. But there it was again on the horizon all spread out before me. It’s never easy to be a person with two countries. Living here and longing to be there, arriving there and yearning to be here.

Later in the day we phoned Rob’s parents to tell them the news about Noa. Like my mother, they offered encouragement. Rob’s mom, Sari, said with confidence, “There’s nothing wrong with this child.” His dad, Aaron, was equally optimistic. I knew they were shaken, but they were going to help us find the right specialists to see; this must all be some mistake. Rob’s dad was on the board of a hospital in LA. He would help us. It was comforting to hear their pragmatic plans, people to see, actions to take.

Then came the party. I was doing this. I was throwing every ounce of my emptied-out soul into this birthday party. I was laughing, running activity centers in cutoff jeans, a purple Lakers sweatshirt, and bare feet.

Our backyard was transformed into Italy. Twenty energetic kids sucked down pasta. Noa asked me to do the “Oh what a night, what a beautiful night” Disney song with a single strand of pasta between us. My heart was breaking; our lips met in a slimy wet kiss. Then all twenty kids took off their shoes and socks, rolled up their pants, and stomped on wine grapes in a giant red tub.

Watching Noa at the grapes, it was apparent why she’d been through so many tests. There was something wrong. Rob and I were trying not to notice. But she didn’t walk until she was two, and even at five she teetered like a toddler. She was constantly losing her balance, falling down. She was dizzy and woozy, and spoke with a slur. People sometimes stared and pitied us, but we found ways to lie to ourselves.

She looked so beautiful. And naked without her fairy wings, but she didn’t want them to get ruined at the party. It was a fun and original party. Parents came at the end, they hung out with us. One mom took me aside and told me how jealous she was of our lives. Yeah. If she only knew.

Adi was in heaven. His intelligent brown eyes were magnified by his thick round Harry Potter glasses. My son at seven years of age was cute, stubborn, and extremely sensitive. He cried when he saw a homeless mother pushing her baby in a shopping cart and wanted to help. He was extremely tactile, needed lots of hugs, and had a frightening memory.

He knew all the lyrics to West Side Story, his favorite movie those days. (“Dear kindly Judge, Your Honor, my parents treat me rough, with all their marijuana they won’t give me a puff …”) He had a fantastic sense of humor and the most contagious laugh.

Adi was stomping grapes near Noa. He loved and hated his little sister and absolutely refused to see that there was anything the matter with her. People were always treating Noa with great caution and care; Adi was constantly grabbing toys out of her hand and pushing her down.

I loved him for this even more than I already loved him. He was the only person in the world who treated Noa like a regular kid. Noa worshipped him.

Later that night Rob grabbed me tight and made the following oath: “If we get to dodge this bullet, we will never complain again.” I squeezed him close and made a silent promise to myself: “I will fix Noa. I will give her every therapy under the sun, as God is my witness, I will fix her.”


What Happened to You?


tHRee


When it falls, it falls butter side down.
YIDDISH PROVERB



FIXING NOA was a full-time job. There was preschool in the mornings and then Noa and I set off on her therapeutic regimen. Physical therapy, occupational therapy, speech therapy, swimming therapy, equestrian therapy, vision therapy. I wanted to try everything. I was running us both ragged. Everywhere I took Noa, I met mothers like me in waiting rooms. Mothers who were determined to spend every last cent they had and all their time and energy to “fix” their child.

The days slid by. I stopped working, teaching, writing.

In the late afternoons, after all the therapies, I’d pick Adi up from school. I spent my life in the car. One day after school Adi asked me:

“So, Mom, how many years was college?”

“Four.”

“And how many was rabbinical school?”

“Technically, six.”

He did some calculating in his head and then:

“All those years, and now look at you.”

He was referring to my career as a chauffeur.

“Thanks a lot, sweetheart!”

Ouch.

The next day, a cool and sunny Friday morning in November, I got the kids ready for school but didn’t exactly have time to get myself ready. I looked tired and disheveled. I was wearing Rob’s blue sweatshirt with my hair pulled back in one of Noa’s hair clips. After dropping Adi and Noa off at school, I had coffee with another woman rabbi. She’d been trying to set this coffee date with me for some time, but I’d been having trouble returning phone calls. Finally, she pinned me down. Sipping a latte, she blurted out:

“What happened to you?”

“What do you mean?”

“You used to be a rising star.”

OUCH. I was a falling star. I knew what she was referring to. I had been in the first class of women to enter the Conservative rabbinical seminary. I had been the first female Conservative rabbi to head a solo pulpit on the West Coast. I had published a book and was almost done with a second book. And now look at me. I had no ambition. None left. I was so tired. I didn’t know where I ended and Noa began. If her leg hurt, my leg started hurting. If she felt dizzy, I felt dizzy. I had only one ambition: I will fix her, as God is my witness, I will fix her. The rest was a blur.


fOUR


No one knows whose shoe pinches.
YIDDISH PROVERB



TELL ME about the rabbits, George,” I asked Rob as I lay beside him in bed at night. It was a famous line from Steinbeck’s Of Mice and Men. In the book, Lennie, who is mentally disabled, asks his friend George to paint him a picture of how wonderful life will be when their dreams come true. Tell me tales of comfort. I was drowning and Rob seemed to be rising. I wanted him to describe the world as he saw it. The world of hope. Rob refused to believe Noa was sick.

The two of us had completely switched places. When we first married I was working full-time as a congregational rabbi and Rob was freelancing as a journalist out of the house. When Adi was born Rob stayed home and took care of him while I went off to the synagogue each day. He took Adi to the park, shopped, cooked. Now Rob was working full-time at the Los Angeles Jewish Journal and I was … sinking. It’s not that I was sitting idle—I was getting the kids ready for school in the morning, driving carpool, taking Noa to her doctors and therapies, picking up Adi from school, playing with the kids, helping with homework—it’s that I just felt lost, that I had lost my direction, my focus, my calling, my buoyancy.

As I was falling, Rob was moving up the ranks of his paper from freelancer to staff writer to managing editor to editor in chief. In his spare time he was feverishly writing a screenplay. He sold the screenplay. And he still found the time every night to shop and cook dinner for our family.

I couldn’t understand how Rob was so productive when I was so lost. “Tell me about the rabbits, George.” Paint your world for me. I knew there was suffering behind Rob’s success. Others saw a young father finding his stride; they couldn’t see what was chasing him. Rob told me he would be at work and he’d suddenly be seized by fear. Panic about Noa’s condition would grip at his chest and send his heart racing until his whole body was covered in sweat, but he would willfully push it out of his mind. Instead he’d focus on one piece of hope. When the fear threatened to overwhelm him, he’d work even harder to avoid thinking about what was going on. “How do you do that?” I asked. “Denial,” Rob said, “don’t underestimate it.”

I didn’t know how to throw myself into work; I couldn’t concentrate. I was terrible at denial.

As I sat in the waiting rooms, I found comfort in fantasy, in memory, in daydreams.

In the waiting rooms I’d slip into the most vivid daydreams. I was flooded with memories. I’d suddenly come face-to-face with people from my past.


fIVe


If you want your dreams to come true, don’t sleep.
YIDDISH PROVERB



ONE DAY in late October as I was sitting in a waiting room watching my life slip away from me, I flashed on a memory of Bo.

I was a congregational rabbi in Venice, California, for seven years. Venice is one of the world’s homeless capitals. Homeless people would sleep on the synagogue’s porch every night. By morning they’d pack up all their belongings and head off to Venice Beach.

One homeless man was very friendly to me. “Good morning, Rabbi. How are you doing today, Rabbi?” he’d say each day. I could smell the alcohol on his breath. Over time I got to know him.

His name was Bo. His hair was a mess. He was missing his front teeth. His skin was so weathered it was hard to tell how old he was. Bo always smiled and was very polite, and he was always asking me for money. I could never say no to Bo.

One morning Bo approached me, “I have a question, Rabbi.” I was sure Bo was asking me for money. I reached into my pocket, but Bo simply said, “I’d like to study with you.”

“You’d like to study with me? What would you like to study?”

“The Bible,” he sniffed, and scratched himself.

“We’ll see.”

There were a lot of people I was trying to get to study with me, but getting them to carve out an hour for God was like pulling teeth.

Week after week, “Good morning, Rabbi. Let me hold the door for you, Rabbi. Can we study, Rabbi?”

It turned out that my most eager student was Bo.

Finally I said, “I’m going to buy you all the items you need to get clean. If you come to me clean and completely sober, we can study on Thursday mornings at ten.”

I went out to the drugstore and bought toothpaste, a toothbrush, a razor, shaving cream, shampoo, a comb, a bar of soap, a roll of quarters, and laundry detergent.

The next time I saw Bo I handed him a shopping bag full of personal-care items. I reminded him, “Clean clothes, shower, shave, brush—and you have to be sober.”

Bo smiled his toothless smile and ran off.

The next Thursday Bo showed up at the temple. His hair was combed. He was clean. He was wearing a button-down shirt he had gotten at the St. Joseph Center and a pair of gray corduroy pants.

We walked into the temple’s library. Bo sat down on the brown couch, I sat opposite him.

“What would you like to study?”

“The Book of Jonah,” he said.

I took out Bibles and we started reading. Bo was smart. He knew his scripture. Jonah is a book about the Prophet Jonah. God calls out to him to send him on a mission, and he tries to run away from God. He gets on a ship and tries to sail away from God.

Bo was fascinated by Jonah. He wanted to know all about him, what I thought of him.

Week after week Bo showed up clean and sober and we studied and talked. Always about Jonah.

Sometimes Bo didn’t show up. When I’d meet him on the street I could tell he’d been drinking. Then the following week he’d be back in the library with me all animated and excited.

I asked him, “Why are you so interested in Jonah?” He said, “ ’Cause I feel like Jonah.” Then he went into his beautiful analysis. He said, “There are two prophets who get the call and face a storm on the sea: Noah and Jonah. Noah gets the call, he listens, and gets to ride out the storm in an ark. Jonah gets the call, tries to run away from God and sinks, and ends up in the belly of a whale. And Rabbi,” he said to me, “I’m in the whale.”

Bo went on, “I could have had it all: a home, a wife, kids. I could have been a teacher. But I was running away and chasing after other gods. I traded it all in for the drink and the needle.”

I said to Bo, “Do you know where Jonah finally found God? Right in the belly of that whale. It’s time for you to find God, Bo.”

Bo got very excited. He said
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