














Praise for Hope Is a Bright Star


“Alternately wrenching and hopeful . . . The book itself is crafted . . . as an act of love and of healing . . . Wilcox and her daughters’ story is unique and memorable, evoking deep emotion within the reader. Hope Is a Bright Star stands as an often moving account of loss and perseverance. . . . the detailed passages concerning Elizabeth’s diagnosis, treatment, and memory prove raw and moving.”


—The Booklife Prize


“Hope Is a Bright Star is an account of the healing and profound growth that can follow deep loss. Wilcox captures her experience with tight, evocative language and imagery that doesn’t hold back the painful parts but reminds us of how courageous and resilient we can be as she brings us along on her journey toward hope and life. Throughout, we are reminded of the healing power of nature, the merciful insistence of hope, and the lasting power of love.”


—Blyth Lord, founder and executive director of the Courageous Parents Network
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To Olivia and Elizabeth—
I will love you always.

And to my family and community—
Your love and support rescued me.
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Foreword


“May I start by reading a chapter?” Faith asks quietly.


“Of course,” I say gently, knowing that Faith’s writing expresses the core of her grief for her fourteen-year-old daughter who died, and for the painful and challenging journey she’s been on to build a life after being shattered by the loss.


Faith’s tears come in the midst of the reading. She reaches for the tissues and presses on; each word, each line, is a mother’s keening cry. As I open to the heartbroken woman in front of me, tears well up in my eyes. Faith looks up at me, her eyes revealing a bottomless well of grief. For a moment, there is a pure silence between us, beyond words.


I have been privileged to be Faith’s therapist throughout her daughter’s illness and untimely death and during the many years of Faith’s grieving and healing. There is no greater loss for anyone than the loss of a child. It is what all parents fear the most. I have seen Faith confront and ultimately learn how to face this fear and bear the unbearable.


Faith’s book, Hope Is a Bright Star, represents the completion of her healing journey. Not that her heart doesn’t ache every day with the loss of Elizabeth. She knows she will always feel that pain. But she also knows that one must go on. Faith utilizes the telling of her story to make words, meaning, and even beauty out of the nightmare that engulfed her child and her family. Each chapter is a teardrop and a prism. Each chapter is a step toward the light. Each chapter is an act of faith.


Faith has written down her tears to grieve her loss and to share it with you that you might feel connection and compassion for your own losses too. She knows that grieving alone lasts forever, and grieving together heals. Thank you, Faith, for your gift to us all.


—David Treadway, PhD





Preface


One year—365 days to be exact—was like no other in my life or the lives of my daughters. My youngest daughter, Elizabeth, was diagnosed with osteosarcoma, a rare bone cancer that afflicts only one in every 250,000 children each year. Sometimes, I try to imagine what it would look like to have a quarter of a million children stand at the edge of a crevasse, and only one child, my spirited thirteen-year-old daughter, be forced to take the terrifying step over the edge.


Not only did Elizabeth’s diagnosis shock me, but it also forced me to face my domineering then-husband. I gained a sudden strength to move with my daughters to my sister’s home. In time, I was divorced and was able to fulfill a dream and buy a home for my daughters and me.


We were safe at my sister’s and had the support of family and friends. We had the expertise of an army of highly specialized doctors and nurses. And Olivia, eighteen months older than her sister and inseparable from her, was constantly by her bedside. We all tried to save Elizabeth with every resource we could find and every medical procedure the health professionals could administer. Elizabeth held on for one harrowing year, but the pain of her multiplying tumors and the exhaustion brought on by eleven months of nonstop treatments was too much.


For Olivia and me to go on, I had to harness what little strength was left within. I drew upon one whisper of me that remained—an almost extinguished voice that emerged when I began to write. As I confronted the harsh landscape of the traumas of our past, I was not alone. With the unwavering love of my family and friends and the guidance of my wise counselor, over time I slowly crossed the scarred terrain.


This is the story of a family fractured by the life-threatening illness and death of one of its daughters . . . a family held together by a community of relatives and friends . . . a diminished family who survived grief and reclaimed their lives.


[image: Images]


Note: Poems are the original work of the author.





Part 1
“I Never Knew”


I never knew heart-stopping shock before.


I never knew the nauseating, plunging collapse


following grave diagnoses.


I never knew that sleep could flee even after exhaustion sets in.


I never knew how to administer medical procedures.


I never knew the overwhelming responsibility


of trying to keep my children alive, safe, and together.


But even in this darkest of times,


I do know that the love of my family and friends


is carrying me over perilous terrain.


I do know that the doctors, nurses, and social workers are working


beyond all measure to save Elizabeth.


I do know that a reservoir of strength resides within me.


And I vow that I will never cease


comforting, learning, striving


to save my children,


to save our trinity.





Chapter 1


Shock


July 2000


She springs off the starting blocks, dives into the water, and swims rapidly down the racing lane. She’s the anchor of the freestyle relay team, and with her long reach, strong strokes, and powerful kick, she moves into the lead. At the end of the lane, she flips and pushes forward, eager to earn first place for her team. On the return lap, her pace slows. The competitor in the next lane takes the lead. Seconds later, she slaps the wall, finishing in second place. She lifts herself up to sit on the edge of the pool.


I wrap a towel around her. “That was a great race, Elizabeth.”


“Thanks, Mom, but I was running out of breath. Can we go home now? I’m exhausted.”


On the ride home, I remember Elizabeth’s recent annual checkup when she asked her doctor, “My right knee was sore when I played soccer last spring, and it’s not any better now. Do you know why?”


He pressed around her knee and said, “It could be growing pains. A year ago, you were five six, and today you’re five nine. Many kids your age who have growth spurts have similar pains. We can do a follow-up if the pain continues. Is everything else okay?”


“Well, not really. My lungs hurt when I ride my bike and sometimes when I swim.”


Her doctor placed the stethoscope on her back and asked her to take deep breaths. “I’m checking for any fluid in your lungs because that can be painful, but your lungs are clear. I don’t know why they hurt.”


Even though we left with a few unanswered questions, we both felt relieved when the checkup didn’t indicate anything unusual.


Now four weeks later, I’m worried. Elizabeth’s right knee looks swollen, and after seeing her tire out quickly during her swimming race, I decide to get a second opinion.


I bring Elizabeth to a doctor who specializes in orthopedics. He takes an X-ray of her right knee and says that he’ll let us know the results. A few days later I get a call, but to my surprise, instead of hearing the voice of the orthopedic doctor, it’s our pediatrician.


“The X-ray revealed a shadow around Elizabeth’s right knee,” he says with urgency. “She needs to have an MRI and be seen by an orthopedic doctor tomorrow. I’ll make the appointments, and this afternoon you’ll get a call from my office with details.”


I don’t have a chance to ask any questions.


I’m confused. Why did our pediatrician call me, not the orthopedic doctor, and what does “a shadow around her knee” mean? My stomach churns. Something’s wrong.


Elizabeth walks into the kitchen and asks, “Mommy, was that the doctor? What did he say?”


I quickly gather my composure and respond, “The X-ray showed something unusual, and you’re going to have an MRI tomorrow. Later, we’ll meet with a different orthopedic doctor at the hospital, and after he sees the images, he can tell us more.”


She asks, “What else did he tell you?”


“Nothing more except we’ll know when and where to go for your MRI before the end of the afternoon.”


When Elizabeth goes upstairs to tell Olivia, I go downstairs to my husband Neville’s studio. He’s concentrating on repairing a camera lens. When I tell him the news, he brushes it off and says, “It’s probably nothing.”


“Will you go to the hospital with us tomorrow?”


“If you want me to.”


The next day, Elizabeth winces as the medical technicians position her leg for the MRI. Before the procedure begins, she gives me a radiant smile to reassure me.


Neville and I are in the waiting room. I’m anxious; he looks oddly unconcerned. An hour later, Elizabeth walks out of the exam room on crutches, her right knee hurting after being in the same position for so long. As instructed, we go to the next appointment. The placard next to the door reads, DR. HERBERT, ORTHOPEDIC ONCOLOGY. In shock, I look at my husband and quickly shuffle Elizabeth into the office so she can’t see this sign. She picks up a fashion magazine, and I listen to the conversations around me. One woman, whose leg has been amputated at the knee, leans toward the person next to her and says, “I’ve talked to you before. Are you feeling better?”


“Yes, my headaches are almost gone after my neck surgery.”


My heart is racing; my husband’s expression is blank. Does he realize the implications of our being in an oncology office?


Dr. Herbert is in his midseventies and has a gentlemanly manner. He asks a resident to examine Elizabeth, and when he presses hard on her knee, she screams. Dr. Herbert is furious and asks the resident to leave. The doctor apologizes and very gently examines her knee. Finally, he tells us that there is a growth in the area. He wants her to have some blood drawn and a CT scan this evening. She slumps forward, shaking. Dr. Herbert suggests she use a wheelchair to get to the lab and to the room for the CT scan.


As I push her in the wheelchair, I say, “Elizabeth, I know these appointments are scary and all you want to do is to go home now. But we need to find out more about your knee. You’re being so brave. We’ll be with you the whole time.” I bend down and kiss the top of her head, inwardly reeling with the enormity of what is unfolding.


When the nurse wheels Elizabeth to have her blood drawn, I call my mother and my father, a retired internist. “We are at the hospital, and the doctors just told us that Elizabeth has a growth near her knee. It could be cancer. She has to have a CT scan, but it can’t be done until seven o’clock. She’s exhausted and hurting. I need to go now, but I’ll call you again when I know more. I just can’t believe this!”


I also call the friend with whom Olivia is spending the day to ask if she can take her home because we won’t get there until nine o’clock. She agrees.


Neville has gone into another room to call a friend. He looks troubled and gives me the silent treatment. I know he’s not pleased that I called my parents because he’s had a long-standing aversion to them. I’ve been unsuccessful over the years in repairing the antagonistic relationship between them.


It’s dark outside now, and I feel suspended in time. Silently I wonder, Oh, my baby, my baby, what is going on? Elizabeth sits by my side and leans into me as we wait for the next appointment.


The CT scan is finished by eight, and then we all drive home. Neville is silent. Elizabeth is exhausted and in pain. I talk quietly and gently with her. Olivia runs to the car when we get home. She and I help Elizabeth out of the back seat, and she uses the hospital crutches to slowly walk down the path and up the few stairs into our house. Once she is settled in bed, Olivia sits by her sister’s side. I can hear them talking quietly as I lie sleeplessly in mine.


The following morning, Dr. Herbert calls. “I’m so sorry to tell you that Elizabeth does have cancer, but we don’t yet know if it’s Ewing’s sarcoma or osteosarcoma.”


“What is the difference?” I ask.


“With Ewing’s sarcoma, cancerous tumors grow in bones or in the soft tissue around bones. And while serious, it has a more successful outcome with treatment. With osteosarcoma, cancerous tumors grow in the wide ends of long bones like the femur or humerus. That disease is tenacious and harder to treat.”


I ask what will happen next, and Dr. Herbert explains the upcoming procedure. After I put the phone down, Olivia and Elizabeth immediately ask, “What did the doctor say? Tell us the truth, Mommy.” Ever since they were very young, I’ve taught them the importance of telling the truth, and I do so now.


I look at Elizabeth and say, “You have a type of sarcoma cancer, but they don’t know which kind yet.”


“Will I have chemotherapy? Will I have surgery? What’s next, Mommy?”


“Dr. Herbert has set up one more test so they can determine which type of cancer you have. They’ve scheduled a procedure for Friday morning, when they’ll remove a piece of bone from your femur. Then several days later, they’ll tell us which sarcoma you have.”


I tightly hug my stunned daughters.


In a daze, I walk downstairs to tell Neville, who is in his photography studio. Olivia follows me. I tell him the horrifying news. His face turns dull gray, and he remains speechless as we talk to him. He makes no attempt to get up and comfort Olivia or me. Then it hits me—I’ll have to be the one to carry my family through this crisis.





Chapter 2


Ten Percent


August 25, 2000


Our phones are in constant use over the next few days. Elizabeth calls her friends; Olivia calls hers. The parents of their friends call me. I call my sisters, my parents, and Neville’s mother. We are all stunned with this new reality. Friends visit our home and bring gifts; parents bring over meals. Despite all of the hugs and expressions of support, it’s too much activity for Elizabeth. She’s exhausted.


When I tell my friend Lisa about Elizabeth’s diagnosis, she says without hesitation, “I’ll be there with you, Olivia, and Elizabeth when the procedure happens.”


The day before the test Neville asks me, “Do I need to go?”


I hesitate and then say, “No,” thinking to myself that if he doesn’t want to be there with his daughters and me, if he doesn’t understand his family’s need for his support, then I don’t want him there.


When my sister Susie hears that I’m driving us to the hospital, she says, “I’ll drive you to the hospital, stay with all three of you until the end of the day, and bring you back home.” I don’t find out until later that, because I’m in a state of shock, Susie doesn’t think it’s safe for me to drive.


As we enter the hospital, Olivia pushes her sister’s wheelchair into the busy lobby. Lisa, Susie, and Susie’s thirteen-year-old daughter, Robin, are by my side.


First, we meet with Dr. Herbert. He leans toward Elizabeth and asks how she feels; then he clearly explains the upcoming procedure in simple terms.


A nurse helps Elizabeth slide onto a stretcher. Olivia and I walk beside her to the room where she will receive conscious sedation, a type of anesthesia. Dr. Herbert and a young resident wheel Elizabeth into an operating room. She smiles at Olivia and me as if to say, “I know it’s going to be okay.”


Lisa leaves to do an errand, and Olivia, Susie, Robin, and I take a pedestrian bridge over Storrow Drive to sit under a tree along the edge of the Charles River. It’s a hot day, and Robin and Olivia have brought their Rollerblades to skate on the path along the Esplanade. As I watch people riding their bikes, jogging, and walking by, it strikes me that I’m living in two realities. Along the river, people are enjoying a summer day while, just over the bridge, my youngest is undergoing a procedure to identify her life-threatening illness. After a few minutes of silence, I turn to Susie and ask, “If we have to come back to the hospital next week, can you bring us, please?”


Susie replies, “I’ll be there for you every day for the rest of my life.”


After an hour and a half, we all walk back to the hospital, where Lisa joins us. We go to the recovery room to see Elizabeth. She tells us that the procedure was “not bad—really.” The resident avoids my eyes. And then I know. I know before they tell us the type of cancer Elizabeth has; it’s osteosarcoma.


I am hurtling into a world from which I want to flee. I want to grab Elizabeth and run away with her, run to a place where children are healthy, run to a place with no pain or suffering. Elizabeth’s voice pulls me back. “Mommy, you know they can give me an artificial knee like they gave Nana. I’ll be okay.”


Unable to speak, I squeeze her hand.


Dr. Herbert and Dr. Kin, a pediatric oncologist whom we’re meeting for the first time, ask us all to go into a room where we can talk. They tell us that they do not need to wait for the results of the biopsy; Elizabeth does have osteosarcoma. Stunned, none of us speaks for quite a while. Then I ask, “Can you tell us what this means?”


Dr. Kin replies, “Elizabeth will need at least ten months of treatments, beginning with intensive chemotherapy, possibly surgery and radiation. In fact, as this disease is so tenacious, the treatments might last for as long as one year.”


Elizabeth asks, “What kind of surgery?”


Dr. Herbert answers, “We would replace your femur.”


It’s hard for me to hear the rest of what is said. I lean against the wall for support, and my heart pounds so hard that I begin to shake. Everyone looks shocked, our eyes filling with tears. I wish they had not told us so bluntly, in front of three young children.


Elizabeth sits up and looks deeply into my eyes. I hold her hand. Then she turns to the doctors and asks, “What is my chance of survival?”


“About ten percent.”





Chapter 3


Looking Back


Mid-1980s


As the news about Elizabeth’s illness spreads, my closest friends and sisters call each other frequently and brainstorm about how they can provide support to Elizabeth, Olivia, and me. From the very beginning, I know that this band of caring and strong women will help me and my daughters through every trial that lies ahead.


Lisa has always been there for me. She was my closest friend in high school, and after we graduated from college, we both lived in Boston, where our friendship grew even stronger. During this time, I was married, and two years later I was pregnant with my first child. One night, when Lisa was having dinner at our Beacon Hill apartment, I mentioned that I wanted to go to childbirth classes. My husband looked away and showed no interest in participating. A moment later Lisa said, “I’ll go with you. I’d like to!”


So, once a week, we climbed into her VW Jetta, drove to Brookline, and attended classes at a local hospital. At one of our last classes, the teacher asked me, “Who will be your birthing coach?” I didn’t know what to say.


Lisa piped up, “I will be.”


Within one week, I called Lisa and said, “It’s time.” I vividly remember gripping Lisa’s hand during the fiercest contractions, and Lisa coaching me about when to breathe. Neville lay on a stretcher behind a curtain, saying that he had a bad case of indigestion. Thirteen hours of labor later, I gave birth to Olivia.


I had been nervous about Neville’s reaction, but he beamed when he held his firstborn child. I asked Lisa to be her godmother.


During the years that followed, Lisa and I shared many days together with Olivia and Elizabeth, who was born eighteen months after her sister. Lisa came to my children’s birthday parties, drove us into the country to her uncle’s farm to show my girls domestic animals, and included us in Sunday dinners at her grandmother’s house.


I had solo times with Lisa too. She was the only one I shared my feelings with about being married to an angry man who always put me down. As the years passed, my girls felt his domineering ways too, and little by little they withdrew from him, which only made him more demanding and unreasonable.





Chapter 4


Reeling


September 2000


“You have to wear this suit if you want to go with your daughter into the operating room.”
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“A strong, poignant addition to the genre; best for fellow travelers.”
—KIRKUS REVIEWS
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