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Foreword

Joanna Bull


To read Gilda’s Disease is to be lucky enough to walk into a new room and be introduced to a rare collection of people you’d never ordinarily meet. What’s unusual about these people is that they all want you to learn everything useful that you could possibly want to know about ovarian cancer. If you’re dealing with ovarian cancer now or have it in your family, these are true friends.


Gilda herself will tell you directly about some of her experiences, many of which you may recognize as your own. Thanks to her generosity and openness, you might be able to learn from her “surprises” and avoid some of them yourself. While you’re reading Gilda’s Disease, here’s hoping that something of Gilda’s endless supply of humor in the face of the unknown will rub off on you. She had plenty to share, and it never left her. You’ll also learn from her courage, but you probably already have a store of that, or you wouldn’t be reading this book.


Dr. Steve Piver will introduce himself to you and provide easy, friendly access to medical information and advice about the particulars of ovarian cancer. He will shed light on the complexities of this disease (Did you know that there are thirty kinds of ovarian cancer?) so that you won’t feel in the dark anymore about its salient features, the ones that matter to you. Causes and prevention, symptoms and the difficulties of diagnosis, staging and treatment options, including “alternatives,” are all beamed in on by one of the most comprehensive minds in the field of ovarian cancer. All this, and he’s the kind of doctor who personally comes to the telephone, if he can, when you call.


Gene Wilder is here, sharing the too common saga of Mr. and Mrs. Gene Wilder’s search for an explanation of Gilda’s symptoms, a search that finally led to ovarian cancer—which had, tragically, been there all along. Gene Wilder’s oversized heart is so constituted that he must always search further, for the meaning that’s hidden in confusion. He found it in “Gilda’s great gift” to him and to us. Gene’s advice for husbands and significant others can be extended to all human beings who are reminded through illness that we are mortal and it is that very fact that gives each minute of our living its preciousness.


Finally, you’ll meet a number of women who have written Dr. Piver and Gene Wilder, women who wanted to share their stories and say thanks for putting the word out about ovarian cancer. Courage has been defined as proceeding with confidence even when you’re really scared and don’t know at all where you’ll actually wind up. These women have such courage in abundance. Their confidence comes from knowledge, information, thoughtful action, a sense of partnership with their health care teams, and hope. Why not hope? Statistics exist, but you’re so much more than a statistic. When you don’t know the outcome of something, all endings are possible. That’s a kind of freedom.


There are a few people missing from this room; you’ll find them at Gilda’s Club, now open in New York City with branches in development throughout the nation. Gilda’s Disease looks at ovarian cancer from all perspectives save that of its missing piece—and that of all cancers: emotional and social support when facing this illness. It’s to Steve Piver’s eternal credit that by inviting you to meet Gilda’s Club in this foreword he is reminding you that such support is an essential ingredient in the total treatment picture. (Gilda’s Club, co-founded by Gene Wilder and myself and countless generous friends, is without charge, which makes Steve’s generosity in sharing revenues from this book especially appreciated. This is one good guy.)


Gilda once said that having cancer gave her membership in an elite club that she’d rather not belong to. In Gilda’s honor, we invite you to come on by the clubhouse, whatever your type of cancer, whether family or friends, adults or kids. Get the best medical care you can find, and then “join the club”—set up a structured program for living with cancer that has goals as clear as those of chemotherapy or radiation or surgery. At Gilda’s Club, you’ll learn how from the “experts” who’ve been there and are going through it with you. We’re open in New York and will soon be operating in Detroit, Michigan, and south Florida. North Coast, Ohio; Nashville, Tennessee; Toronto, Ontario; Seattle, Washington; Boise, Idaho; and Burlington, Vermont, have all given permission to start raising funds for clubhouses in their areas.


Back to our room. Walk into it with confidence. Learn. Expand your resources. Enjoy your new friends. Eat a strawberry, even though the tigers may be snarling. It tastes so sweet right now.








Introduction

M. Steven Piver, M.D


I’m not sure whether other authors, like me, write their introductions last. Conventional form notwithstanding, I’m particularly pleased that I followed this formula because, after reading a draft of the book, my daughter Debra wrote that it would help women and their families feel less scared, less alone, when faced with ovarian cancer.


Gilda’s Disease is about more than comedienne Gilda Radner’s unsuccessful battle with ovarian cancer.


In a sense, this book is about love. About people who knew and loved Gilda and thousands upon thousands of people who never knew her, but also loved her. It is about trying (with the emphasis on trying) to make what is known about ovarian cancer accessible to a wider audience. It is clear to me that everyone, both those who knew her and those, like me, who never met her but thought they knew her, believed that Gilda was so accessible, so easy to approach. So much so that we all felt that we knew her intimately.


This book is also about communication. I learned about Gilda’s deep belief in the power of communication in her autobiography, It’s Always Something. In it she wrote: “If indeed God created the world and left us on our own to work things out, then getting together with other people to communicate is what we should be doing.”


Back to the beginning. Gilda Radner died of ovarian cancer on May 20, 1989. Ten days later, Sally Squires, a reporter for the Washington Post, wrote an article titled “Fighting Ovarian Cancer—Doctors Don’t Know Who’s at Risk, or Why?” She stated:



Genetics could also play a role in a very small number of cases. At Roswell Park Cancer Institute in Buffalo, M. Steven Piver has collected a national Registry of 200 ovarian cancer families where the disease reappears in each generation. Piver said that the risk of developing ovarian cancer is one in 70 or about 1.4 percent for the average American woman, but if two or more first-degree relatives have it, you have a 50 percent chance of developing ovarian cancer and that for this reason, doctors now recommend that women with a family history of ovarian cancer have their ovaries prophylactically removed at age 35.




For the first time ever, ovarian cancer had come out of the closet because of who Gilda Radner was and what she meant to so many people. Apparently, the days of no newspaper or magazine articles or television specials on ovarian cancer were over.


Seven weeks later, July 25, 1989, Larry Altman, a medical writer for the New York Times, wrote an article titled “Research Links Diet and Infertility Factors to Ovarian Cancer.” Actor Gene Wilder, Gilda’s husband, read the article and wrote Altman to ask why he hadn’t mentioned anything about the blood test CA125 (see pp. 70, 73) in diagnosing ovarian cancer and the family link to the disease. Larry Altman suggested that Gene may want “to speak to Steven Piver in Buffalo, New York.”


Gene called. And ever since that telephone call brought together the actor from Milwaukee, with his unanswered questions on ovarian cancer, and the cancer surgeon from Buffalo, we have combined our efforts to communicate some of what is known on ovarian cancer to the general public. Gene made a television public service announcement tided “Please Don’t Be Afraid, Just Do It” and the Registry set up a 1-800-OVARIAN hotline. Literally tens of thousands of telephone calls (27,000 the first month) were received from people around the country asking questions about ovarian cancer.


Now, seven years later, it seemed the right time to provide in written form the known answers to many of these questions. I asked Gene to join me in writing this book, to write what he has learned that might help others who are now in the position that he once was, and to read every word to make certain that it was not too scary, but accessible and informative. The wonders of the fax machine made this not only doable, but rewarding for both of us. After seeing the first drafts with their many tables and figures (that’s how doctors write), Gene replied, “I urge you to put them in an appendix.” Most of the tables and figures now comfortably reside in the appendix at the end of the book.


This book is also about sharing. It’s one thing to hear people say how funny Gilda was, but quite another to read what they wrote about her after she died. The Registry received hundreds of letters. Most were addressed to Gene Wilder in care of the Registry. They were from people who loved Gilda but were so saddened by her death that they wanted a vehicle to express their love. The Registry was the only address they knew. Having read all of these before sending them to Gene, I wanted to share them. Gene agreed. The letter from E. A. S. says it all.



Dear Mr. Wilder:


When I first heard of her cancer, I was deeply troubled and struck with great anguish as I thought—Why Gilda? This woman who has given so much through her acting, for so many years—and now—struck with one of the most devastating diseases on earth—she is fighting for her life. Like you, I thought her strength, will and determination would pull her through.


I share your anger and frustration, Gene, but in a different way. Just as you are trying to make a difference for the Gildas out there who still have a chance, I, too, will continue to try to make a difference for Gildas and Genes out there who are together facing the inevitable ultimate surrender.


Gilda’s memory will always be with me and she will continue to reach out from the screen and touch me with that unique and rare essence that only the cherished Gilda Radner had.




Beginning with chapter 2, each chapter starts with one of these letters.


This book is also about a book. In It’s Always Something, Gilda Radner told us exacdy what she was going through mentally and physically during her illness. Passages from her autobiography are used here to put in perspective some of the subjects discussed.


Finally, this book is about the importance of family and friends and support groups in helping a woman in her batde with ovarian cancer. Gilda knew this better than anyone.


“Gene came every day and sneaked Sparkle [their Yorkshire terrier] in with him. He said that if anybody was going to stop him, he would say he bought her in the gift shop and she ran on batteries. So I got to see my Sparkle.


“Gene would go shopping in Beverly Hills and bring me beautiful things in boxes like you would see in the old movies, with big bows on them that you could take off with one pull—like Tiffany’s. I’d just pull the string and the bow would come open and in the box would be a new nightgown or a new robe. It was joyful every time he appeared in the doorway bringing gifts and messages from the outside world. Gene became funnier than I have ever seen him. He is very funny in the movies but he’s not that funny in real life. He’s shy. He’s a comic actor as opposed to a comedian. I think I am a comedienne—a performer, an entertainer, where he is an actor. But he became very funny, telling stories around my bed, assisting the nurses like Dr. Frankenstein, holding a flashlight for intricate procedures and shaking it on purpose like he was nervous.


“I became mischievous myself. I liked walking as fast as I could while Gene was pushing my IV stand, so he couldn’t keep up with me. That would make me laugh so hard. It was dumb stuff, but it would make me laugh that I could walk faster than he could push my IV bottle. The nurse couian’t keep up with me either. The truth was, they were putting me on. Anyone could have gone faster than me. But I was just like a child. I felt like Eloise, the fictional little girl in the Plaza Hotel In New York. Gene would have his dinner in the hospital with me every night. I didn’t eat for a month, but after he ate he’d lie in bed with me and we’d talk or watch TV. I would cry as easily as I’d laugh.” (It’s Always Something, pp. 79-80)


Gilda’s first and main support group person was Joanna Bull:


“Late one afternoon, not quite two weeks after my surgery, I had my first appointment with Joanna Bull. Joanna was in her late forties. Her face was round and open and her blond hair was cut in a Buster Brown style. It was as though an angel had walked into my hospital room, an angel filled with life. I never saw anybody like her; I never saw anybody with so much spirit. She flew into the room, plopped herself fearlessly at the foot of my bed and put her arms on my legs so that there was a physical contact between us. She talked to me about cancer. She was a psychotherapist who worked at a place called The Wellness Community, where she was assistant director. She counseled cancer patients all the time, and she was just sparkly. I remember her sparkling eyes. We talked about cancer, specifically about my feelings about it. I told her that I thought this ordeal was a school I was going through, that I was meant to teach and help others. She said it was more important to see this as an ‘exquisite’ time to take care of myself and heal my own body. …


“Joanna said to me that in a way it didn’t matter what happened because I had learned to live with cancer. I had learned that life goes on and you can still feel well and accomplish things, and that I really had nothing to be scared of because I knew, even with cancer, life would go on anyway. It was true. In the last six months my life hadn’t stopped. I certainly had days when I didn’t feel well, but I also had as many days of joy when I accomplished things—met with old friends, made new friends, rediscovered sex and life with my husband, began writing my book, started managing my home and career again. It wasn’t easy. It required a lot of inner strength, and a lot of support. I had to use my imagination to get through it. The most important thing was what I learned from Joanna, not to let my life stop while I was battling cancer. Lots happened that was fun and wonderful while I was in treatment. I laughed and saw movies and read. My life didn’t stop. If I had to go through chemotherapy again, I would, because it’s an investment in the future. I invested ten days of yuck to get ten good days and then to get forty, fifty, or sixty years of life. That was what I wanted.


“If there were more cancer, I could handle it, but boy, would I be pissed off.” (It’s Always Something, pp. 80-81, 181-82)


It is our hope that this portrait of Gilda’s courage and Gene’s dedication, along with the facts presented on ovarian cancer, will help other Gildas and Genes face this disease with the same determination, but with less fear and with the knowledge that they are not alone.


All royalties from this book will benefit two organizations formed in Gilda’s honor and memory. Gilda’s Club (soon to be clubs) is a free, nonresidential social support community for people with cancer, their families, and friends in New York City. The Gilda Radner Familial Ovarian Cancer Registry in Buffalo, New York, tracks women with a strong family history of ovarian cancer and advises family members of their risk for developing the disease and methods of prevention. We think that Gilda would be happy with these two choices.








Chapter 1

Gilda Radner: A Personal Perspective

Gene Wilder

It’s difficult to say exactly, but I think it started for Gilda during Haunted Honeymoon, the movie we were filming in London in September of 1985, just one year after we were married. Gilda thought she was getting the flu, but it never came. No temperature, just the “feeling,” which would come and go during the next month. We didn’t think of it as anything extraordinary, considering that she had had a miscarriage the month before and that it was now almost the end of autumn. England was very cold and damp that November. When our work was finished we flew happily to the sun in California.

As we were driving on our way to play tennis, on the first Sunday of January 1986, Gilda suddenly felt a wave of tiredness come over her, “like fog rolling in,” she said. It lasted forty-five minutes; then she felt fine again. But she was curious.

The next day she saw a specialist in internal medicine who did a complete blood workup. “For whatever it’s worth, you have something called Epstein-Barr virus. I don’t even know if there is such a thing, but you’ve got it. Whatever it is, it’s not life-threatening, so go about your business and it’ll go away.”

The next few weeks she ran a low-grade fever. The internist said to take aspirin or Tylenol; it helped a little.

In February she felt fine for about ten days, and then—around her menstrual cycle—the severe fatigue came back. And just when she thought a pattern was developing, it would change. At one point she stayed in bed for three days. It was starting to scare her. She saw the doctor again and he said that, in his opinion, it was emotional: because she had had the miscarriage six months earlier she was probably undergoing a depression now … “but nothing life-threatening!”

In March we left California and went to Gilda’s home in Connecticut. The “fog” rolled in again.

In April she had pelvic cramping, so she made an appointment with a Connecticut gynecologist who did a blood test: “Absolutely nothing wrong.” She sighed in relief.

In June we went to Paris. I took her to my favorite bistro and, knowing how she loved food, I was waiting for the look of ecstasy as the ‘Liver with Raisins’ was served. She barely ate. Walking towards the rue de Rivoli to find a taxi, she suddenly sat down on the curb, doubled over in pain as she held her stomach.

We went back to Connecticut, hoping … maybe all the travel, the time change, the altitudes…? Her clothes started to feel tight. Things just didn’t fit anymore. She had to leave the little button at the top of her pants unbuttoned. She thought it was gas.

She went to a gastroenterologist in New York who said, after an examination, ‘You’re a very talented, very high-strung young woman. You’ve got to relax!” He told her to stop taking the vitamin C that she was taking in large doses (her own idea). He believed that the vitamin C might be causing all the pains in her stomach. It sounded logical and we were both relieved.

In August, she began to have shooting pains down her thighs. They would come and go. She went to New York for a sonogram. It showed some congestion, the ovaries weren’t quite where they were supposed to be, but no sign of tumor, no sign of obstruction. She had a lower GI; all the pictures were normal… but she couldn’t keep her legs still. She said that if she didn’t keep moving her legs she would pull her hair out. Then she started getting thinner, although she didn’t have any perceivable lack of appetite.
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