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Praise for Two Weeks of Life


“This book offers a sizable lesson about journalism.”

—American Journalism Review

 



“Fascinating reading.”

—Rocky Mountain News


 



“Clift’s situation with her husband is an intensely personal one, and readers will feel for the couple as they learn of his diagnosis and their attempts to find extraordinary treatments to cure the cancer that originated in his kidney and then spread to his brain.” —Booklist


 



“Eleanor Clift has a professional and personal interest in the great debate on the complicated and heart-wrenching issues of life and death. Two Weeks of Life shows us that such things are not as simple as some believe.”

—Cal Thomas, syndicated columnist/Fox News contributor

 



“As someone who has cared for a dying spouse, I found Eleanor Clift’s story of her last days with her beloved Tom moving and enriching—and her account of poor Terri Schiavo’s demise, perfectly horrifying. This book will enlighten all who read it—hopefully, including our national leaders— about the difference between ‘good death’ and ‘bad death.’”

—Morton M. Kondracke, author of Saving Milly: Love, Politics and Parkinson’s Disease


“Eleanor Clift has written a remarkable book about the . . . story that gripped the nation and made it deal with the profound questions of life and death. It’s a great book.”

—Helen Thomas, Hearst Newspapers columnist

 



“Two Weeks of Life helps us think deeply about the end of life decisions that the successes of modern medicine have thrust upon us: how and how long to survive under the most dire conditions.”

—John Danforth, former United States senator from Missouri
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TO THE A-TEAM  




Preface

WHEN MY HUSBAND PASSED AWAY after a long and courageous battle with cancer, I wrote a tribute to him that Newsweek published on its Web site. It was titled “Dying with Courage,” and it reflected on his struggle and mine.

At the same time that hospice workers were helping me care for Tom as he lay dying in a hospital bed in our living room, I was called upon as a journalist to comment on the controversy over the fate of a brain-damaged woman in a Florida hospice. Two Weeks of Life is the book that emerged out of these parallel experiences. It is written in diary form and recounts the events of the final weeks of two lives, one ending in a quiet death at home, the other drawing the U.S. Congress and President Bush into an unprecedented display of government intervention. Terri Schiavo had been in a vegetative state for fifteen years, and her husband wanted to remove her feeding tube and let her die. Her parents objected. When the Florida courts upheld Michael Schiavo’s request, the ensuing uproar gripped the nation in a cable-news orgy of media excess. Politicians rushed in to exploit the divisions in American society over end-of-life decisions, and Americans were forced, many for the first time, to confront the kind of death they might want for themselves or their loved ones. The questions are profound as medical decisions intersect with moral and ethical considerations.  Who decides when to pull the plug? Is receiving food and water an inalienable right, or a medical treatment? When a life is judged not worth living, what are the implications for people with disabilities? My husband died peaceably at home. I didn’t have to wrestle with these questions. I knew what Tom wanted, and this book is a love story as much as it is a journey to life’s end.

We were supposed to grow old together. I was ambivalent at first about pairing these two very different deaths, but once my journalistic juices kicked in, I got comfortable with the idea. It was a way to order my thoughts and come to terms with how my life had been radically altered. I also knew Tom would approve. He was very public about his disease. As a journalist in the Washington Bureau of the Cleveland Plain Dealer, he had written a dozen columns over five years, beginning with his initial diagnosis of kidney cancer and continuing throughout the onset of metastatic disease, which he compared to being on the ninetieth floor of the World Trade Center. He didn’t know if he would get out alive, but he was sure going to try. And try he did, until there were no more draconian treatments and it was time for hospice care. Not much changed in Tom’s condition during these last two weeks, and I tell the story of our life together through flashbacks, with the goal of showing how Tom’s intellect and will shaped his approach to death. They say write what you know, and I know this because I lived it.

This is not a political book, or at least it shouldn’t have been. It is a story about dying in America and the choices we make. Like it or not, it’s something we all have to deal with for ourselves, and for our loved ones. This is a memoir of that time in my life and the discoveries I made. To the  extent I did things right, it was because I cared about Tom and listened to him, and he was able to maintain his dignity and control to the extent his illness let him right up to the end. Terri Schiavo didn’t have the luxury of knowing what awaited her, and her wishes had to be deciphered through exhaustive court proceedings in which one side accused the other of murdering an innocent human being, while the other proclaimed that the rights of an individual were being trampled. Part of this memoir is my reporting about the high-decibel, often hysterical debate that reached its crescendo during these two weeks along with the players responsible for propelling Terri Schiavo onto the national agenda. I’m a journalist by training and instinct. That reporting is the vehicle for my journey to make sense of the physical, ethical and moral issues legitimately raised by both sides in the debate.

The overwhelming majority of Americans do not think government should get involved in personal end-of-life decisions. Former Republican senator John Danforth, an ordained Episcopal priest, is one of a growing number of Republicans who worries that his party is blurring the separation of church and state on which the country was founded. He calls his party’s interference in the Schiavo case “unprincipled, just a cave in to these religious groups.” The controversy is about more than end-of-life issues, he says; it’s also about what he calls “edges of life” issues like stem cell research, which the Republican-led legislature in his home state of Missouri is trying to ban. In the Senate, Danforth cosponsored the Patient Self-Determination Act, which requires hospitals and health-care institutions to advise people of their right to refuse medical treatment, and  to ask them if they have an advance directive that spells out their wishes in the event of a medical crisis. It was totally uncontroversial when it passed in the early 1990s, which Danforth suspects would not be the case today. Yet despite all the publicity around Schiavo, according to the Washington Post, only about a quarter of adults have put their wishes in writing, and fewer than half of adults over the age of fifty have a durable power of attorney, meaning they have authorized someone else to make decisions for them should they become unable. Iowa senator Tom Harkin, who joined with Republicans in the legislative effort to prolong Schiavo’s life, now calls it “a terrible blot on the Senate.” Brought into the fight by disability groups, Harkin was bothered enough by the outcome that he assigned two of his legal aides to see if they could find a legislative vehicle that would address a situation like Terri’s, where a person is profoundly disabled and their wishes are not clear. After a year, he gave up, concluding government should stay out and settling for language in an appropriations bill for the Health and Human Services Department to promote awareness of advance directives.

Government can’t do this for us, and when it tries, the politicians pay a price. Democratic strategist James Carville, forecasting the political turnover on Capitol Hill that would occur in November ’06, called the stampede into the Schiavo case “the first chapter in the undoing of the Republican majority.”

Hospice played a central role in the last four months of Tom’s life, making possible the closest thing to what I imagine is a good death when death is inevitable and imminent.

By telling his story and mine, I hope to get people thinking in a more open and thoughtful way about dying. This book is not a downer; far from it. Tom’s sense of humor and perspective about his illness carry the narrative, and one of the people I spent time with while writing the book was legendary humorist Art Buchwald, who had checked into a hospice expecting to die. When he didn’t, he turned his stay into an extended Paris-style salon where he joked about death along with everything else. It was liberating for him, and for his visitors. Lifting the curtain on death lessens the mystery and the fear. Death is part of life, and worthy of the same honesty and humor we accord all milestones.
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 THURSDAY, MARCH 17, 2005

 Who Decides?


 



 



The uncertainty we all live with is not that we will die—that is a
 given—but when and how.


—Tom Brazaitis in a January 2001 column

 




MY HUSBAND AND LIFE PARTNER of more than twenty years is lying in a hospital bed in our living room. He is in the final weeks of his life after a long and courageous battle against cancer. Sunlight streams through the picture windows, and the television is tuned to Turner Classic Movies. Tom especially likes the musicals. The room does not beckon death, but I know it is coming. We’ve been enrolled in hospice since shortly after Thanksgiving when the oncologist suggested Tom “take a break” from chemotherapy and regain his strength with home care. The doctor presented the choice before us in such glowing terms that Tom at first thought it was good news. It was only when he saw me crying that he realized the recommendation to enter into the healing community of a home hospice was not another stop on the road to recovery.

I didn’t know much about hospice, but I knew enough to understand admission was equivalent to a death sentence that Tom had six months or less to live. Going into hospice meant giving up on further treatment and accepting what is known as palliative care, a fancy term for comfort care, which is principally pain relief for a patient like Tom with Stage 4 cancer that had spread to his bones and brain. After living with cancer and keeping its worst effects at bay for more than four years, I knew that what Tom called the “End Game” was finally upon us. Hospice is the last stop, where you go to die, and I hated the thought of it. But I came to learn that for the terminally ill, and those who love and care for them, it can also mean a more peaceful ushering in of the inevitable. The fight is over, and there’s an acceptance that is liberating.

 



 



AS TOM LIES DYING QUIETLY at home, another kind of death is playing out on the national stage, one that will have implications far beyond anyone’s imaginings, when a young woman named Terri Schiavo collapsed at home early on the morning of February 25, 1990. Her husband, finding her on the floor in the hallway unconscious and gasping for air, called 911. He also roused Terri’s father, Bob Schindler, who called his son, Bobby, Terri’s younger brother. “Get over to your sister’s—something’s wrong,” he said. Bobby lived maybe a quarter mile away, and he threw on his clothes and jumped in his car, arriving at the apartment before the paramedics.

At first he wasn’t overly concerned. Terri was lying on her hands facedown, her head tilted to one side. She was  breathing, although it was labored breathing, almost like she was snoring. “C’mon, Terri, get up,” Bobby said, shaking her shoulder. She didn’t respond. The paramedics showed up within seconds, and Bobby then knew almost immediately that something was terribly wrong.

Terri Schiavo was in full cardiac arrest when the rescue team arrived, and it took seven electrical shocks to her heart to restore a normal rhythm. A medical chain of events triggered by a low potassium level, probably caused by her erratic eating habits, led to the cardiac arrest and the severe loss of oxygen that left Terri, at age twenty-six, a husk of her former self. She was in a coma for about a month and then lapsed into what neurologists call a permanent vegetative state (PVS).

Nearly fifteen years later, she is able to breathe on her own and has normal wake and sleep cycles but has lost higher brain function and the ability to think. When she is awake, her eyes are open and she smiles and sometimes seems aware of her surroundings. Whether she is truly responsive or acting out of some basic primal reflex is now the subject of a national debate. One thing is certain: Terri is not terminally ill in the sense that term is generally used. There is no disease process ravaging her body. With excellent care, she could live fifty years. What’s at issue is the quality of her life, and who decides whether she would want to live in such a compromised state. Terri is in a Florida hospice, where she has been for the past five years, a record stay in a facility thought of as death’s door, while her husband and parents fight over who decides her fate.

An NBC News-Washington Post poll asked the question: Would you want to be kept alive in Terri Schiavo’s condition? Eight percent said yes. Eighty-seven percent said no. Given those lopsided numbers, what possessed the U.S. Congress and the president of the United States to intervene to keep her alive?

Florida’s courts repeatedly side with her husband, who says he is acting on what he believes are his wife’s wishes, and that she would not want to be kept alive in a vegetative state. Her parents dispute both his assessment of her condition and his right to decide, arguing that he lives with another woman and has therefore forfeited his marital rights. The courts don’t back down, and in twenty-four hours Terri is scheduled to have her feeding tube removed by order of the court, triggering a political and media frenzy over when and how to end life.

Terri’s father, Bob Schindler, is an open, friendly bear of a man with a walrus mustache and thinning white hair. He grew up in Philadelphia and retains a city accent shaped by the streets, despite having lived in Florida for the past decade. Asked a year later how his daughter’s case reached the highest levels of the government in Washington, Schindler shrugs and tells me he doesn’t know. He is eager to talk about the years of contention with Terri’s husband, Michael Schiavo, and the violent argument they had on Valentine’s Day 1993 about Terri’s care in light of the $1.6 million malpractice judgment Michael had been awarded.

At the time of her collapse, Terri had been seeing a fertility doctor, who should have detected her life-threatening low potassium. The Schindlers wanted that money spent on aggressive rehabilitation for their daughter. Schiavo had concluded Terri’s situation was hopeless and would pay only for basic nursing home care. He put DNR (Do Not Resuscitate) on her records, and the following year, in 1994, when she had a urinary tract infection, he didn’t want her treated with antibiotics. That’s when the Schindlers first went to court to try to remove Schiavo as Terri’s legal guardian, the first salvo in what would become the longest right-to-die case in American law.

“I told one reporter, I admit she had brain damage, but I believe she had less brain damage than a majority of reporters who were writing about her. She had nothing but a feeding tube,” Bob Schindler says, pointing to the media types who blithely asserted she couldn’t breathe on her own. “She was mobile—we could bring her home to celebrate holidays, take her to the mall. He stopped all that rehabilitation and warehoused her.”

Michael Schiavo isn’t the most sympathetic figure. He seems a little too eager to end his wife’s life. Why doesn’t he just let her parents care for her? On the other side, the Schindlers are so relentless it’s fair to wonder if they aren’t in denial and simply unable to accept the judgment of so many doctors and judges that Terri cannot be rehabilitated and deserves a dignified death.

As if he wants to let me know that he’s not a fanatic, Bob Schindler volunteers in our conversation that he took his mother off a ventilator. “Her kidneys totally failed. She was all yellow. She didn’t have a written directive, but I said, ‘Get her off that thing.’ I put her on it because she had difficulty breathing. But I saw the condition she was in and I asked, ‘Can she survive this?’ I’m pragmatic enough to realize it was hopeless. I cursed God at the time for putting me in that position—for forcing me to make that decision,” he said, adding, “I shouldn’t put it like that.”

As her husband relates the story of his mother’s passing, Mary Schindler shakes her head and says, “That was different, that was different.”

The Schiavo affair has ballooned beyond a family custody dispute into a crusade for fundamentalist Christians. Their political power is substantial. They claim credit, deservedly so, for electing President Bush to a second term, and they have a pipeline to the leaders of the House and Senate. On Capitol Hill, where legislation usually proceeds at a glacial pace, the House moves quickly to pass a bill that could block the removal of Terri’s feeding tube, and the Senate follows suit. Senate majority leader Bill Frist, a heart surgeon by training, takes to the Senate floor to declare doctors wrong when they say Terri is in a persistent vegetative state. Asked how he arrived at that conclusion, he says he spent an hour or so in his office watching a video of Terri, and “speaking more as a physician” than as a U.S. senator he concluded Terri “certainly seems to respond to visual stimuli.” Frist’s diagnosis boosted the credibility of the “Save Terri” forces. He’d been a prominent transplant surgeon before entering politics, and was often called upon, he said in his Senate speech, to decide whether someone was brain dead. Short of brain death, he explained, there are other mental incapacitations, from coma to persistent vegetative state to the relatively new minimally conscious state, which the Schindlers believed was a more accurate term for Terri.

There was no reason for television viewers watching Frist expound on the Senate floor to question his medical expertise. He’d been a physician for much of his adult life; he hadn’t even voted until he was in his forties. But to much  of the medical profession and especially among those familiar with PVS, Frist’s words were shockingly irresponsible. “If he really believed that, he should be kept away from sharp objects within his grasp,” said Dr. Carlos Gomez with Capital Hospice, who explains to me that Frist couldn’t possibly diagnose PVS without being in the room with Terri and observing her over a period of time. “You’ve got to see, touch, listen—that’s why medicine is called an art, not a hard science. I could have gone either way on the Schiavo case. I could have argued for a middle position, but there wasn’t a middle position. It was either stay on [the feeding tube] ad infinitum, or she gets off.”

Actually, there is a middle position, and that is to transfer custody of Terri from her husband to her parents. “Which I would have argued for except Mr. Schiavo by law is the one that’s allowed to make these decisions for all sorts of logical and psychological reasons,” says Gomez, who, like many observers of this family feud from hell, wonders, “Why after seven years of caring for her did he change his mind? That is a question I can’t answer. The people I would be angry at are the medical people who gave the Schindlers the advice that she could be rehabilitated.”

By late today, Thursday, the House and Senate haven’t yet agreed on how to word legislation to save Terri. The House bill is broadly written and could open the floodgates for other disgruntled family members unhappy with court rulings. Senate negotiators want a more narrowly focused bill that would apply only to Terri. In the meantime, to satisfy the growing political frenzy, Republicans announce they will issue subpoenas for Schiavo, her husband, and her caregivers to appear before the House Committee on  Government Reform to testify about the quality of long-term care for incapacitated patients. It’s a ploy to trigger federal laws that make it a crime for anyone, including a judge, to interfere with the ability of an individual to comply with a subpoena to appear before Congress, a backdoor way to prevent further court rulings. Norman Ornstein, a congressional scholar with the American Enterprise Institute, says he has not seen anything like this, ever. “The idea of a congressional committee issuing a subpoena—not to get a witness, but to block an action in a state court—is almost bizarre.” Republicans say Schiavo’s caregivers tell them she could be brought to Washington in a wheelchair.

For fifteen days in March, you couldn’t turn on a television in America without seeing a video of the dark-haired Terri, looking vulnerable, her head gently swaying, and her expression sweet but vacant. Who would want to kill this woman? The video transformed what would otherwise have been a family feud into a social phenomenon. Dr. Ronald Cranford, a neurologist, recalls the July day in 2002 when he took his camera into Terri’s room at the Woodside Hospice to videotape his examination of her, selected pieces of which would later make their way into America’s living rooms. Cranford was brought into the case by the side representing Michael Schiavo, Terri’s husband, who was petitioning the court to withdraw her feeding tube, an act that would allow her to die. Her parents, Bob and Mary Schindler, were fighting the removal of the feeding tube, and they were at Terri’s bedside when Cranford showed up with his camera. Michael Schiavo was also present, along with his lawyer, George Felos, an outspoken right-to-die advocate.

It was Cranford’s idea that the half-dozen medical doctors consulting on the case videotape their examinations so they could be used at trial. Four of them did so, submitting their video to Judge George Greer, the Florida judge overseeing the case. Cranford’s examination lasted just forty-two minutes, which would later become an issue. Bob Schindler says Cranford flattered Terri, telling her, “Good, Terri. Good, Terri,” because she appeared to follow his commands. “You heard me, Terri,” he said, cheering her on, according to the Schindlers. “Then he turned around and said it was all reflex,” says Schindler in obvious disgust. Dismissing Cranford as a hired gun, Schindler insists his daughter responded. “He calls himself ‘Dr. Death,’” Schindler says of Cranford, who by his own count has provided expert testimony in at least nine major right-to-die cases. “More than any other neurologist or physician,” says Cranford, which is why he refers to himself as “Dr. Death,” not to disrespect his line of work but to acknowledge the reality of the most avoided topic in America.

What Cranford was looking for was evidence of “visual pursuit” or visual tracking that would suggest a higher level of consciousness than PVS. He passed a brightly colored balloon back and forth, and it appeared for about fifteen seconds that Terri was following the balloon with her eyes. It was the one clinical feature that gave him pause in an otherwise unambiguous case of PVS. But he couldn’t get her to repeat it, and he concluded based on her flat EEG and CT scans over twelve years showing severe, irreversible brain damage that her eye movements during that brief period were random.

But those few seconds would prove a powerful piece of propaganda for right-to-life activists determined to sustain  Terri’s life. People who’d never seen a person in a vegetative state looked at that video and said, “My God, it looks like she’s interacting,” says Cranford.

The Schindlers were represented by William Hammesfahr, a Florida neurologist who videotaped Terri for more than three hours and concluded she was responsive. “Raise your leg,” he instructed as the Schindlers watched. He had his hand on the top of her leg, anticipating movement, and the Schindlers swear they could see her leg going up. “Just a little bit,” Bob Schindler concedes. But when they looked on the video, they couldn’t see it. Neither could Judge Greer, who said the lengthy videotape submitted by Hammesfahr did not support his assertions. Hammesfahr was the only one of eight neurologists who examined Terri over a period of a dozen years who said she was aware of her environment and responsive to commands and could respond to medical treatment. He testified that he and Mary Schindler gave Terri more than a hundred commands and asked her dozens of questions during the examination, and that Terri squeezed his finger on command, but the video did not bear that out in a convincing way for anybody who wasn’t a true believer. Some of Hammesfahr’s unorthodox medical treatments have since gained him attention on quackwatch.com.

Taken together, the videos, whatever their intent, helped persuade Judge Greer that Terri was in a vegetative state. He ordered the tapes not to be released to the press, but an edited version found its way to the media and helped elevate the case nearly three years later to national prominence. The six selected segments edited for public consumption added up to four minutes and twenty-eight seconds, including the section with the balloon passing  back and forth that Cranford taped. Christian conservatives took up Terri’s cause, pointing to the videos showing her following the balloon and smiling in response to her mother as evidence that Terri is a person who can be rehabilitated. Based on the video and the emotional response they generated, conservative groups backing the Schindlers gathered thirty-three affidavits signed by physicians around the country disputing the court’s findings that Terri was in a permanent vegetative state with no hope of recovery.

Though Cranford disagrees with the Schindlers, he thinks they are the ones who suffer the most in this tug of war over their daughter. Prompted by the publicity, outside doctors and medical professionals who never examined Terri had “cruelly deceived” them into believing she could get better or at least had a chance for improvement with various treatments they advocated. Letting Terri die would take away any opportunity she had to recover. A facility in Alberta, Canada, offered to care for Terri free of charge and provide accommodations for the Schindlers as well. There were doctors in China calling who felt they were more advanced than medical professionals here, and were eager for a chance to outshine the West. Cranford faults the legion of doctors who in his view distorted the facts and offered unprofessional advice. But he doesn’t blame the Schindlers. They feel like they are the last chance Terri will ever have, and they are acting according to their beliefs.

 



 



I TELL TOM that I am really getting into the caregiver role. “Better watch out,” he says. “I hear they’re recruiting from the ranks.”

Tom’s wry sense of humor remains even as his speech becomes diminished. He is resigned. He doesn’t fight his situation. His ability to fully comprehend is compromised, which is a blessing. I remember how frightened we both were when he first went off to the Cleveland Clinic for a grueling course of experimental treatment. He e-mailed a reader who had become a pen pal that he hadn’t felt this anxious since the night before he flew to Germany to begin active duty in the army. It was 1962, and his odds of coming home safe and sound then were better than they are today, he wrote. “I keep waiting for flashes of insight that are reputed to those who know they are on the stretch run of life. Hell, we’re all dying, and we’ll be dead for a long time. But I had plans … Don’t we all.”

Tom was diagnosed with renal cell carcinoma, or kidney cancer, in the summer of 1999. It is a stealthy cancer and signaled its presence only once it was well along with blood in the urine. Our primary doctor wasn’t even alarmed. Tom was a runner, and he said that sometimes happens. “No big deal,” he said. Coincidentally, Tom had an appointment with his urologist because like any male in his fifties, he was monitoring his prostate. When Tom mentioned having had blood in his urine, the urologist ordered an immediate CAT scan that showed a large mass on his left kidney. Tom was disbelieving. “I ran five miles this morning,” he told the doctor. He was in the hospital and operated on to remove his kidney within a week. The surgery went well. “I got it all,” the doctor said. And in fairness, he did get it all, that is, all that he could see. But a year and a month later, in August 2000, a follow-up CAT scan showed metastases to the lung.

You always think these things happen to somebody else, and there was no history of cancer in Tom’s family. Neither of us thought he was vulnerable. In retrospect, he had complained about fatigue, but doctors don’t take that seriously. They blame it on stress or a midlife crisis, and they prescribe Prozac if they prescribe anything. I’ve come to understand that fatigue is a side effect of cancer, and if we had pressed the case and somebody had gotten an ultrasound of Tom’s abdomen, they would have seen this tumor because the physician told us it had been growing for years. It’s a very slow-growing cancer in its early stages.

“What do you mean by fatigue? I mean, all of us get tired,” Diane Rehm asked Tom when we appeared on her show on public radio the day before Thanksgiving, November 2003. We were there because Diane is a friend, and we believed that sharing Tom’s story was a public service to other people. Tom agreed that feeling tired at the end of the day is normal, but what he felt was different, a pervasive fatigue that clung to him almost from the moment he woke up.

Still, that was ancient history. We were in a new place now, a scary place, one that required us to summon additional reserves of whatever it was that had gotten us this far. Is it strength … hope … love … resignation? Maybe it’s all of what makes us human. When you’re diagnosed with a terminal illness, or with a life-threatening illness, two things happen, says Dr. Roy Elam, a palliative care physician in Nashville, Tennessee. One is the search for the cure, and two, the search for meaning, which Tom found in counseling others through his column and on the Internet, and which we found in our love for each other.

“How has the cancer—the developing illness, the treatments—affected your relationship with Eleanor?” Diane asked.

“Well, I would start by saying that a diagnosis of cancer really makes you examine your life because you realize suddenly that it’s not forever. We all are in this boat. I just happen to be having to make some decisions earlier than most people. But as far as my relationship with Eleanor is concerned, it’s brought us closer together. I’m positive of that. During those times when she was administering the shots and I was going through the side effects, when I’d get really delirious is when I’d really express my love for her like I haven’t, you know, when I’m just in my normal state. I just felt so close to her. And when we were in Cleveland recently for a benefit for kidney cancer, we went to an ice show together, and we held hands, and there was a playing of the song ‘If Ever I Should Leave You’ from Camelot, and the two of us were in tears. At the same time, when the song was over and the tears were over, we’re facing this together.”

Tom had experienced headaches, and an MRI in September 2003 revealed that his kidney cancer had spread to the brain. There were two tumors visible, although they didn’t call them tumors. They used the word lesions, or nodules, which somehow seemed more manageable. And when you’re going through something as deadly as brain cancer, language is important.

At the Cleveland Clinic, where Tom was being treated, he underwent gamma ray surgery, which is outpatient radiation. They screwed a frame to his head and then targeted the lesions with high blasts of radiation. An MRI six weeks later showed one of them had almost disappeared, but the  other had actually grown. Plus three other tumors—okay, that’s what they were—showed up. So Tom did another gamma ray treatment, and he also had open-brain surgery to remove the largest tumor. They drilled a hole in his skull. He compared it to ice fishing. The surgeon anticipated that the procedure would take five hours, but it took only three, and he called me immediately after to say Tom was awake and talking. He put Tom on the phone. The decision to go ahead with the surgery happened suddenly, so I was in Washington. Tom didn’t sound at all compromised by what he had just been through. He wanted to talk about where, if he did further radiation, he might get a toupee that was better looking than the one television correspondent Sam Donaldson wore. Sam would understand Tom’s attempt to lighten the mood. A cancer survivor himself, when Sam was diagnosed with melanoma he answered calls from well-wishers by bellowing into the phone, “Melanoma Central.”

Tom had resisted whole-brain radiation in part because he didn’t want to lose his hair. It was thinning but it was dark and it was all over his head, and he didn’t want to give it up to the cancer. But he’d gotten past that. The lesions, nodules, tiny tumors, whatever we called them, were popping up with enough regularity that radiating the whole brain was really his only option. One doctor said he could expect an IQ loss of ten points, and like most people, he didn’t think he could afford that. The alternative was to do nothing, and that would allow the cancer to progress unimpeded.

Tom did what he always does. He went to the Internet and did all the research he could, and he contacted various  people who’d been through it and could offer advice. There were a lot of horror stories about whole-brain radiation, and I was getting wobbly about it. But when we met with the physician at Sibley Hospital in Washington, and he explained the treatment only takes fifteen minutes a day, and Tom could park right outside, and the Muzak is playing, it doesn’t seem nearly so threatening as it does when you read about it in scientific papers.

“Tom, what are the odds?” Diane asked during the 2003 interview.

“Nobody is willing to state the odds because it’s so variable from person to person,” Tom replied.

As it turns out, that’s not quite true. We’ve traveled a long road together with this illness, and now Tom is in the hospital bed in our living room and his neurologist is on the phone from Cleveland. He tells me that people with brain metastases usually last less than a year. When there’s “meningeal spread,” meaning the cancer is in the spinal fluid, three months is the average. I ask whether these are new tumors in the brain that are robbing Tom of his ability to think clearly and leaving him bedridden, or whether healthy brain tissue was destroyed during the radiation. There’s no way to know unless you do an autopsy, the doctor says. He does know that Tom will sleep for much longer periods of time and eventually not wake up.
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 FRIDAY, MARCH 18, 2005

Pulling the Plug


 



 



Right now, murder is being committed against a defenseless
 American citizen in Florida. … Mrs. Schiavo’s life is not slipping
 away—it is being violently wrenched from her body in an act of
 medical terrorism. Mr. Schiavo’s attorney’s characterization of the
 premeditated starvation and dehydration of a helpless woman as
 her “dying process” is as disturbing as it is unacceptable. What is
 happening to her is not compassion, it is homicide. She doesn’t
 need to die, and as long as Terri Schiavo can breathe and her 
 supporters can pray, we will not rest.


—House majority leader Tom DeLay

 




TERRI SCHIAVO’S FEEDING TUBE is removed about 1:45 P.M., and the nation begins a death watch. Cable television cameras stake out the Woodside Hospice in Pinellas Park, Florida, as protesters stand outside shouting and bomb threats are called in.

This is not the first time Terri has been denied the sustenance necessary to sustain her life in the past fifteen years. In 2001, she went without food and water for two days before an appellate court judge ordered the tube reinserted,  and in 2003, it was six days before Governor Jeb Bush was able to push through a special session of the Florida legislature “Terri’s Law,” which reinstalled the feeding tube on the grounds that protecting the frail and vulnerable shouldn’t be the exclusive province of the courts. “I hope that what we have done is in keeping with what Terri wanted, and if it is not, God have mercy on all of us,” senate president Jim King said after the bill passed. Filled with self-recrimination, King told reporters Terri’s Law was probably the worst vote he’d ever cast. He vowed that if the issue ever came back to the state senate that he wouldn’t vote for it again.

Death normally occurs within three to fourteen days after artificial nutrition and hydration are stopped, so the element of time hangs heavy over those wanting to “save” Terri. This is like the third act of a tragic drama with all the key players filling their assigned roles. There’s the husband, a cloddish figure who seems incapable of at least pretending to understand the anguish of his in-laws, and, from the media’s point of view, a little too eager even after fifteen years to hasten his wife’s death. The aggrieved parents are sympathetic up to a point, but impervious to the true state of Terri’s condition, despite the weight of medical facts. Terri’s fiercely protective brother, Bobby, tells all who will listen that it doesn’t matter that Terri is brain-damaged. He loves her and would want her alive if she were ten times worse off. Bobby’s fervor makes him a popular speaker at Christian pro-life rallies. At a press conference when a reporter asks if it is appropriate for the federal government to intrude and override a family decision, Bobby heatedly replies, “Who’s the family?” Shouldn’t the family who lived with Terri for twenty-five years have some say?

The young woman at the center of the controversy is unremarkable, which is why so many Americans look into her sweet but empty expression and think there, but for the grace of God, could be my daughter, or sister. Like any young girl, Terri had her dreams. She loved romance. She read Danielle Steele novels and saw An Officer and a Gentleman with Richard Gere and Debra Winger four times in one day. In details gleaned by Joan Didion for her piece in the New York Review of Books, we learn that Terri bought her little brother, Bobby, his first Bruce Springsteen album and that she hung out at the mall but didn’t date. In high school, her weight ballooned to 250 pounds, and she was self-conscious about her appearance. The product of a devoutly Catholic home and schools, she did okay academically but lacked ambition. She didn’t have big plans for anything beyond wanting to get married and have children. While her peers pumped up their résumés to impress college recruiters, the lone entry for Terri in her senior yearbook was “Library Aide,” which she and a friend settled on just to have something next to their names.

After graduation, according to her parents, she tried several different diets to lose weight, eventually settling on the NutriSystem diet, a regimen that had prepackaged, calorie-controlled meals arriving daily on her doorstep. The discipline allowed her to drop more than 100 pounds in a relatively short time, a period of months.

She was a petite 110 when she first met Michael Schiavo in a psychology class during her second semester at Bucks County Community College. He paid attention to her, which was a new experience for a woman just discovering she was attractive after years of hiding behind extra pounds.  He is said to be the first boy she ever kissed. They married in 1984 when she was not quite twenty-one, and he was eight months older.

Thanks to the crash NutriSystem plan, she’d lost the weight, but not the habits of dieting, which for Terri meant eating copious amounts of salad, treating herself to an oversized omelet on weekends, and drinking large quantities of ice tea. The likely cause of the low potassium level that apparently prompted her collapse is an eating disorder characterized by the gorging and purging that is known as bulimia, which wreaks havoc on the body’s chemical and hormonal balances. She never confessed to family or friends that she had an eating disorder, and no one testified in the many court filings over the years to observing her engage in this type of behavior. Still, it is not unreasonable to conclude that her history of dieting and weight loss compromised her system and played some role in her untimely collapse.

The marriage, by some accounts, was troubled. Terri had no clear focus in terms of a job or career, and her tendency to put on weight was a recurring theme, with Michael reportedly threatening to leave her if she got heavy again. Michael would later say on national television it was her father’s demeaning of her that caused Terri’s eating disorder. In any event, the economics of modern life combined with the unfocused career plans of the young couple led them to live with Terri’s parents, an arrangement that continued even after Bob Schindler retired and the family moved to Florida.

Michael took restaurant jobs while Terri clerked at an insurance company. She was 9 to 5, while he worked mostly  nights, an imbalance that left Terri with a lot of time on her hands. She dyed her hair blonde and lay around the pool hour after hour drinking ice tea, consuming several quarts a day, according to Didion’s account. The couple was trying to get pregnant, and it wasn’t happening. Even though her marriage wasn’t great, Terri knew one thing: she wanted a family. “If you’re Catholic, you could be married to Genghis Khan and you still want to have children—there’s something redemptive about it,” says the Reverend Pat Mahoney, a Presbyterian minister with the Christian Defense Fund who became a Schindler family confidant.

Terri was in fertility treatments when the event occurred that would rob her of her future. It was early morning, well before dawn, when Michael awoke to a loud thump, the sound of Terri falling to the floor in the hallway outside their bedroom. Michael placed a call to 911 at 5:40 A.M. When the emergency responders arrived and began treating Terri twelve minutes later, Bobby Schindler, Terri’s brother, was also on the scene. Both he and Michael described Terri as lying prone and breathing, or at least doing what they interpreted as breathing, “making gurgling noises.” The rescue crew managed after several attempts with a defibrillator to get her heart beating normally again. Terri’s heart survived, but Terri’s brain, deprived of oxygen, had been damaged beyond repair.

Michael Schiavo filed a medical negligence suit against Terri’s primary care physician and the gynecologist overseeing her fertility treatments, charging that the low potassium level that triggered Terri’s cardiac arrest should have been discovered. During the course of the jury trial, the Schindlers testified that Michael was a loving and caring  husband who could be entrusted with Terri’s care. They put aside their qualms about Michael because a lot of money was at stake, enough to care for Terri the rest of her natural life. Michael testified in the November 1992 malpractice trial that he was taking a nursing course to help him care for Terri, and he promised the Schindlers that whatever money he received from the suit would go to Terri’s rehabilitation. Asked during the court proceeding about his intentions, he said he wanted to bring Terri home, and if he had the resources to care for her at home, he would “in a heartbeat.” He said he believed in his marriage vows, and when asked to be more explicit, he said, “I married my wife because I love her and I want to spend the rest of my life with her. I’m going to do that.”

The jury decided in favor of Terri, and after court costs and attorney’s fees, the remaining sum of about $700,000 was put in a guardianship fund controlled by a bank. Michael was not the guardian of her property and had no control over the money. His expenses for Terri’s care were paid out of the fund, with all expenditures subject to scrutiny by the bank. In a separate court judgment, Michael was awarded $300,000 for the loss of companionship that he suffered as Terri’s spouse.

The money was deposited in January 1993, and just weeks later, on Valentine’s Day, the fragile détente between the Schindlers and Michael Schiavo that had existed throughout the trial broke apart with an angry encounter at Terri’s bedside in the nursing home where she was being maintained. “If it weren’t for Mary, it would have been pretty ugly,” says Bob Schindler, recalling how his wife had  to pull him away to keep him from physically striking his son-in-law.

Michael stormed out of the room and said he was going to get an attorney, which he did, and he tried to ban the Schindlers from seeing Terri. He couldn’t legally keep the Schindlers away, but he erected a blockade of sorts by keeping them in the dark about any medical information about Terri. “We would go to her caretakers and ask, ‘How is Terri?’ and they couldn’t tell us anything. That was the case from 1993 until the day she died,” Bob Schindler says, recalling how in August 2004, when they arrived at the hospice for a visit and discovered Terri wasn’t there, he had to make a “major commotion” before one of the nurses offered a clue. “When someone is sick, where do they go?” she said. With that, the Schindlers raced to the nearest hospital, where they had to threaten to walk on every floor and into every room before they learned Terri was on the sixth floor. She had aspirated food into her lungs, a common occurrence with PVS patients, which Schindler blames on the hospice feeding her in a horizontal position when she should have been at a 45-degree angle.

The Schindlers expected Michael to use the money from the medical malpractice award to aggressively treat and rehabilitate Terri, a goal that Michael had concluded was futile. “When the money came in and he had her in a nursing home, then I got on his case,” says Schindler. When Terri’s parents discovered that Michael had put DNR on her chart, and that he had contacted a local mortuary to make funeral arrangements, they viewed Michael as the enemy, the sole person who stood in the way of their daughter’s well-being.

Their fury mounted when, in 1994, Terri had a urinary tract infection that Michael didn’t want the doctors to treat. The Schindlers filed an action to have him removed as Terri’s guardian. In the deposition, when Michael was asked why he sought to refuse medical treatment, principally antibiotics, knowing she would develop sepsis (blood poisoning) and die, he responded, “I don’t think she’d want to live like that.” When Schindler tells the story, he emphasizes the pronoun I, and notes with contempt that Michael at the time was “shacking up with the girl he eventually married.”

What would Terri have wanted? Michael successfully argued in a string of legal battles that he was carrying out Terri’s wishes, that he and others heard her say on different occasions that she would not want to “live on tubes,” once after watching an episode of ER and another time after observing Michael’s grandmother on life support. Michael’s brother and sister-in-law backed up his account, while the Schindlers, devout pro-life Catholics, could not imagine their daughter in the bloom of youth entertaining such dark thoughts, much less expressing them in a serious way. They thought Michael was a gold digger wanting to hasten Terri to her death and collect the balance in the trust account. Bob Schindler contacted an actuary to give him an idea of what the principal should be, but he had no access to the records. Whatever Michael’s motives might have been at various points, his actions were based on a body of medical and moral reasoning that had undergone repeated court scrutiny. By the time Terri died, all that remained was $60,000 to $70,000 in her guardianship account. The bulk of that money ($40,000) went to Michael’s lawyer.

Workers at the Woodside Hospice caring for Terri refer to the media onslaught and round-the-clock protesters as “The Siege.” Being accused of murder and starving someone to death is a complete corruption of what hospice is all about, yet the National Hospice and Palliative Care Organization does little to correct the misimpressions. After a long internal discussion that includes the CEO of the hospice where Schiavo is receiving care, they decide not to get in the middle of what is essentially a custody dispute between Schiavo’s husband and her parents. Their message is that hospice is there to provide care for whatever decision a family makes. It is a high-minded position but one that allows a lot of religiously infused misinformation to go unchallenged.

Ken Connor is a private lawyer, originally from Florida, who’s been involved in what he calls “sanctity-of-life issues” for many years. When Florida governor Jeb Bush saw the Schiavo case once again spinning out of control, he asked Connor to represent him in leveraging the state’s power to keep Terri alive.

They had gotten to know each other in 1994 when they both ran for governor in the Republican primary, and Bush turned to his onetime rival for help when the constitutionality of the hastily passed Terri’s Law was challenged in October 2003. “How do you measure success in this case?” Connor had asked the governor’s staff. “Their initial response was if we can keep Terri alive until the next legislative session, we can get this law fixed.” In other words, the governor’s legal team knew Terri’s Law was flawed and had anticipated it would be struck down. The Florida judge who  on May 6, 2004, ruled Terri’s Law unconstitutional quoted U.S. Supreme Court Justice Antonin Scalia, an icon among conservatives: “The legislature cannot intervene in final judicial acts.” The Florida Supreme Court upheld the lower court ruling, seven to zero. Three of those judges were appointed by Jeb Bush. Governor Bush and his allies were able to keep Terri alive through two legislative sessions, but they couldn’t muster enough votes in the Florida legislature to get a fix that would satisfy the court. The U.S. Supreme Court refused to hear the case, which meant the Florida ruling that Terri’s Law was unconstitutional would stand.

Now Connor is in Washington where he and the pro-life forces he represents are counting on Congress to take up Terri’s cause. The House has just adjourned for Easter recess, and the Senate is still at work on a stopgap bill to save Terri. Pro-life activists feel they are winning. But Connor sees all the frenzy in Washington for what it is—a lot of noise signifying nothing. He calls Florida representative Dave Weldon, a physician who had helped bring Terri’s case to the attention of House leader Tom DeLay. “This is crazy—this is the worst of all possible worlds,” he tells Weldon. “Everybody can act like they tried to do something for this poor woman, wring their hands and stare and say we tried and fell short, and create the pretense they did something when in fact they did nothing because unless the House comes back in session, this woman is going to die.”

Connor tells Weldon that DeLay is vulnerable, that he’s at the center of a burgeoning corruption scandal and needs all the friends he can get, “and we’re going to call it like it is, which is the Republican leaders diddled while Terri Schiavo died. Plain and simple—and you need to understand  that we’re not going to let the House off the hook here because it’s chosen to take a powder while the Senate is still in session.”
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