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Introduction




You may not be aware of it, but a fundamental constitutional right is at risk in America today. It is the right of control over your own bodyknown as personal autonomy.


The right of personal autonomy includes the right to make decisions about your own medical treatment. It includes the right to refuse life-sustaining treatment that you dont wantwhat some people call the right to die.


The threat to this constitutional right comes from a small but powerful group of extremists on the fringes of American politics. They are popularly known as the religious Right, and they are richly funded by a group of ultraconservative foundations and think tanks created during the past few decades by a handful of the wealthiest men in America.


These extremists are waging culture warsefforts to turn America into a theocracy where the Constitution is subservient to scripture and all of us are yoked to their religious dogma. They are fighting these wars on multiple frontspushing for prayer and creationism in the public schools, and opposing embryonic stem-cell research, womens reproductive rights, and gay civil unions and marriagemost of todays high-profile social issues.


A key battle in their culture wars was an attempt to keep an unconscious womans feeding tube attached.



This book tells the story of a sustained effort by leaders of the religious Right to force life-sustaining treatment, in the form of artificial nutrition and hydration, on Terri Schiavowho was permanently unconscious for fifteen years, who could not eat, drink, think, communicate, or see. The forces behind this effort were motivated by a dogma that cared not a whit whether Terri would have wanted to refuse such treatment had she been able to decide for herself. The culture warriors hold the minority belief that there is no right to diethat our bodies belong to God, not ourselves, and that God alone may decide when we will die.


This is the story of a family tragedy that became a national spectacle in the worst way, turning a private matter into a public circuscomplete with fulsome politicians, self-aggrandizing preachers, angry demonstrators, and all-knowing TV pundits, each of whom purported to know what was best for Terri Schiavo.


It is a story of law, ethics, and religion: the rights guaranteed by laws across America, the ethical rules that guide doctors and nurses in end-of-life decision-making, and the Judeo-Christian traditions on end-of-life care.


It is a story of ignorance about how it really feelsand how it doesnt feelto die of dehydration when artificial nutrition and hydration are terminated.


It is a story of moneyvast sums of it. Hundreds of millions of dollars are funding a conspiracythere is no better word for itto take away our right of personal autonomy. In the Schiavo case, the money trail leads from a consortium of foundations with $2 billion in assets, through organizations created by leaders on the religious Right such as Pat Robertson and James Dobson, to the lawyers and activists who fought so relentlessly to keep Terri Schiavos feeding tube attached.


It is a story of hypocrisy by politicians, such as Republican house majority leader Tom DeLay, who say one thing in public but do the opposite in private; of unprincipled ambition by politicians, such as Florida Governor Jeb Bush, who disregard the fundamental structure of American government when it suits their political needs; of contempt for the American people by politicians, such as Republican senate majority leader Bill Frist, who say something stupid for the whole nation to hear and then deny they ever said it; and of collusion and cowardice by Democrats in Congress who did nothing to stop the national debacle that the Schiavo case became.


It is the story of courage and tenacity by a deeply religious Republican judgeGeorge W. Greer of Floridas Pinellas County Circuit Court. Judge Greer stood up to a barrage of litigation tactics the likes of which have never before been seen in American right-to-die litigationalong with calls for his impeachment, death threats, and shunning by his own churchto stay true to the rule of law he swore to uphold.


It is the story of a governor who approached the brink of civil disorder under pressure from religious extremists by dispatching his agents to grab Terri Schiavo from her hospice bed, spirit her off to a hospital, and reattach her feeding tubeafter the courts had refused to accede to his wishesonly to be stopped, on two successive days, under threat of being thrown in jail.


It is the story of how twenty judges of the United States District Court, the United States Court of Appeals, and the United States Supreme Court saved Americas judicial branch of government from efforts to make it subservient to the legislative and executive branches. The culture warriors tried to tinker with the constitutional separation of powersthe system of checks and balances established by Americas founders to prevent any one branch of government from abusing its power. The Schiavo case was a civics lesson for a handful of senators and representatives who are bent on upsetting the constitutional balance of American government.


And it is the story of my own familymy cousin, who died like Terri Schiavo, and my uncle, who gave his life to protect our constitutional rights.


It is also a wake-up call for America. The Schiavo case was just one battle in the religious Rights culture warsa battle I watched firsthand, increasingly amazed and appalled as I followed the money trail and saw how far the culture warriors would go. They abused the judicial system with a multitude of delaying tactics and frivolous arguments. They vilified Judge Greer because he wouldnt accede to their demands. They harassed Michael Schiavo mercilesslyand they havent stopped yet. They engaged in a public relations campaign that proved the adage that truth is the first casualty of war. And they took America to the edge of constitutional crisis with a congressional bill that, though drafted specially for Terri Schiavo with the participation of her parents lawyer, contained the seed of its own failure.


The culture warriors will keep on fighting to destroy the constitutional right of personal autonomy. They are now using their millions of dollars to fund new attacks on the judicial branch, attempts to change the right-to-die laws from state to state, and various other social causes that fall within the ambit of their far-flung assault on autonomy.


They will succeed unless we do something about it.









PART ONE

Whence It Came










1

My Cousin Ros




I joined Michael Schiavos legal team in March 2005 because I understood well his painful task. It is not easy to pull the plug on someone you love. I know from personal experience.


In 1998, my cousin Roslyn August suffered a devastating stroke that left her with what doctors called global aphasia. As one of them put it, Nothing is getting through to her, and nothing can come out. I spent days at her bedside trying to communicate. I held her hand and asked her to squeeze it. Nothing. I told her to blink if she could hear me. Nothing. I kissed her cheek. Nothing.


Yet she was not in a coma. Her eyes were often open, and sometimes they tracked me as I crossed the room. She seemed lost somewhere between life and death.


On one visit to her bedside, I brought my favorite photograph of her. The photographer had caught her standing in a grove of trees at the base of Yosemite Falls wearing a big, silly grin, facing upward with her arms held up to the sky, as if to say, How lovely! I handed her the photograph. She took it in one hand, seemed to look at it uncomprehendingly, and then dropped it and went blank again.


Was she in a persistent vegetative state? None of the doctors ever said. Was she in a minimally conscious state? That diagnosis did not yet even exist. Could she improve? This the doctors could tell me: no. There was nothing they could do.



Except for one thing: They could keep her alive with a feeding tube inserted through her nose into her stomach.




Ros was seventy-nine years old and had been in failing physical and mental health for three years. She was my second cousin once removed: her great-grandparents were my great-great-grandparents. But she was more like a favorite aunt to me than a distant cousin. She had been part of my innermost family circle since my early childhood, and we became good friends in my adult years. The only other relatives with whom Ros had regular contact were a brother in New York City, a niece in San Francisco, and my parents and grandmother in Los Angeles. Ros lived alone in a one-room apartment in Oakland, Californiajust a few miles from me and my wife, Linda Hillelsubsisting on a small government pension.


Ros often had Linda and me over for dinner. Her cooking waswell, not so hot. But she did one thing superblythe Spanish seafood and rice dish, paella. And she was great company. Dinner with Ros was fun.


Ros was a free spirit. She had been married briefly in her youth, and after that she knocked around for years before settling down in Northern California and putting herself through college and graduate school, from which she emerged with a masters degree in social work. She became a psychiatric social worker, employed by a county agency to evaluate mentally disturbed people for government conservator-ships. She came to know intimately the world of mental institutions and nursing homes.


Ros retired in her early sixties. She kept close friends. She cultivated many hobbiesweaving, stained glass, poetry, hiking. She traveled widely.


In her seventies, Ros began to slow down. Travel became more difficult. She grew impatient with friends. She became forgetful. She sometimes got lost during her goings about town, which frightened her terribly.


Over the years, our dinner conversations occasionally turned to the subject of death and dying. Ros said she did not want to be kept alive at all costs. We discussed the high-profile right to die cases of the day Karen Ann Quinlan, the New Jersey woman whose parents disconnected her respirator in 1976; Nancy Cruzan, the Missouri car accident victim whose 1990 case in the U.S. Supreme Court established the constitutional right to refuse tube feeding and other medical treatment; and several local cases that were widely publicized in California. Ros made her position clear: No machines or tubes for me.


Most Americans feel that way.


Ros even went so far as to get information from the Hemlock Society on how to end her life with drugs, which she planned to buy on a trip to Mexico.


From 1988 through 1996, Ros made several wills appointing me her executor. She had also given me legal power of attorney over her financial affairs should she become unable to handle them, and she executed several advance health-care directives naming me as her surrogate decision-maker. Her most recent health-care directive, on a form I had given her in 1996, said: I do not want efforts made to prolong my life and I do not want life-sustaining treatment to be provided or continued under any circumstances where the burdens of the treatments outweigh the expected benefits.


Ros gave me power over her life and death. But her health-care directive said nothing about feeding tubes. Back then, none of the standard form advance directives did so.




In the fall of 1997, Ross downhill progression advanced considerably. She became confused, incontinent, and reclusive. She began setting kitchen fires. One day I went to visit her and discovered smoke pouring from her open front door. She had left a skillet of hamburger meat on an open flame. The Oakland Fire Department came and extinguished the smoldering remains.


After a handful of fires, I had her oven disconnected and arranged for daily deliveries of meals-on-wheels from a senior services provider. She asked, How am I going to make coffee? I bought her an electric kettle.


I begged Ros to let me place her in an assisted living facility. She was adamantly against it, saying, Ive seen those places. I know what theyre like. Im not ready yet.



But she was oh-so-ready. She just didnt realize it. Or couldnt face it.


Eventually, Ros stopped eating. This was truly alarming, for food had become the central focus of her life, all she had left. She loved to eat, and she ate a lot. After her death, I discovered this entry in one of her journals: I eat because I experience a lack of control over my world. Eating takes care of all feelings good or bad. Its a safety net psychologically, a spontaneous impulse to eat to achieve control. Control over her lifepersonal autonomymeant a lot to Ros. She always knew and did what she wanted. Who wouldnt want to live that way?


On December 24, 1997, I discovered Ros lying on the floor of her apartment, unable to move. She begged me not to call the paramedics, but of course I did. She spent twelve days in the hospital being treated for a severe urinary tract infection. I had her discharged to a skilled nursing facility. After some initial resistance, she agreed to it. There was no fight left in her.


Ros spent three weeks in the nursing home, lying in bed staring into space. She would not reada lifelong passionor even watch television. Once, when I caught her in a lucid moment and asked what she was thinking about, she responded, How I can get out of here.


On January 28, 1998, Ros had her stroke.




Within a few days, the doctors told me that Ros was profoundly brain-damaged. She would never again eat, read, communicate, or even think in any meaningful way. One of the doctors said that I might soon have to decide whether to withhold life-sustaining measures. Ros had been periodically pulling out her feeding tube, which the doctors reinserted. They might have to restrain her to keep it in.


I telephoned Ross brother Ted in New York and asked him to come to Oakland to help me decide. He and his wife arrived two days later. We had a meeting at the hospitalTed, his wife, his daughter (the San Francisco niece), Linda and me, Ross attending physician, and a hospital chaplain. Then we five family members retreated to a local coffee shop, where we spent three hours of tearful agonizing and soul-searching before deciding to remove the tube for good. It was to come out that evening.


Late that night, however, a floor nurse telephoned me at home and said the nursing staff was uncomfortable with our decision to remove Ross feeding tube, and further action would be deferred until a meeting of the hospitals ethics committee three days hence.




I had never heard of a hospital ethics committee. I learned that its typically an assemblage of doctors, nurses, lawyers, medical and law school professors, and clergyas many as a dozen or morewho provide advice on ethical questions that arise in the practice of medicine, guided by a mlange of moral, philosophical, and legal principles called bioethics. These days, nearly all hospitals have an ethics committee. Given the nurses concerns, Ross attending physician wanted advice before removing the feeding tube.


I was to attend the meeting and make the case for withholding ANHthe doctors shorthand for artificial nutrition and hydration. Evidently Ross advance directive wasnt good enough for the doctors, because it said nothing about her specific wishes and nothing about feeding tubes.


This was new to me. I have been a lawyer for twenty-six of my fifty-two years and have represented all sorts of clientsarchitects, engineers, and doctors; drunk drivers, bar fighters, and prostitutes; billion-dollar chemical and oil companies; and even a multiple murderer. But I had never represented Death.


At the meeting, I told the ethics committee about how Ros had lived her life and what she had said about death and dying. I explained how Linda and I had become Ross closest relatives and virtually her only remaining friends in her waning years; how I knew the life she had lived and the life she would not want to live; how she would abhor being kept alive in her current condition.


Linda and two of Ross old friends attended the meeting, too, and said similar things. Ted had returned to New York by then.



I told them how I had gone through Ross papers the day before the meeting and discovered a note in her handwriting with the address of the Hemlock Society in Los Angeles and what appeared to be a somewhat misspelled recipe for pharmaceutical suicide: Norflex, orphenadrine, sliokol, barbiturates, morphine, 30100 mg.


Finally, I concluded: I am now called upon to speak for Roslyn, who cannot speak for herself. I abhor the idea of speaking as Deaths lawyer. Let me speak instead in Ross voice. Here is what I think she would say: I have lost my greatest joy in lifeeating. There is an impenetrable wall between me and the people I love, for I can no longer speak to them. My greatest fear in lifeinstitutionalizationhas been realized. Please, leave me alone and let me go. 


And that is what they decided to do.




The doctors told me it would take a week or two for Ros to die, of what they called terminal dehydration. I feared she would suffer. They assured me that she was not cognitive enough to suffer. They told me of medical studies showing that terminal dehydration under such circumstances is not painful and that any possible discomfort can be effectively treated by moistening the patients mouth and skin and by administering morphine if necessary. I was skeptical. I asked, Why dont you give her morphine anyway, just in case? This plainly made them nervous. One of them said, That could hasten her death, and we cant do anything that seems like euthanasia.


I resolved to watch Ros closely to make sure, as best I could, that she wasnt suffering as she slowly died. I made the doctors promise that they would give her morphine if there were any sign of suffering. But it never seemed necessary.


She died on the tenth day. It was a quiet death, I would even say peaceful.


But it was still difficult to watch. This was, after all, someone I loved, and she was slowly, silently dying. Her urine output, through a catheter, slowed to a trickle and turned dark. Her breathing became shallow. She lay motionless and expressionless while the nurses gently moistened her lips and turned her from time to time in order to prevent bedsores.


One day near the end, I helped a nurse change Ross bedding, which required us to move Ros around on the bed a few times. I was grateful to be able to have a part, however small, in her care as she gradually slipped away.


On the fifth day, Ross long-lost brother Alex intervened.




Until Ros had her stroke, I had never even known that she had another brother. She had never mentioned him to me. Ted told me about Alex when I telephoned to inform him of the stroke. Ted said that Ros detested Alex. She and Alex had not seen each other in forty years. Alex was an ultraorthodox Jew; Ros was defiantly nonobservant. Alex was a political conservative; Ros was a passionate leftist. Alex had tried to tell Ros how to live her life; Ros had resented it. Alex was just like their father, and Ros had clashed bitterly with her father.


I guess thats why she had never mentioned Alex.


A few days after the stroke, Alex telephoned me and introduced himself. It was a strange conversation. All he seemed to care about was whether she would be cremated, which he adamantly opposed. His rabbi had instructed him to make sure she wasnt cremated. As it happened, however, her will called for cremation, and she had told me several times that she wanted her ashes scattered. But I figured it was premature to discuss the point, so I said nothing. I gave Alex the telephone numbers for Ross doctor and nurses.


When the ethics committee meeting was scheduled, I telephoned Alex and invited him to attend. He declined, saying he would defer to my decision on whether to withhold the feeding tube. He didnt seem to care much about it. After the meeting, when I called him and told him what had happened, it still seemed that his only concern was that she not be cremated. This time, however, I told him of her instructions. He became distraught.


Five days later, as Ros lay dying, Alex telephoned one of the nurses and demanded reinsertion of the feeding tube. Her attending physician called me; I called Alex. He told me something had changed. My rabbi says that as long as the heart beats and she is not dying, she must be fed. Life is sacred. I said, Do you just automatically do whatever your rabbi tells you? He seemed surprised by the question. Of course!


The conversation turned ugly. I said he had no business insisting on how Ros should die, just like he had never had any business telling her how to live. I said, She told me what she wants, and Im her voice now. Alex replied with a warning: If you dont put that tube back in, Im going to have a hundred Jews picketing that hospital tomorrow. This was something I never anticipated. Why, I wondered, would a bunch of devout Jews object to letting Ros die?


Years later, I would find out why.


But Alexs threat never materialized. I just told him to do whatever you feel you need to do, and I heard nothing more from him. The doctors were unsettled by his intervention but decided to ignore it. Five days later, Ros was dead. We had her ashes scattered over San Francisco Bay.




So I know what Michael Schiavo has gone through. He did what I had to do, but in far more painful circumstances, under intense public scrutiny, suffering accusations of murder and abuse and enduring the meddling of religious activists and politicians who knew nothing of his and his wifes wishes and values.


And now I understand Alex betterwhere he came from, and who was behind himfor Alexs rabbi morphed into a far more potent force in the Terri Schiavo case. Alex was my first battle in the religious Rights cultural war on America. By the time the Schiavo case exploded onto the national scene, I understood whence it came and I knew where it would go.











2

A Family Tragedy




What a cruel irony that Terri Schiavo was named after St. Theresa of Avila, a sixteenth-century Carmelite nun who, at the age of twenty-four, took ill and fell into a coma but then revived, living a productive and spiritual life for another forty-three years.


Born Theresa Marie Schindler near Philadelphia, Pennsylvania, on December 3, 1963, the first of Bob and Mary Schindlers three children, Terri as a child was shy and overweight. The family was suburban, middle-class, Catholic, and by all accounts quite ordinary. Bob was a businessman, Mary a homemaker. Terri wrote fan letters to television starsher favorite was David Cassidy. She named her gerbils Starsky and Hutch. She liked to draw horses and dogs.


Perhaps the only thing extraordinary about young Terri was her size. In high school, at 5 feet 3 inches tall, she weighed as much as 250 pounds. She would cry when her mother took her shopping for clothes.


Near the end of her senior year, however, she began to diet seriously and lost more than fifty pounds. She enrolled in the local community college and continued to lose weight, dropping to 150 pounds. She came out of her shell, dyed her hair blond, drove a sports car, and started wearing tighter clothes. She made more friends, became more outgoing. She seemed to grow in self-confidence.


At nineteen came her first datedinner and a movie with a college classmate, Michael Schiavo. They fell in love and within six months were engaged. They married on November 10, 1984.



In 1986, Michael and Terri moved to Florida. So did Bob and Mary Schindler and their other two children, Bobby Jr. and Susan. Michael worked as a restaurant manager for McDonalds, Terri as a clerk for an insurance company.
 

In Florida, Terri kept losing weightdramatically. Now 5 feet 4 inches tall, her weight dropped to 110 pounds. Her daily diet regimen included as much as a gallon of iced tea. She was proud of her body. She took to wearing bikini bathing suits. But she still seemed to eat a lot. Once, when asked how she could eat so much and stay thin, she replied that she must just have a good metabolism. After meals, she would go to the bathroom with a toothbrush, toothpaste, and mouthwash, purportedly to clean her teeth.


There may have been a dark side to the stunning weight loss. Some doctors think Terri had bulimia.



The full name of this eating disorder is bulimia nervosa, and its victims are typically young women. Some 10 percent of college-aged American women are bulimic.


The hallmark of bulimia is binging and purgingalternating periods of extreme overeating (the binge) and inappropriate methods of weight control (the purge). Common methods of purging include self-induced vomiting, enemas, excessive use of laxatives or diuretics, and compulsive exercising.


During a binge, the bulimic feels a profound loss of control, which is regained with the purge. But the purge comes at a price. Constant vomiting can erode tooth enamel, damage the esophagus, and cause swelling and soreness in the salivary glands. Bowel function is disrupted. The stomach might rupture. Most dangerously, bulimia can cause heart rhythm irregularities and electrolyte abnormalitiessuch as decreased potassium levelswhich can lead to cardiac arrest.



In the early morning hours of February 25, 1990, at the age of twenty-six, Terri Schiavo collapsed in the hallway of her apartment. Her heart had stopped beating. Tests later showed a precipitous drop in her body potassium.



Michael called 911. By the time the paramedics arrived and restored Terris heartbeat, her brain had been deprived of oxygena condition called anoxiafor several minutes. The result was devastating brain damage, which caused Terri to slip into a coma.


The paramedics took Terri to Humana Northside Hospital in St. Petersburg, where doctors inserted a feeding tubespecifically, a percutaneous endoscopic gastronomy, or PEG. A PEG tube is inserted through an incision in the skin directly into the stomach, delivering a flow of vitamin-enriched liquid sustenance.


Like St. Theresa of Avila, Terri eventually emerged from her coma. Unlike her namesake, however, she never regained consciousness. Instead, she settled into PVSmedical shorthand for a persistent vegetative state.


Patients in PVS experience sleep-wake cycles, but they are completely unaware of themselves or their surroundings. They hear nothing, see nothing, and feel no touch; they have no language comprehension and cannot communicate; they are incontinent in bowel and bladder. The condition can be misleading to the untrained observer. Sometimes the patients eyes are open and may seem to track movement; he or she may occasionally moan or grimace; the patient may even have reflexive reactions to outside stimulireactions that could be misinterpreted as purposeful. But they are not; the patient is truly unconscious.


One must be in this condition for at least a month to be diagnosed as PVS. After a year, recovery is unlikely.



Terri spent two and a half months at Humana Northside Hospital. On May 12, 1990, she was discharged to a rehabilitation facility. Over the next several months, she was moved to another hospital, then home to her family, then back to the rehabilitation facility. Despite intensive physical, occupational, and speech therapy, her condition did not improve.


The Schindler and Schiavo families shared their grief and their efforts to help Terri. Years later, a report by her court-appointed guardian, Jay Wolfson, would describe Michael and Mary Schindler as virtual partners in their care of and dedication to Theresa. Wolfson stated, There is no question but that complete trust, mutual caring, explicit love and a common goal of caring and rehabilitating Theresa were the shared intentions of Michael Schiavo and the Schindlers. In an interview with CNNs Larry King, Bob Schindler told King that Mary and Michael had been joined at the hip. Michael even went to live with the Schindlers. He also attended nursing school to learn how better to care for Terri.


Being legally incompetent and unable to make decisions about her medical treatment, Terri needed a guardian to handle her affairs. On June 18, 1990, a judge appointed Michael to be her guardian.


Toward the end of 1990, Michael took Terri to California for experimental therapyimplantation of a so-called thalamic stimulator into her brain. The therapy was unsuccessful. A few months later, he took her back to Florida and placed her in another rehabilitation center for further conventional treatment. Again, nothing helped. In mid-1991, Terri was transferred to a skilled nursing facility.


Michael moved out of Bob and Mary Schindlers home in May 1992, but they remained close. By the next year, the Schindlers were encouraging Michael to date other women, and he did. He even introduced his dates to the Schindlers. With their blessing, he had begun to get on with his life.



Is money the root of all evil? Sometimes it seems so. The relationship between Michael and his in-laws began to go sour after Michael achieved success in a lawsuit he filed for medical malpractice. In the late 1980s, Terri and Michael had tried to conceive a child. In the year before her cardiac arrest, they had gotten fertility treatment from an obstetrician, who did nothing to address Terris dramatic weight loss and failed to give her a blood test that would have detected a potassium imbalance. The malpractice lawsuit resulted in a jury verdict for Michael. In 1993 he received $300,000 and Terri received approximately $700,000. Terris money was placed in a trust over which Michael had no control. Now there was something for Michael and the Schindlers to disagree about.



And so, in 1993, the fight began. Ten years later, in 2003, Michael told CNNs Larry King that Bob Schindler had immediately demanded a share of the $300,000 that had been awarded to Michael, which Michael refused. Michael told King that Bob always wanted the money. He wants the money. He wants the control. Similarly, Michael said, Mary Schindler had told him, We deserve some of this money.


Indeed, Bob and Mary Schindler both had previously admitted in court that they wanted some of Michaels $300,000. But Mary also complained to Larry King in 2003 that after the money came in in 1993, Michael wouldnt do anything for Terri, and she hasnt had any therapy since then.


Michael had indeed stopped Terris rehabilitative therapy by the time he won the malpractice lawsuit. By then, he later said, he had given up all hope for her recovery.


The rift between Michael and the Schindlers became bitter and irreparable. They stopped speaking to one another. In July 1993, the Schindlers formally challenged Michaels guardianship of Terri, asking the guardianship judge to appoint a legal guardiancalled a guardian ad litemto determine whether Michael had abused Terri. The guardian ad litem determined that there had been no abuse; on the contrary, Michael had acted appropriately and attentively. According to the guardian ad litem, Michael had been so demanding of the staff at Terris skilled nursing facility as to be a nursing home administrators nightmare, and Terri received special care and attention from the staff because of his persistent advocacy.


In early 1994, when Terri got a urinary tract infection, Michael decidedwith the treating physicians approvalnot to treat the infection, and he imposed a do not resuscitate order. But Michael relented after the skilled nursing facility opposed his decision. After that, Terri was transferred to another facility.


The years passed with no improvement in Terris condition. But Michael remained her most regular visitor.




The litigation over whether to remove Terris feeding tubetechnically, the beginning of what has come to be known as the Terri Schiavo casestarted in May 1998, when Michael filed a petition in the probate division of the Pinellas County Circuit Court, which oversees guardianship proceedings, asking the court to authorize removal of the PEG tube. But the wheels of justice grind slowly. The case did not go to trial until January 24, 2000. The judge was George W. Greer.


Judge Greer had to decide two issues: whether Terri was truly in PVS, and what her wishes regarding continued tube feeding would be if she could express them. Terri had left no written instructions about her medical care.


On the first issueTerris medical conditiontwo physicians testified that Terri was in PVS. Their testimony was backed up by computer-assisted tomography (CT scans) showing an empty space in her brain where there should have been a cerebral cortex. Her cerebral cortex was virtually gone, replaced by spinal fluid. Even the Schindlers acknowledged that Terri was in a diagnosed persistent vegetative state.


On the second issueTerris end-of-life wishesMichael and the Schindlers disagreed bitterly.


On Michaels side, three witnesses testified: Michael, his brother Scott Schiavo, and his sister-in-law Joan Schiavo, to whom Terri had been close in the mid-1980s. Michael told Judge Greer about things Terri had said to him on occasions when they were watching something on television depicting people on ventilators or tube-feeding. She had told Michael that she didnt want to be kept alive on anything artificial and she did not want to live like that. Michael also spoke of a time in the mid-1980s when Terris grandmother was caring for Terris severely brain-damaged uncle. Terri had told Michael, If I ever have to be a burden to anyone, I dont want to live like that.


Michaels brother Scott recalled Terris comments to him in 1988, when his grandmother was being kept alive on a respirator after she was pretty much gone. Terri had said, If I ever go like that, just let me go. Dont leave me there. I dont want to be kept alive on a machine. And Scotts wife Joan testified about the time when they saw a movie about someone in a coma after a diving accident, with tubes coming out of his mouth and arm. Terri said she would not want to go through that and would want the tubes and everything taken out.


On the Schindlers side, the court heard testimony from Mary Schindler and an old friend of Terris. Mary testified that when Terri was somewhere between seventeen and twenty years old, during television news reports about the Karen Ann Quinlan right-to-die case, Terri had said something to the effect that they should just leave her alone. But on cross-examination, after being shown contemporary news reports about the Quinlan case, Mary admitted that Terri could only have been eleven or twelve years old at that time. Terris friend also testified about similar conversations with Terri about the Quinlan case, but Judge Greer concluded that this must have occurred in the same time frame as Terris conversation with her motherwhen Terri was just a child.


The Schindlers also gave disturbing testimony, both in pretrial depositions and during the trial, that suggested the extremes to which they might go to keep Terri alive. As Jay Wolfson put it in his 2003 guardian ad litems report: Nearly gruesome examples were given, eliciting agreement by family members that in the event Theresa should contract diabetes and subsequent gangrene in each of her limbs, they would agree to amputate each limb. (The Schindlers later claimed they never intended to imply a desire to keep Terri alive at all costs.) Wolfson also noted, Within the testimony, as part of the hypotheticals presented, Schindler family members stated that even if Theresa had told them of her intention to have artificial nutrition withdrawn, they would not do it.


After the trial concluded, Judge Greer issued a thoughtful, lengthy, and detailed written opinion in which he concluded that Terri was indeed in PVS and would want her feeding tube withdrawn.


On the medical issue, Judge Greer found beyond all doubt that Theresa Marie Schiavo is in a persistent vegetative state, and the medical evidence before this court conclusively establishes that she has no hope of ever regaining consciousness. He found that without the feeding tube she will die in seven to fourteen days, and the unrebutted medical testimony before this court is that such death would be painless.


Addressing the Schindlers insistence that Terri seemed to be responsive to them, Judge Greer said the court is not unmindful that perceptions may become reality to the person having them. But the overwhelming credible evidence is that Terri Schiavo has been totally unresponsive since lapsing into the coma almost ten years ago, that her movements are reflexive and predicated on brain stem activity alone, and that she suffers from severe structural brain damage and to a large extent her brain has been replaced by spinal fluid.


As for Terris end-of-life wishes, Judge Greer found that Terri Schiavo did make statements which are creditable and reliable with regard to her intention given the situation at hand. He noted the statements by Terri about which Michael, Scott, and Joan Schiavo had testified, and he found that these statements are Terri Schiavos oral declarations concerning her intention as to what she would want done under the present circumstances. Judge Greer concluded that the testimony regarding such oral declarations is reliable, is creditable and rises to the level of clear and convincing evidence to this court.


The judges opinion, dated February 11, 2000, ended with the following disposition: ordered and adjudged that the Petition for Authorization to Discontinue Artificial Life Support of Michael Schiavo, Guardian of the Person of Theresa Marie Schiavo, an incapacitated person, be and the same is hereby granted and Petitioner/Guardian is hereby authorized to proceed with the discontinuance of said artificial life support for Theresa Marie Schiavo.


The feeding tube was to come out. But that wouldnt actually happen for another fourteen months. The litigation frenzy had begun.


The Schindlers appealed Judge Greers ruling to Floridas intermediate appellate court, the District Court of Appeal. Appeals can take a long time. This one took a full year. Meanwhile, the removal of ANH was put on holdstayed, in legal parlance. Finally, on January 24, 2001, the appellate court upheld Judge Greers decision.



The Court of Appeals written opinion was as carefully crafted as Judge Greers. First, the court reviewed the evidence and concluded that the evidence is overwhelming that Theresa is in a permanent or persistent vegetative state. Over the span of this last decade,Theresas brain has deteriorated because of the lack of oxygen it suffered at the time of the heart attack. At this point, much of hercerebral cortex is simply gone and has been replaced by cerebral spinal fluid. Medicine cannot cure this condition.


Next, the court acknowledged the care Michael had lavished on Terri: Michael has continued to care for her and to visit her all these years. He has become a professional respiratory therapist and worksin a nearby hospital. As a guardian, he has always attempted to provide optimum treatment for his wife. He has been a diligent watch guard of Theresas care, never hesitating to annoy the nursing staff in order to assure that she receives the proper treatment.


Finally, the court addressed the true issue in the casewhat Terris wishes would be. As the court put it, the difficult question that faced Judge Greer was whether Terri would choose to continue the constant nursing care and the supporting tubes in hopes that a miracle would somehow recreate her missing brain tissue, or whether she would wish to permit a natural death process to take its course and for her family members and loved ones to be free to continue their lives. Judge Greer had settled on the latter. The appellate court said: After due consideration, we conclude that the trial judge had clear and convincing evidence to answer this question as he did.


Thus Judge Greers decision was affirmed. Three months later, the Florida Supreme Court refused to hear the case. So did the U.S. Supreme Court. The appellate jurisdiction of those courts is discretionary: they dont have to accept a given case for review.


Once the highest courts of Florida and the United States refused to intervene, Judge Greers removal order took effect. On April 24, 2001, Terris PEG tube was clamped, cutting off her supply of ANH.


The Schindlers immediately struck back. They filed a motion in the guardianship proceeding before Judge Greer, seeking relief from his judgment based on new evidence they claimed to have discovereda purported assertion by Michaels former girlfriend that he had told her that he and Terri had never discussed her end-of-life wishes. When Judge Greer denied this motion, the Schindlers filed a new lawsuit against Michael in a different division of the Pinellas County Circuit Courtthe general civil divisionmaking the same claim. This procedural maneuver enabled the Schindlers to go before a different judge, Frank Quesada. They asked Judge Quesada for an emergency injunction requiring the resumption of ANH, which he granted. Two days after the PEG tube was clamped, the clamp was removed and ANH was restored.


The case went back to the Court of Appeal. With the filing of the separate lawsuit, the case had become a procedural mess, which the appellate court sorted out in a written opinion filed on July 11, 2001. The court held that the Schindlers were entitled to challenge Judge Greers judgment based on newly discovered evidence, but that their motion before Judge Greer had been procedurally untimely and their evidentiary showing before Judge Quesada had been insufficient to support his injunction. They had failed to present an affidavit from the former girlfriend, instead merely offering affidavits by Bob Schindler and a private investigator containing hearsay statements about what the former girlfriend had purportedly told themwhich is not enough proof in a court of law. The appellate court sent the case back to Judge Greer, giving the Schindlers time to file another motion for relief based on new evidence. The decision required Judge Quesada to transfer the Schindlers separate civil lawsuit over to Judge Greer.


Back before Judge Greer, the Schindlers litigated with a vengeance. They not only refiled their motion for relief from the judgment but also filed motions demanding disqualification of Judge Greer from further hearing the case, removal of Michael as Terris guardian, and another medical examination of Terri by doctors selected by the Schindlers. Now the Schindlers changed their position regarding Terris medical condition. Armed with affidavits by seven physicians, the Schindlers claimed that Terri was not in PVS after all and that her ability to eat and speak could be restored by a new cardiovascular medication style of therapy.


All of this was for naught. Judge Greer denied the motions, and once again he ordered removal of the feeding tube.


Once more the case went back to the Court of Appeal, resulting in another stay preventing the cessation of ANH. In a third opinion, on October 17, 2001, the appellate court gave the Schindlers another ray of hope.


The court upheld Judge Greers rejection of new testimony by two former friends of Michaels and the husband of one of them, concluding that the new evidence was insufficient to change Judge Greers original ruling. But the court, while expressing skepticism about the claim of hope for Terris improvement through new medical treatment, concluded that the physicians affidavits were enough to require a new evidentiary hearing before Judge Greer. At this hearing, the Schindlers were to present testimony by two physicians of the Schindlers choosing; Michael was to present rebuttal testimony by two physicians of his own choosing; and the trial court was to appoint a fifth, independent, physician to examine Terri and testify about her condition.


Again, the Florida Supreme Court refused to intervene.



About those wheels of justice grinding slowly. The new evidentiary hearing was delayed for a year. It finally took place over a ten-day period in October 2002.


Not surprisingly, the Schindlers two physicians testified that Terri was not in PVS, while Michaels two physicians testified that she was. One of the Schindlers physicians, Dr. William Hammesfahr, said that Terri could benefit from new vasodilation and hyperbaric therapies, but he never claimed that those therapies could restore Terris cognitive functions, and he admitted that they could not replace dead brain tissue.


The deciding vote was cast by the court-appointed physician, Dr. Peter Bambakis, a clinical professor of neurology at Case Western Reserve University and a board-certified neurologist at the Cleveland Clinic Foundation in Ohio. Dr. Bambakis said Terri was indeed in PVS. She would never improve.


Critical to the hearing were four hours of videotapes made in the summer of 2002, depicting medical examinations of Terri and visits by the Schindlers to her bedside. These videotapes became central to the Court of Appeals decision when the case next went back up on appeal. And snippets from the videotapes later became a rallying point for the religious Right when the case became a national spectacle.


Three weeks after the hearing, the Schindlers renewed their nine-year-old suggestion from 1993 that Michael might have abused Terri. They filed a motion
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