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I. Common Law Underpinnings and Constitutional Framework
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The common law right to refuse or discontinue medical treatment has been established and recognized for decades. Several grounds are asserted for this right. Virtually every judicial writing that has addressed the issue starts with the well-known tenet expounded by Justice Benjamin Cardozo in the 1914 case of Schloendorff v. N.Y. Hospital:

Every human being of adult years and sound mind has a right to determine what shall be done with his own body; and a surgeon who performs an operation without his patient’s consent commits an assault.

In the context of personal injury law, this right of self-determination was recognized first as the common law offense of battery which made any offensive, unconsented touching an actionable wrong. From these common law roots came two logical extensions—the doctrine of "informed consent" and a corollary right to refuse treatment. 

The “informed” component of consent was not directly acknowledged until the California cases of Salgo v. Leland Stanford Jr. University Bd. of Trustees in 1957 (a battery case), and Natanson v. Kline in 1960 (a malpractice case). Through the 1960s and beyond, informed consent criteria became the subject of a great deal of state legislation and litigation. Today, the failure to obtain informed consent is typically an issue of negligence in medical malpractice claims, rather than of battery. 

In general terms, informed consent may be described as the physician’s “legal obligation to make adequate disclosures of the medically recognized risks, benefits, and alternatives to any proposed diagnostic or therapeutic medical procedures to allow their patients to make informed decisions and to give an informed consent to those procedures.” Another way to describe informed consent -- as well as informed refusals of consent -- is through its three requisite elements: informed, voluntary, and competent. Courts and legislators have taken differing tacks in defining the nature and depth of information required to be disclosed to patients, while the voluntary and  competent components have remained more consistent in concept, but only in concept. In practice, the nuances, variability, and continuum of voluntariness and decisional capacity pose everyday challenges to health care providers.
IN RE QUINLAN

355 A.2d 647 (N.J. 1976)

The Litigation

The central figure in this tragic case is Karen Ann Quinlan, a New Jersey resident. At the age of 22, she lies in a debilitated and allegedly moribund state at Saint Clare's Hospital in Denville, New Jersey. The litigation has to do, in final analysis, with her life - its continuance or cessation - and the responsibilities, rights and duties, with regard to any fateful decision concerning it, of her family, her guardian, her doctors, the hospital, the State through its law enforcement authorities, and finally the courts of justice. 

The issues are before this Court following its direct certification of the action under the rule, R. 2:12-1, prior to hearing in the Superior Court, Appellate Division, to which the appellant (hereafter "plaintiff) Joseph Quinlan, Karen's father, had appealed the adverse judgment of the Chancery Division. 

Due to extensive physical damage fully described in the able opinion of the trial judge, Judge Muir, supporting that judgment, Karen allegedly was incompetent. Joseph Quinlan sought the adjudication of that incompetency. He wished to be appointed guardian of the person and property of his daughter. It was proposed by him that such letters of guardianship, if granted, should contain an express power to him as guardian to authorize the discontinuance of all extraordinary medical procedures now allegedly sustaining Karen's vital processes and hence her life, since these measures, he asserted, present no hope of her eventual recovery. A guardian ad litem was appointed by Judge Muir to represent the interest of the alleged incompetent.

Essentially then, appealing to the power of equity, and relying on claimed constitutional rights of free exercise of religion, of privacy and of protection against cruel and unusual punishment, Karen Quinlan's father sought judicial authority to withdraw the life-sustaining mechanisms temporarily preserving his daughter's life, and his appointment as guardian of her person to that end. His request was opposed by her doctors, the hospital, the Morris County Prosecutor, the State of New Jersey, and her guardian ad litem.

The Factual Base

An understanding of the issues in their basic perspective suggests a brief review of the factual base developed in the testimony and documented in greater detail in the opinion of the trial judge. In re Quinlan, 137 N.J. Super. 227, 348 A.2d 801 (Ch. Div. 1975).

On the night of April 15, 1975, for reasons still unclear, Karen Quinlan ceased breathing for at least two 15 minute periods. She received some ineffectual mouth-to-mouth resuscitation from friends. She was taken by ambulance to Newton Memorial Hospital. There she had a temperature of 100 degrees, her pupils were unreactive and she was unresponsive even to deep pain. The history at the time of her admission to that hospital was essentially incomplete and uninformative.

Three days later, Dr. Morse examined Karen at the request of the Newton admitting physician, Dr. McGee. He found her comatose with evidence of decortication, a condition relating to derangement of the cortex of the brain causing a physical posture in which the upper extremities are flexed and the lower extremities are extended. She required a respirator to assist her breathing.

Dr. Morse and other expert physicians who examined her characterized Karen as being in a "chronic persistent vegetative state." Dr. Fred Plum, one of such expert witnesses, defined this as a "subject who remains with the capacity to maintain the vegetative parts of neurological function but who ... no longer has any cognitive function."

Dr. Morse, as well as the several other medical and neurological experts who testified in this case, believed with certainty that Karen Quinlan is not "brain dead." They identified the Ad Hoc Committee of Harvard Medical School report (infra) as the ordinary medical standard for determining brain, death, and all of them were satisfied that Karen met none of the criteria specified in that report and was therefore not "brain dead" within its contemplation.

Because Karen's neurological condition affects her respiratory ability (the respiratory system being a brain stem function) she requires a respirator to assist her breathing.

The experts believe that Karen cannot now survive without the assistance of the respirator; that exactly how long she would live without it is unknown; that the strong likelihood is that death would follow soon after its removal, and that removal would also risk further brain damage and would curtail the assistance the respirator presently provides in warding off infection.

III. The Right of Privacy

It is the issue of the constitutional right of privacy that has given us most concern in the exceptional circumstances of this case. Here a loving parent, qua parent and raising the rights of his incompetent and profoundly damaged daughter, probably irreversibly doomed to no more than a biologically vegetative remnant of life, is before the court. He seeks authorization to abandon specialized technological procedures which can only maintain for a time a body having no potential for resumption or continuance of other than a "vegetative" existence.

We have no doubt, in these unhappy circumstances, that if Karen were herself miraculously lucid for an interval (not altering the existing prognosis of the condition to which she would soon return) and perceptive of her irreversible condition, she could effectively decide upon discontinuance of the life-support apparatus, even if it meant the prospect of natural death.

We have no hesitancy in deciding, in the instant diametrically opposite case, that no external compelling interest of the State could compel Karen to endure the unendurable, only to vegetate a few measurable months with no realistic possibility of returning to any semblance of cognition or sapient life.

Our affirmation of Karen's independent right of choice, however, would ordinarily be based upon her competency to assert it. The sad truth, however, is that she is grossly incompetent and we cannot discern her supposed choice based on the testimony of her previous conversations with friends, where such testimony is without sufficient probative weight. 137 N.J. Super. at 260, 348 A.2d 801. Nevertheless we have concluded that Karen's right of privacy may be asserted on her behalf by her guardian under the peculiar circumstances here present.

If a putative decision by Karen to permit this non-cognitive, vegetative existence to terminate by natural forces is regarded as a valuable incident of her right of privacy, as we believe it to be, then it should not be discarded solely on the basis that her condition prevents her conscious exercise of the choice. The only practical way to prevent destruction of the right is to permit the guardian and family of Karen to render their best judgment, subject to the qualifications hereinafter stated, as to whether she would exercise it in these circumstances. If their conclusion is in the affirmative this decision should be accepted by a society the overwhelming majority of whose members would, we think, in similar circumstances, exercise such a choice in the same way for themselves or for those closest to them. It is for this reason that we determine that Karen's right of privacy may be asserted in her behalf, in this respect, by her guardian and family under the particular circumstances presented by this record.

CRUZAN v. DIRECTOR, MISSOURI DEPARTMENT OF HEALTH

497 U.S. 261 (1990)
CHIEF JUSTICE REHNQUIST delivered the opinion of the Court.

Petitioner Nancy Beth Cruzan was rendered incompetent as a result of severe injuries sustained during an automobile accident. Co-petitioners Lester and Joyce Cruzan, Nancy's parents and co-guardians, sought a court order directing the withdrawal of their daughter's artificial feeding and hydration equipment after it became apparent that she had virtually no chance of recovering her cognitive faculties. The Supreme Court of Missouri held that because there was no clear and convincing evidence of Nancy's desire to have life-sustaining treatment withdrawn under such circumstances, her parents lacked authority to effectuate such a request. We granted certiorari and now affirm.
On the night of January 11, 1983, Nancy Cruzan lost control of her car as she traveled down Elm Road in Jasper County, Missouri. The vehicle overturned, and Cruzan was discovered lying face down in a ditch without detectable respiratory or cardiac function. Paramedics were able to restore her breathing and heartbeat at the accident site, and she was transported to a hospital in an unconscious state. An attending neurosurgeon diagnosed her as having sustained probable cerebral contusions compounded by significant anoxia (lack of oxygen). The Missouri trial court in this case found that permanent brain damage generally results after 6 minutes in an anoxic state; it was estimated that Cruzan was deprived of oxygen from 12 to 14 minutes. She remained in a coma for approximately three weeks and then progressed to an unconscious state in which she was able to orally ingest some nutrition. In order to  ease feeding and further the recovery, surgeons implanted a gastrostomy feeding and hydration tube in Cruzan with the consent of her then husband. Subsequent rehabilitative efforts proved unavailing. She now lies in a Missouri state hospital in what is commonly referred to as a persistent vegetative state: generally, a condition in which a person exhibits motor reflexes but evinces no indications of significant cognitive function. The State of Missouri is bearing the cost of her care. 
After it had become apparent that Nancy Cruzan had virtually no chance of regaining her mental faculties her parents asked hospital employees to terminate the  artificial nutrition and hydration procedures. All agree that such a removal would cause her death. The employees refused to honor the request without court approval. The parents then sought and received authorization from the state trial court for termination. The court found that a person in Nancy's condition had a fundamental right under the State and Federal Constitutions to refuse or direct the withdrawal of "death prolonging procedures." The court also found that Nancy's "expressed thoughts at age twenty-five in somewhat serious conversation with a housemate friend that if sick or injured she would not wish to continue her life unless she could live at least halfway normally suggests that given her present condition she would not wish to continue on with her nutrition and hydration."

The Supreme Court of Missouri reversed by a divided vote…. 
We granted certiorari to consider the question of whether Cruzan has a right under the United States Constitution which would require the hospital to withdraw life-sustaining treatment from her under these circumstances.

* * *

State courts have available to them for decision a number of sources state constitutions, statutes, and common law-which are not available to us. In this Court, the question is simply and starkly whether the United States Constitution prohibits Missouri from choosing the rule of decision which it did. This is the first case in which we have been squarely presented with the issue of whether the United States Constitution grants what is in common parlance referred to as a "right to die."

* * *

The Fourteenth Amendment provides that no State shall "deprive any person of life, liberty, or property, without due process of law." The principle that a competent person has a constitutionally protected liberty interest in refusing unwanted medical treatment may be inferred from our prior decisions. …
But determining that a person has a "liberty interest" under the Due Process Clause does not end the inquiry;' "whether respondent's constitutional rights have been violated must be determined by balancing his liberty interests against the relevant state interests."
Petitioners insist that under the general holdings of our cases, the forced  administration of life-sustaining medical treatment, and even of artificially delivered food and water essential to life, would implicate a competent person's liberty interest. Although we think the logic of the cases discussed above would embrace such a liberty interest, the dramatic consequences involved in refusal of such treatment would inform the inquiry as to whether the deprivation of that interest is constitutionally permissible. But for purposes of this case, we assume that the United States Constitution would grant a competent person a constitutionally protected right to refuse lifesaving hydration and nutrition. 
Petitioners go on to assert that an incompetent person should possess the same right in this respect as is possessed by a competent person. …

The difficulty with petitioners' claim is that in a sense it begs the question: an incompetent person is not able to make an informed and voluntary choice to exercise a hypothetical right to refuse treatment or any other right. Such a "right" must be exercised for her, if at all, by some sort of surrogate. Here, Missouri has in effect recognized that under certain circumstances a surrogate may act for the patient in electing to have hydration and nutrition withdrawn in such a way as to cause death, but it has established a procedural safeguard to assure that the action of the surrogate conforms as best it may to the wishes expressed by the patient while competent. Missouri requires that evidence of the incompetent's wishes as to the withdrawal of treatment be proved by clear and convincing evidence. The question, then, is whether the United States Constitution forbids the establishment of this procedural requirement by the State. We hold that it does not. 
Whether or not Missouri's clear and convincing evidence requirement comports with the United States Constitution depends in part on what interests the State may properly seek to protect in this situation. Missouri relies on its interest in the protection and preservation of human life, and there can be no gainsaying this interest. As a general matter, the States indeed, all civilized nations-demonstrate their commitment to life by treating homicide as serious crime. Moreover, the majority of States in this country have laws imposing criminal penalties on one who assists another to commit suicide. We do not think a State is required to remain neutral in the face of an informed and voluntary decision by a physically-able adult to starve to death. 
But in the context presented here, a State has more particular interests at stake. The choice between life and death is a deeply personal decision of obvious and overwhelming finality. We believe Missouri may legitimately seek to safeguard the personal element of this choice through the imposition of heightened evidentiary requirements. It cannot be disputed that the Due Process Clause protects an interest in life as well as an interest in refusing life-sustaining medical treatment. Not all incompetent patients will have loved ones available to serve as surrogate decisionmakers. … A State is entitled to guard against potential abuses in such situations. Similarly, a State is entitled to consider that a judicial proceeding to make a determination regarding an incompetent's wishes may very well not be an adversarial one, with the added guarantee of accurate factfinding that the adversary process brings with it. Finally, we think a State may properly decline to make judgments about the "quality" of life that a particular individual may enjoy, and simply assert an unqualified interest in the preservation of human life to be weighed against the constitutionally protected interests of the individual.
 In our view, Missouri has permissibly sought to advance these interests through the adoption of a "clear and convincing" standard of proof to govern such proceedings.

* * *

We think it self-evident that the interests at stake in the instant proceedings are more substantial, both on an individual and societal level, than those involved in a run-of-the-mine civil dispute. But not only does the standard of proof reflect the importance of a particular adjudication, it also serves as "a societal judgment about how the risk of error should be distributed between the litigants." The more stringent the burden of proof a party must bear, the more that party bears the risk of an erroneous decision. We believe that Missouri may permissibly place an increased risk of an erroneous decision on those seeking to terminate an incompetent individual's life-sustaining treatment. An erroneous decision not to terminate results in a maintenance of the status quo; the possibility of subsequent developments such as advancements in medical science, the discovery of new evidence regarding the patient's intent, changes in the law, or simply the unexpected death of the patient despite the administration of life-sustaining treatment, at least create the potential that a wrong decision will eventually be corrected or its impact mitigated. An erroneous decision to withdraw life-sustaining treatment, however, is not susceptible of correction.

* * *

In sum, we conclude that a State may apply a clear and convincing evidence standard in proceedings where a guardian seeks to discontinue nutrition and hydration of a person diagnosed to be in a persistent vegetative state. …
The Supreme Court of Missouri held that in this case the testimony adduced at trial did not amount to clear and convincing proof of the patient's desire to have hydration and nutrition withdrawn…. The testimony adduced at trial consisted primarily of Nancy Cruzan's statements made to a housemate about a year before her accident that she would not want to live should she face life as a "vegetable," and other observations to the same effect. The observations did not deal in terms with withdrawal of medical treatment or of hydration and nutrition. We cannot say that the Supreme Court of Missouri committed constitutional error in reaching the conclusion that it did.

* * *

JUSTICE O'CONNOR. concurring.

I agree that a protected liberty interest in refusing unwanted medical treatment may be inferred from our prior decisions, and that the refusal of artificially delivered food and water is encompassed within that liberty interest. I write separately to clarify why I believe this to be so. 
As the Court notes, the liberty interest in refusing medical treatment flows from decisions involving the State's invasions into the body. Because our notions of liberty are inextricably entwined with our idea of physical freedom and self-determination, the Court has often deemed state incursions into the body repugnant to the interests protected by the Due Process Clause. The State's imposition of medical treatment on an unwilling competent adult necessarily involves some form of restraint and intrusion. A seriously ill or dying patient whose wishes are not honored may feel a captive of the machinery required for life-sustaining measures or other medical interventions. Such forced treatment may burden that individual's liberty interests as much as any state coercion. 
The State's artificial provision of nutrition and hydration implicates identical concerns. Artificial feeding cannot readily be distinguished from other forms of medical treatment. … Whether or not the techniques used to pass food and water into the patient's alimentary tract are termed "medical treatment," it is clear they all involve some degree of intrusion and restraint. Feeding a patient by means of a nasogastric tube requires a physician to pass a long flexible tube through the patient's nose, throat and esophagus and into the stomach. Because of the discomfort such a tube causes, "[m]any patients need to be restrained forcibly and their hands put into large mittens to prevent them from removing the tube." … A gastrostomy tube (as was used to provide food and water to Nancy Cruzan), or jejunostomy tube must be surgically implanted into the stomach or small intestine. … Requiring a competent adult to endure such procedures against her will burdens the patient's liberty, dignity, and freedom to determine the course of her own treatment. Accordingly, the liberty guaranteed by the Due Process Clause must protect, if it protects anything, an individual's deeply personal decision to reject medical treatment, including the artificial delivery of food and water. I also write separately to emphasize that the Court does not today decide the issue whether a State must also give effect to the decisions of a surrogate decisionmaker. In my view, such a duty may well be constitutionally required to protect the patient's liberty interest in refusing medical treatment. Few individuals provide explicit oral or written instructions regarding their intent to refuse medical treatment should they become incompetent. States which decline to consider any evidence other than such instructions may frequently fail to honor a patient's intent. Such failures might be avoided if the State considered an equally probative source of evidence: the patient's appointment of a proxy to make health care decisions on her behalf.
* * *

Today's decision, holding only that the Constitution permits a State to require clear and convincing evidence of Nancy Cruzan's desire to have artificial hydration and nutrition withdrawn, does not preclude a future determination that the Constitution requires the States to implement the decisions of a patient's duly appointed surrogate. Nor does it prevent States from developing other approaches for protecting an incompetent individual's liberty interest in refusing medical treatment. … Today we decide only that one State's practice does not violate the Constitution; the more challenging task of crafting appropriate procedures for safeguarding incompetents' liberty interests is entrusted to the "laboratory" of the States, in the first instance.

JUSTICE SCALIA, concurring.

* * *

While I agree with the Court's analysis today, and therefore join in its opinion, I would have preferred that we announce, clearly and promptly, that the federal courts have no business in this field; that American law has always accorded the State the power to prevent, by force if necessary, suicide, including suicide by refusing to take appropriate measures necessary to preserve one's life; that the point at which life becomes "worthless," and the point at which the means necessary to preserve it become "extraordinary" or "inappropriate," are neither set forth in the Constitution nor known to the nine Justices of this Court any better than they are known to nine people picked at random from the Kansas City telephone directory; and hence, that even when it is demonstrated by clear and convincing evidence that a patient no longer wishes certain measures to be taken to preserve her life, it is up to the citizens of Missouri to decide, through their elected representatives, whether that wish will be honored. It is quite impossible (because the Constitution says nothing about the matter) that those citizens will decide upon a line less lawful than the one we would choose; and it is unlikely (because we know no more about "life-and-death" than they do) that they will decide upon a line less reasonable. 
“CULTURE OF LIFE” POLITICS AT THE BEDSIDE —
THE CASE OF TERRI SCHIAVO
George J. Annas, N Engl J Med 352;16 (2005), pp. 1711-1714
THE SCHIAVO CASE IN THE COURTS
Terri Schiavo had a cardiac arrest, perhaps because of a potassium imbalance, in 1990 (the year Cruzan was decided), when she was 27 years old. Since 1990, she has lived in a persistent vegetative state in nursing homes, with constant care, being nourished and hydrated through tubes. In 1998, Michael Schiavo petitioned the court to decide whether to discontinue the tube feeding. Unlike Quinlan and Cruzan, however, the Schiavo case involves a family dispute: Ms. Schiavo’s parents objected. A judge found that there was clear and convincing evidence that Terri Schiavo was in a permanent or persistent vegetative state and that, if she could make her own decision, she would choose to discontinue life-prolonging procedures. An appeals court affirmed the first judge’s decision, and the Florida Supreme Court declined to review it.

Schiavo’s parents returned to court, claiming that they had newly discovered evidence. After an additional appeal, the parents were permitted to challenge the original court findings on the basis of new evidence related to a new treatment that they believed might restore cognitive function. Five physicians were asked to examine Ms. Schiavo—two chosen by the husband, two by the parents, and one by the court. On the basis of their examinations and conclusions, the trial judge was persuaded by the three experts who agreed that Schiavo was in a persistent vegetative state. The appeals court affirmed the original decision of the trial court judge, quoting his sympathetic conclusion:

Despite the irrefutable evidence that [Schiavo’s] cerebral cortex has sustained irreparable injuries, we understand why a parent who had raised and nurtured a child from conception would hold out hope that some level of cognitive function remained. If Mrs. Schiavo were our own daughter, we could not hold to such faith. 
But in the end this case is not about the aspirations that loving parents have for their children. It is about Theresa Schiavo’s right to make her own decision, independent of her parents and independent of her husband. . . . It may be unfortunate that when families cannot agree, the best forum we can offer for this private, personal decision is a public courtroom and the best decision-maker we can provide is a judge with no prior knowledge of the ward, but the law currently provides no better solution that adequately protects the interests of promoting the value of life.

The Supreme Court of Florida again refused to hear an appeal.

Subsequently, the parents, with the vocal and organized support of conservative religious organizations, went to the state legislature seeking legislation requiring the reinsertion of Ms. Schiavo’s feeding tube, which had been removed on the basis of the court decisions.

The legislature passed a new law (2003-418), often referred to as “Terri’s Law,” which gave Governor Jeb Bush the authority to order the feeding tube reinserted, and he did so.

The law applied only to a patient who met the following criteria on October 15, 2003— in other words, only to Terri Schiavo:

(a) That patient has no written advance directive;

(b) The court has found that patient to be in a persistent vegetative state;
(c) That patient has had nutrition and hydration withheld; and

(d) A member of that patient’s family has challenged the withholding of nutrition and

hydration.

The constitutionality of this law was immediately challenged. In the fall of 2004, the Florida Supreme Court ruled that the law was unconstitutional because it violates the separation of powers—the division of the government into three branches (executive, legislative, and judicial), each with its own powers and responsibilities. The doctrine

states simply that no branch may encroach on the powers of another, and no branch may delegate to another branch its constitutionally assigned power. Specifically, the court held that for the legislature to pass a law that permits the executive to “interfere with the final judicial determination in a case” is “without question an invasion of the authority of the judicial branch.” In addition, the court found the law unconstitutional for an independent

reason, because it “delegates legislative power to the governor” by giving the governor “unbridled discretion” to make a decision about a citizen’s constitutional rights. In the court’s words:

If the Legislature with the assent of the Governor can do what was attempted here, the judicial branch would be subordinated to the final directive of the other branches. Also subordinated would be the rights of individuals, including the well established privacy right to self determination. . . . Vested rights could be stripped away based on popular clamor.

In January 2005, the U.S. Supreme Court refused to hear an appeal brought by Governor Bush. Thereafter, the trial court judge ordered that the feeding tube be removed in 30 days (at 1 p.m., Friday, March 18) unless a higher court again intervened. The presiding judge, George W. Greer of the Pinellas County Circuit Court, was thereafter picketed

and threatened with death; he has had to be accompanied by armed guards at all times.

Ms. Schiavo’s parents, again with the aid of a variety of religious fundamentalist and “right to life” organizations, sought review in the appeals courts, a new statute in the state legislature, and finally, congressional intervention. Both the trial judge and the appeals courts refused to reopen the case on the basis of claims of new evidence (including the

Pope’s 2004 statement regarding fluids and nutrition) or the failure to appoint an independent lawyer for her at the original hearing. In Florida, the state legislature considered, and the House passed, new legislation aimed at restoring the feeding tube,

but the Florida Senate—recognizing, I think, that this new legislation would be unconstitutional for the same reason as the previous legislation was—ultimately refused to approve the bill. Thereupon, an event unique in American politics occurred: after more than a week of discussion, and after formally declaring their Easter recess without action, Congress reconvened two days after the feeding tube was removed to consider  emergency legislation designed to apply only to Terri Schiavo.

CONGRESS AT THE BEDSIDE
Under rules that permitted a few senators to act if no senator objected, the U.S. Senate adopted a bill entitled “For the relief of the parents of Theresa Marie Schiavo” on March 20, 2005. The House, a majority of whose members had to be present to vote, debated the same measure from 9 p.m. to midnight on the same day and passed it by a four-to-one margin shortly after midnight on March 21. The President then signed it into law. In substance, the new law (S. 686) provides that “the U.S. District Court for the Middle District of Florida shall have jurisdiction” to hear a suit “for the alleged violation of any right of Theresa Marie Schiavo under the Constitution or laws of the United States relating to the withholding or withdrawal of food, fluids, or medical treatment necessary to sustain her life.” The parents have standing to bring the lawsuit (the federal court had  previously refused to hear the case on the basis that the parents had no standing to

bring it), and the court is instructed to “determine de novo any claim of a violation of any right of Theresa Marie Schiavo . . . notwithstanding any prior State court determination . . . ” — that is, to pretend that no court has made any prior ruling in the case. The act is to provide no “precedent with respect to future legislation.”

The brief debate on this bill in the House of Representatives (there were no hearings in either chamber and no debate at all in the U.S. Senate) was notable primarily for its uninformed and frenzied rhetoric. It was covered live by C-SPAN. The primary sponsor of the measure, Congressman Thomas DeLay (R-Tex.), for example, asserted that “She’s not a vegetable, just handicapped like many millions of people walking around today. This has nothing to do with politics, and it’s disgusting for people to say that it does.” Others echoed the sentiments of Senate majority leader and physician Bill Frist (R-Tenn.), who said that immediate action was imperative because “Terri Schiavo is being denied life-saving fluids and nutrition as we speak.”

Other physician-members of the House chimed in. Congressman Dave Weldon (R-Fla.) remarked that, on the basis of his 16 years of medical practice, he was able to conclude that Terri Schiavo is “not in a persistent vegetative state.” Congressman Phil Gingrey (R-Ga.) agreed, saying “she’s very much alive.” Another physician, Congressman Joe Schwarz (R-Mich.), who was a head and neck surgeon for 27 years, opined that “she does have some cognitive ability” and asked, “How many other patients are there with feeding tubes? Should they be removed too?” Another physician-congressman, Tom Price (R-Ga.), thought the law was reasonable because there was “no living will in place” and the family and experts disagreed. The only physician who was troubled by Congress’s public diagnosis and treatment of Terri Schiavo was James McDermott (D-Wash.), who chided his physician-colleagues for the poor medical practice of making a diagnosis without examining the patient.

Although he deferred to the medical expertise of his congressional colleagues with M.D. degrees, Congressman Barney Frank (D-Mass.) pointed out that the chamber was not filled with physicians. Frank said of the March 20 proceedings: “We’re not doctors, we just play them on C-SPAN.” The mantras of the debate were that in a life-or-death decision, we should err on the “side of life,” that action should be taken to “prevent death by starvation” and ensure the “right to life,” and that Congress should “protect the rights of disabled people.”

The following day, U.S. District Court Judge James D. Whittemore issued a careful  opinion denying the request of the parents for a temporary restraining order that would require the reinsertion of the feeding tube. The judge concluded that the parents had failed to demonstrate “a substantial likelihood of success on the merits” of the case—a

prerequisite for a temporary restraining order. Specifically, Judge Whittemore found that, as to the various due-process claims made, the case had been “exhaustively litigated”; that, throughout, all parties had been “represented by able counsel”; and that it was not clear how having an additional lawyer “appointed by the court [for Ms. Schiavo] would

have reduced the risk of erroneous rulings.” As to the allegation that the patient’s First Amendment rights to practice her religion had been violated by the state, the court held that there were no state actions involved at all, “because neither Defendant Schiavo nor Defendant Hospice are state actors.”

Whittemore’s decision is reasonable and consistent with settled law, and it seems likely to be upheld on appeal. The religious right and congressional Republicans may  nonetheless turn this decision to their advantage. Despite the fact that Congress itself sent the case to federal court for determination, these Republicans may cite the ruling as yet another example of “legislating” by the courts. For they liken the action permitted—the withdrawal of a feeding tube—to unfavored activities, such as abortion and same-sex marriage, that courts have allowed to occur. All three activities, they argue, represent attacks on the “culture of life” and necessitate that the President appoint federal court

judges who value life over liberty.

PROXY DECISION MAKERS, PERSISTENT VEGETATIVE STATES, AND DEATH
…The intense publicity generated by this case will cause many to discuss this issue with their families and, I hope, to sign an advance directive. Such a directive, in the form of a living will or the designation of a health care proxy, would prevent court involvement in virtually all cases—although it might not have solved the problem in the Schiavo case, because the family members disagreed about Terri Schiavo’s medical condition and the acceptability of removing the tube in any circumstances.

Despite the impression that may have been created by these three cases, and especially by the grandstanding in Congress, conflicts involving medical decision making for  incompetent patients near the end of life are no longer primarily legal in nature, if they ever were. The law has been remarkably stable since Quinlan (which itself restated  existing law): competent adults have the right to refuse any medical treatment, including life-sustaining treatment (which includes artificially delivered fluids and nutrition). Incompetent adults retain an interest in self-determination. Competent adults can execute

an advance directive stating their wishes and designate a person to act on their behalf, and physicians can honor these wishes. Physicians and health care agents should make treatment decisions consistent with what they believe the patient would want (the subjective standard). If the patient’s desires cannot be ascertained, then treatment  decisions should be based on the patient’s best interests (what a reasonable person would most likely want in the same circumstances). This has, I believe, always been the

law in the United States.

Of course, legal forms or formalities cannot solve nonlegal problems. Decision making near the end of life is difficult and can exacerbate unresolved family feuds that then are played out at the patient’s bedside and even in the media. Nonetheless, it is reasonable and responsible for all persons to designate health care agents to make treatment decisions for them when they are unable to make their own. After this recent congressional intervention, it also makes sense to specifically state one’s wishes with respect to artificial fluids and hydration—and that one wants no politicians, even physician-politicians, involved in the process.

II. Advance Directives and Advanced Care Planning
A. Overview

ADVANCE DIRECTIVES AND ADVANCE CARE PLANNING:

REPORT TO CONGRESS

Department of Health and Human Services, Assistant Secretary for Planning and Evaluation,
Office of Disability, Aging and Long-Term Care Policy (2008) pp. 9-12
The History of Advance Care Planning and Advance Directives in the United States
(Citations have been deleted.)
Issues regarding end-of-life treatment decisions have long been the focus of intense societal debate, as providers, medical ethicists, policy makers, legislators, and the public have  considered essential questions concerning individual autonomy, quality of life, and withdrawal of life-sustaining treatments. As far back as 1914, case law established the requirement to obtain a patient's consent for invasive medical procedures, based on the right of self-determination. Traditionally, health care ethics had largely been based on professional authority and beneficence: the assumption that physicians act in the patient's best interest. Thus, physicians made most patient care decisions and focused primarily on cure or comfort. However, as life-saving medical technology advanced (e.g., mechanical ventilators), the focus of care shifted to the more technically feasible pursuit of sustaining life.
By the 1960s, patient and consumer rights movements, as well as hospice care advocates, sought to free terminally ill patients from aggressive and often ineffective life-sustaining treatment through legal measures, with the development of the earliest form of advance directive, the "living will." Living wills were designed to maintain an individual's "voice" in medical decision making and empower individuals to dictate the terms of their own medical care at the end of life. 

Both state and federal actions helped to lay the foundation for current approaches to end-of-life decision making, although the initial efforts to enact legislation in support of living wills were led by the states.
State Efforts

Beginning the first wave of state legislation was the 1976 passage of the Natural Death Act in California, the first law to give legal force to living wills; soon thereafter, a number of states passed legislation authorizing instructional health care directives or "living wills."

At about the same time, several legal cases played a pivotal role in publicizing end-of-life issues and advancing the need for better advance care planning. The first was the case of Karen Ann Quinlan, who in 1975 at the age of 21 was left in a PVS after a cardiac arrest. In 1976, the New Jersey Supreme Court granted her parents the right to withdraw the mechanical ventilator, maintaining that a person's constitutional right to privacy outweighed the state's interest in preserving life . Medical ethicists interpreted the court's decision as also encompassing a patient's decision to decline medical treatment under particular circumstances. 

Between 1975 and the 1990's, about 90 reported trial and appellate cases, mostly in state court, addressed the so-called "right to die." Most affirmed the right of a competent person to refuse life-sustaining treatment with very few exceptions, most notably where the welfare of a child dependant of the patient was at stake. Where the patient lacked decisional capacity, most decisions also affirmed that the right was exercisable by an appropriate proxy under some variation of standards described as "substituted judgment" and "best interest."

The case of Nancy Cruzan further challenged the laws regarding end-of-life decision making when a person's wishes were uncertain. In 1983, at the age of 32, Ms. Cruzan was involved in an auto accident that left her in a PVS. Years later, her parents concluded that their daughter would not want to be kept alive in her current state, but the Missouri hospital caring for her refused to comply with their wishes. Local courts mandated that the hospital withdraw life-sustaining treatment, but the state supreme court reversed the decision on the grounds that Ms. Cruzan's parents lacked the right to terminate her life in the absence of "clear and convincing evidence" that this choice reflected her wishes. Although the United States Supreme Court affirmed her right to refuse life-sustaining treatment, they held that the state had the right to impose what it referred to as a "procedural safeguard" in the form of a requirement of clear and convincing evidence that this was her expressed wish.
The Quinlan and Cruzan cases gave rise to a legal model of advance care planning that emphasized the extension of autonomous wishes to guide decisions when individuals could not speak for themselves, and also instituted legal or procedural protections for vulnerable individuals and populations from decisions that might not be made in their best interest.
As the number of state living will laws increased throughout the early 1980s, their shortcomings became apparent: there was no power of enforcement if the maker lost the capacity to speak for him or herself, and these documents covered only a small number of decisions relating to life support, often not addressing the myriad issues that arose in the care of persons toward the end of life. This recognition led to efforts to apply the concept of the durable power of attorney (DPOA) to health care, resulting in a wave of durable power legislation from the mid-1980s to early 1990s. These laws reflected an attempted balancing between private, flexible decision making and possible abuses of the power.

Additional state legislation arose from a growing awareness that decisions about aggressiveness of care needed to transition among the many settings visited by patients toward the end of life. Nearly one-third of Americans receive care in three or more settings (home, hospital, nursing home) in their last months of life. The proportion of Americans with chronic illness dying in the hospital has declined from 64 percent in 1989 to 49 percent in 2001 while the proportion of people who died at home and in nursing homes increased . Decisions about resuscitation and other treatments needed to transition with patients. The resulting legislation allowed for the use of out-of-hospital DNR orders.
Another thread of state legislation, which really began in the 1960s and continues today, involves decision making in the absence of advance directives. Such efforts were stimulated by the awareness that few people had advance directives in place and the fact that state law frequently failed to identify who was authorized to make decisions for patients in the event of decisional incapacity. As a result of these efforts, 40 states now have default surrogate/family consent laws.
A final wave of state effort involved the merging and clarification of the separate state health care decision laws governing living wills and advance directives and the appointment of proxies, driven in part by the population's confusion surrounding advance directives and their lack of use. New Jersey enacted the first combined statute in 1991, merging the living will (called an "instruction directive") and the DPAHC (called "a proxy directive") into a single "advance directive for health care." By the beginning of 2000, 16 states had comprehensive or combined advance directive statutes that, at a minimum, combined living wills and proxies in the same law. By 2008, the number had increased to 26. The primary model is the Uniform Health Care Decisions Act, promoted as a national model in 1993. The Act establishes very simple rules for recognizing almost any kind of written or oral statement as an advance directive. Even unwitnessed, signed documents are valid under the Uniform Act. However, states that have adopted the Uniform Act have almost always added more procedural formalities to the Act's baseline requirements .
Federal Efforts

Health care decision making has traditionally been considered a province of state law, not federal. Federal law generally defers to state law in this area, including the selection and authority of chosen and default surrogates. Yet the Federal Government weighed in as the issues took form in the 1980s with the convening of the President's Commission for the Study of Ethical Problems in Medicine and Biomedical and Behavioral Research. Among other issues, the Commission addressed the difficult topics of defining death, patients with permanent loss of consciousness, the withholding and withdrawing of life-sustaining treatment, and the importance of advance directives.
In 1991, Congress enacted the Patient Self-Determination Act, requiring health care facilities receiving Medicare and Medicaid funds to ask patients whether they had an advance directive; to provide written information on rights to make treatment decisions to adult patients on admission or enrollment to a health care facility; and to make information about advance directive forms available to patients who did not have one. The Patient Self-Determination Act was designed to acknowledge a patient's right to either refuse or accept medical treatment, empowering patients by safeguarding their autonomy and preserving self-determination, protecting patients against maltreatment, and fostering communication between patients and their physicians. Also included in the Patient Self-Determination Act was a mandate directing HHS to conduct a public awareness campaign about advance directives. Finally, the military advance directive provision enacted in 1996 states that advance directives executed by members of the armed forces are "exempt from any requirement of form, substance, formality, or recording that is provided for advance medical directives under the laws of a state.”
B. Statutory Framework: Living Will, Health Care Power of Attorney, and Advance Directives
IOWA CODE 

(2009)

IC §144A.1  SHORT TITLE.
This chapter may be cited as the "Life-sustaining Procedures Act".  

IC §144A.2  DEFINITIONS.

Except as otherwise provided, as used in this chapter:
1. "Adult" means an individual eighteen years of age or older.

2. "Attending physician" means the physician selected by, or assigned to, the patient who has primary responsibility for the treatment and care of the patient.

3. "Declaration" means a document executed in accordance with the requirements of section 144A.3.

4. "Department" means the Iowa department of public health.

5. "Emergency medical care provider" means emergency medical  care provider as defined in section 147A.1.

6. "Health care provider" means a person, including an emergency medical care provider, who is licensed, certified, or otherwise authorized or permitted by the law of this state to administer health care in the ordinary course of business or in the practice of a profession.

7. "Hospital" means hospital as defined in section 135B.1.

8. "Life-sustaining procedure" means any medical procedure, treatment, or intervention, including resuscitation, which meet both of the following requirements:

a. Utilizes mechanical or artificial means to sustain, restore, or supplant a spontaneous vital function.

b. When applied to a patient in a terminal condition, would serve only to prolong the dying process.

         "Life-sustaining procedure" does not include the provision of nutrition or hydration except when required to be provided parenterally or through intubation or the administration of medication or performance of any medical procedure deemed necessary to provide comfort care or to alleviate pain.
9. "Out-of-hospital do-not-resuscitate order" means a written order signed by a physician, executed in accordance with the requirements of section 144A.7A and issued consistent with this chapter, that directs the withholding or withdrawal of resuscitation when an adult patient in a terminal condition is outside the hospital.

10. "Physician" means a person licensed to practice medicine and surgery or osteopathic medicine and surgery in this state.

11. "Qualified patient" means a patient who has executed a declaration or an out-of-hospital do-not-resuscitate order in accordance with this chapter and who has been determined by the attending physician to be in a terminal condition.

12. "Resuscitation" means any medical intervention that utilizes mechanical or artificial means to sustain, restore, or supplant a spontaneous vital function, including but not limited to chest compression, defibrillation, intubation, and emergency drugs intended to alter cardiac function or otherwise to sustain life.

13. "Terminal condition" means an incurable or irreversible condition that, without the administration of life-sustaining procedures, will, in the opinion of the attending physician, result in death within a relatively short period of time or a state of permanent unconsciousness from which, to a reasonable degree of medical certainty, there can be no recovery.        

IC §144A.3  DECLARATION RELATING TO USE OF LIFE-SUSTAINING PROCEDURES.

1. A competent adult may execute a declaration at any time directing that life-sustaining procedures be withheld or withdrawn. The declaration shall be given operative effect only if the declarant's condition is determined to be terminal and the declarant is not able to make treatment decisions.
2. The declaration must be signed by the declarant or another person acting on behalf of the declarant at the direction of the declarant, must contain the date of the declaration's execution, and must be witnessed or acknowledged by one of the following methods:

a. Is signed by at least two individuals who, in the presence of each other and the declarant, witnessed the signing of the declaration by the declarant or by another person acting on behalf of the declarant at the declarant's direction.  At least one of the witnesses shall be an individual who is not a relative of the declarant by blood, marriage, or adoption within the third degree of consanguinity.  The following individuals shall not be witnesses for a declaration:

(1) A health care provider attending the declarant on the date of execution of the declaration.

(2) An employee of a health care provider attending the declarant on the date of execution of the declaration.

(3) An individual who is less than eighteen years of age.

b. Is acknowledged before a notarial officer within this state.

3. It is the responsibility of the declarant to provide the declarant's attending physician or health care provider with the declaration.  An attending physician or health care provider may presume, in the absence of actual notice to the contrary, that the declaration complies with this chapter and is valid.

4. A declaration or similar document executed in another state or jurisdiction in compliance with the law of that state or jurisdiction shall be deemed valid and enforceable in this state, to the extent the declaration or similar document is consistent with the laws of this state.  A declaration or similar document executed by a veteran of the armed forces which is in compliance with the federal department of veterans affairs advance directive requirements shall be deemed valid and enforceable.
* * *
IC §144A.4  REVOCATION OF DECLARATION.
1. A declaration may be revoked at any time and in any manner by which the declarant is able to communicate the declarant's intent to revoke, without regard to mental or physical condition.  A revocation is only effective as to the attending physician upon communication to such physician by the declarant or by another to whom the revocation was communicated.
2. The attending physician shall make the revocation a part of the declarant's medical record.  
IC §144A.5  DETERMINATION OF TERMINAL CONDITION.
When an attending physician who has been provided with a declaration determines that the declarant is in a terminal condition, this decision must be confirmed by another physician.  The attending physician must record that determination in the declarant's medical record.  
IC §144A.6  TREATMENT OF QUALIFIED PATIENTS.
1. A qualified patient has the right to make decisions regarding use of life-sustaining procedures as long as the qualified patient is able to do so.  If a qualified patient is not able to make such decisions, the declaration shall govern decisions regarding use of life-sustaining procedures.

* * *

IC §144A.7  PROCEDURE IN ABSENCE OF DECLARATION.
1. Life-sustaining procedures may be withheld or withdrawn from a patient who is in a terminal condition and who is comatose, incompetent, or otherwise physically or mentally incapable of communication and has not made a declaration in accordance with this chapter if there is consultation and written agreement for the withholding or the withdrawal of life-sustaining procedures between the attending physician and any of the following individuals, who shall be guided by the express or implied intentions of the patient, in the following order of priority if no individual in a prior class is reasonably available, willing, and competent to act:
a. The attorney in fact designated to make treatment decisions for the patient should such person be diagnosed as suffering from a terminal condition, if the designation is in writing and complies with chapter 144B or section 633B.1.
b. The guardian of the person of the patient if one has been appointed, provided court approval is obtained in accordance with section 633.635, subsection 2, paragraph "c".  This paragraph does not require the appointment of a guardian in order for a treatment decision to be made under this section.
c. The patient's spouse.
d. An adult child of the patient or, if the patient has more than one adult child, a majority of the adult children who are reasonably available for consultation.
e. A parent of the patient, or parents if both are reasonably available.
f. An adult sibling.
2. When a decision is made pursuant to this section to withhold or withdraw life-sustaining procedures, there shall be a witness present at the time of the consultation when that decision is made.
* * *
IC §144B.1  DEFINITIONS
        For purposes of this chapter, unless the context otherwise requires:
1. "Attorney in fact" means an individual who is designated by a durable power of attorney for health care as an agent to make health care decisions on behalf of a principal and has consented to act in that capacity.
2. "Designee" means a person named in a declaration under chapter 144C that is contained in or attached to a durable power of attorney for health care.
3. "Durable power of attorney for health care" means document authorizing an attorney in fact to make health care decisions for the principal if the principal is unable, in the judgment of the attending physician, to make health care decisions.
4. "Health care" means any care, treatment, service, or procedure to maintain, diagnose, or treat an individual's physical or mental condition.  "Health care" does not include the provision of nutrition or hydration except when they are required to be provided parenterally or through intubation.
5. "Health care decision" means the consent, refusal of consent, or withdrawal of consent to health care.
6. "Health care provider" means a person who is licensed, certified, or otherwise authorized or permitted by the law of this state to administer health care in the ordinary course of business or in the practice of a profession.
         7.  "Principal" means a person age eighteen or older who has executed a durable power of attorney for health care.  

IC §144B.2  DURABLE POWER OF ATTORNEY FOR HEALTH CARE.
A durable power of attorney for health care authorizes the attorney in fact to make health care decisions for the principal if the durable power of attorney for health care substantially complies with the requirements of this chapter.  …
IC §144B.3  REQUIREMENTS.
1. An attorney in fact shall make health care decisions only if the following requirements are satisfied:
a. The durable power of attorney for health care explicitly authorizes the attorney in fact to make health care decisions.
b. The durable power of attorney for health care contains the date of its execution and is witnessed or acknowledged by one of the following methods:
(1) Is signed by at least two individuals who, in the presence of each other and the principal, witnessed the signing of the instrument by the principal or by another person acting on behalf of the principal at the principal's direction.
(2) Is acknowledged before a notarial officer within this state.
2. The following individuals shall not be witnesses for a durable power of attorney for health care:
a. A health care provider attending the principal on the date of execution.
b. An employee of a health care provider attending the principal on the date of execution.
c. The individual designated in the durable power of attorney for health care as the attorney in fact.
d. An individual who is less than eighteen years of age.
3. At least one of the witnesses for a durable power of attorney for health care shall be an individual who is not a relative of the principal by blood, marriage, or adoption within the third degree of consanguinity.
4. A durable power of attorney for health care or similar document executed in another state or jurisdiction in compliance with the law of that state or jurisdiction shall be deemed valid and enforceable in this state, to the extent the document is consistent with the laws of this state.  A durable power of attorney or similar document executed by a veteran of the armed forces which is in compliance with the federal department of veterans affairs advance directive requirements shall be deemed valid and enforceable. 
IC §144B.4  INDIVIDUALS INELIGIBLE TO BE ATTORNEY IN FACT.
The following individuals shall not be designated as the attorney in fact to make health care decisions under a durable power of attorney for health care:
1. A health care provider attending the principal on the date of execution.
2. An employee of a health care provider attending the principal on the date of execution unless the individual to be designated is related to the principal by blood, marriage, or adoption within the third degree of consanguinity. 
* * *
IC §144B.6  ATTORNEY IN FACT -- PRIORITY TO MAKE DECISIONS.
1. Unless the district court sitting in equity specifically finds that the attorney in fact is acting in a manner contrary to the wishes of the principal or the durable power of attorney for health care provides otherwise, an attorney in fact who is known to the health care provider to be available and willing to make health care decisions has priority over any other person, including a guardian appointed pursuant to chapter 633, to act for the principal in all matters of health care decisions.  The attorney in fact has authority to make a particular health care decision only if the principal is unable, in the judgment of the attending physician, to make the health care decision.  If the principal objects to a decision to withhold or withdraw health care, the principal shall be presumed to be able to make a decision.
2. In exercising the authority under the durable power of attorney for health care, the attorney in fact has a duty to act in accordance with the desires of the principal as expressed in the durable power of attorney for health care or otherwise made known to the attorney in fact at any time.  A declaration executed by the principal pursuant to the life- sustaining procedures Act, chapter 144A, shall not be interpreted as expressing an intent to prohibit the withdrawal of hydration or nutrition when required to be provided parenterally or through intubation and shall not otherwise restrict the authority of the attorney in fact unless either the declaration or the durable power of attorney for health care expressly provides otherwise.  If the principal's desires are unknown, the attorney in fact has a duty to act in the best interests of the principal, taking into account the principal's overall medical condition and prognosis.
IC §144B.7  AUTHORITY TO REVIEW MEDICAL RECORDS.
   Except as limited by the durable power of attorney for health care, an attorney in fact has the same right as the principal to receive and review medical records of the principal, and to consent to the disclosure of medical records of the principal when acting pursuant to the durable power of attorney for health care.  
IC §144B.8  REVOCATION OF DURABLE POWER OF ATTORNEY.
1. A durable power of attorney for health care may be revoked at any time and in any manner by which the principal is able to communicate the intent to revoke, without regard to mental or physical condition.  Revocation may be by notifying the attorney in fact orally or in writing.  Revocation may also be made by notifying a health care provider orally or in writing while that provider is engaged in providing health care to the principal.  A revocation is only effective as to a health care provider upon its communication to the provider by the principal or by another to whom the principal has communicated revocation.  The health care provider shall document the revocation in the treatment records of the principal.
2. The principal is presumed to have the capacity to revoke a durable power of attorney for health care.
3. Unless it provides otherwise, a valid durable power of attorney for health care revokes any prior durable power of attorney for health care.
4. If authority granted by a durable power of attorney for health care is revoked under this section, an individual is not subject to criminal prosecution or civil liability for acting in good faith reliance upon the durable power of attorney for health care unless the individual has actual knowledge of the revocation.
5. The fact of execution and subsequent revocation of a durable power of attorney shall have no effect upon subsequent health care decisions made in accordance with accepted principles of law and standards of medical care governing those decisions.  
IC §144B.9  IMMUNITIES AND RESPONSIBILITIES.
1. A health care provider is not subject to criminal prosecution, civil liability, or professional disciplinary action if the health care provider relies on a health care decision and both of the following requirements are satisfied:
a. The decision is made by an attorney in fact who the health care provider believes in good faith is authorized to make the decision.
b. The health care provider believes in good faith that the decision is not inconsistent with the desires of the principal as expressed in the durable power of attorney for health care or otherwise made known to the health care provider, and, if the decision is to withhold or withdraw health care necessary to keep the principal alive, the health care provider has provided an opportunity for the principal to object to the decision.
2. Notwithstanding a contrary health care decision of the attorney in fact, the health care provider is not subject to criminal prosecution, civil liability, or professional disciplinary action for failing to withhold or withdraw health care necessary to keep the principal alive.  However, the attorney in fact may make provisions to transfer the responsibility for the care of the principal to another health care provider.
3. An attorney in fact is not subject to criminal prosecution or civil liability for any health care decision made in good faith pursuant to a durable power of attorney for health care.
4. It shall be presumed that an attorney in fact, and a health care provider acting pursuant to the direction of an attorney in fact, are acting in good faith and in the best interests of the principal absent clear and convincing evidence to the contrary.
5. For purposes of this section, acting in "good faith" means acting consistent with the desires of the principal as expressed in the durable power of attorney for health care or otherwise made known to the attorney in fact, or where those desires are unknown, acting in the best interests of the principal, taking into account the principal's overall medical condition and prognosis.
6. A health care provider or attorney in fact may presume that a durable power of attorney for health care is valid absent actual knowledge to the contrary.  
* * *
IC §144B.11  PROHIBITED PRACTICES.
1. A health care provider, health care service plan, insurer, self-insured employee welfare benefit plan, or nonprofit hospital plan shall not condition admission to a facility, or the providing of treatment, or insurance, on the requirement that an individual execute a durable power of attorney for health care.
* * *
IC §144B.12  GENERAL PROVISIONS.
1. This chapter does not create a presumption concerning the intention of an individual who has not executed a durable power of attorney for health care and does not impair or supersede any right or responsibility of an individual to consent, refuse to consent, or withdraw consent to health care on behalf of another in the absence of a durable power of attorney for health care.
2. This chapter shall not be construed to condone, authorize, or approve any affirmative or deliberate act or omission which would constitute mercy killing or euthanasia.
3. If after executing a durable power of attorney for health care designating a spouse as attorney in fact, the marriage between the principal and the attorney in fact is dissolved, the power is thereby revoked.  In the event of remarriage to each other, the power is reinstated unless otherwise revoked by the principal.
4. It is the responsibility of the principal to provide for notification of a health care provider of the terms of the principal's durable power of attorney for health care.  
UNIFORM HEALTH-CARE DECISIONS ACT

National Conference of Commissioners on Uniform State Laws, 1993

… The Act is built around the following concepts. First, the Act acknowledges the right of a competent individual to decide all aspects of his or her own health care in all circumstances, including the right to decline health care or to direct that health care be discontinued, even if death ensues. An individual's instructions may extend to any and all health-care decisions that might arise and, unless limited by the principal, an agent has authority to make all health-care decisions which the individual could have made. The Act recognizes and validates an individual's authority to define the scope of an instruction or agency as broadly or as narrowly as the individual chooses.
Second, the Act is comprehensive and will enable an enacting jurisdiction to replace its existing legislation on the subject with a single statute. The Act authorizes health-care decisions to be made by an agent who is designated to decide when an individual cannot or does not wish to; by a designated surrogate, family member, or close friend when an individual is unable to act and no guardian or agent has been appointed or is reasonably available; or by a court having jurisdiction as decision maker of last resort.

Third, the Act is designed to simplify and facilitate the making of advance health-care directives. An instruction may be either written or oral. A power of attorney for health care, while it must be in writing, need not be witnessed or acknowledged. In addition, an optional form for the making of a directive is provided.

Fourth, the Act seeks to ensure to the extent possible that decisions about an individual's health care will be governed by the individual's own desires concerning the issues to be resolved. The Act requires an agent or surrogate authorized to make health-care decisions for an individual to make those decisions in accordance with the instructions and other wishes of the individual to the extent known. Otherwise, the agent or surrogate must make those decisions in accordance with the best interest of the individual but in light of the individual's personal values known to the agent or surrogate. Furthermore, the Act requires a guardian to comply with a ward's previously given instructions and prohibits a guardian from revoking the ward 's advance health-care directive without express court approval.

Fifth, the Act addresses compliance by health-care providers and institutions. A health-care provider or institution must comply with an instruction of the patient and with a reasonable interpretation of that instruction or other healthcare decision made by a person then authorized to make health-care decisions for the patient. The obligation to comply is not absolute, however. A health-care provider or institution may decline to honor an instruction or decision for reasons of conscience or if the instruction or decision requires the provision of medically ineffective care or care contrary to applicable health-care standards. 
Sixth, the Act provides a procedure for the resolution of disputes. While the Act is in general to be effectuated without litigation, situations will arise where resort to the courts may be necessary. For that reason, the Act authorizes the court to enjoin or direct a health-care decision or order other equitable relief and specifies who is entitled to bring a petition. 
SECTION 1. DEFINITIONS. In this [Act]:
(1) "Advance health-care directive" means an individual instruction or a power of attorney for health care.

(2) "Agent" means an individual designated in a power of attorney for health care to make a health-care decision for the individual granting the power.

(3) "Capacity" means an individual's ability to understand the significant benefits, risks, and alternatives to proposed health care and to make and communicate a health-care decision.

(4) "Guardian" means a judicially appointed guardian or conservator having authority to make a health-care decision for an individual.

(5) "Health care" means any care, treatment, service, or procedure to maintain, diagnose, or otherwise affect an individual's physical or mental condition.

(6) "Health-care decision" means a decision made by an individual or the individual's agent, guardian, or surrogate, regarding the individual's health care, including:

(i) selection and discharge of health-care providers and institutions;

(ii) approval or disapproval of diagnostic tests, surgical procedures, programs of medication, and orders not to resuscitate; and

(iii) directions to provide, withhold, or withdraw artificial nutrition and hydration and all other forms of health care.

(7) "Health-care institution" means an institution, facility, or agency licensed, certified, or otherwise authorized or permitted by law to provide health care in the ordinary course of business.

(8) "Health-care provider" means an individual licensed, certified, or otherwise authorized or permitted by law to provide health care in the ordinary course of business or practice of a profession.

(9) "Individual instruction" means an individual's direction concerning a health-care decision for the individual.

* * *

(12) "Power of attorney for health care" means the designation of an agent to make health-care decisions for the individual granting the power.

* * *

(16) "Supervising health-care provider" means the primary physician or, if there is no primary physician or the primary physician is not reasonably available, the health-care provider who has undertaken primary responsibility for an individual's health care.

(17) "Surrogate" means an individual, other than a patient's agent or guardian, authorized under this [Act] to make a health-care decision for the patient.
SECTION 2. ADVANCE HEALTH-CARE DIRECTIVES.

(a) An adult or emancipated minor may give an individual instruction. The instruction may be oral or written. The instruction may be limited to take effect only if a specified condition arises.

(b) An adult or emancipated minor may execute a power of attorney for health care, which may authorize the agent to make any health-care decision the principal could have made while having capacity. The power must be in writing and signed by the principal. The power remains in effect notwithstanding the principal's later incapacity and may include individual instructions. Unless related to the principal by blood, marriage, or adoption, an agent may not be an owner, operator, or employee of [a residential long-term health-care institution] at which the principal is receiving care.

(c) Unless otherwise specified in a power of attorney for health care, the authority of an agent becomes effective only upon a determination that the principal lacks capacity, and ceases to be effective upon a determination that the principal has recovered capacity.

(d) Unless otherwise specified in a written advance health-care directive, a determination that an individual lacks or has recovered capacity, or that another condition exists that affects an individual instruction or the authority of an agent, must be made by the primary physician.

(e) An agent shall make a health-care decision in accordance with the principal's individual instructions, if any, and other wishes to the extent known to the agent. Otherwise, the agent shall make the decision in accordance with the agent's determination of the principal's best interest. In determining the principal's best interest, the agent shall consider the principal's personal values to the extent known to the agent.

(f) A health-care decision made by an agent for a principal is effective without judicial approval.

(g) A written advance health-care directive may include the individual's nomination of a guardian of the person.
(h) An advance health-care directive is valid for purposes of this [Act] if it complies with this [Act], regardless of when or where executed or communicated.
SECTION 3. REVOCATION OF ADVANCE HEALTH-CARE DIRECTIVE.

(a) An individual may revoke the designation of an agent only by a signed writing or by personally informing the supervising health-care provider.
(b) An individual may revoke all or part of an advance health-care directive, other than the designation of an agent, at any time and in any manner that communicates an intent to revoke.
(c) A health-care provider, agent, guardian, or surrogate who is informed of a revocation shall promptly communicate the fact of the revocation to the supervising health-care provider and to any health-care institution at which the patient is receiving care.
(d) A decree of annulment, divorce, dissolution of marriage, or legal separation revokes a previous designation of a spouse as agent unless otherwise specified in the decree or in a power of attorney for health care.
(e) An advance health-care directive that conflicts with an earlier advance health-care directive revokes the earlier directive to the extent of the conflict.
* * *
 SECTION 5. DECISIONS BY SURROGATE.

(a) A surrogate may make a health-care decision for a patient who is an adult or emancipated minor if the patient has been determined by the primary physician to lack capacity and no agent or guardian has been appointed or the agent or guardian is not reasonably available.
(b) An adult or emancipated minor may designate any individual to act as surrogate by personally informing the supervising health-care provider. In the absence of a designation, or if the designee is not reasonably available, any member of the following classes of the patient’s family who is reasonably available, in descending order of priority, may act as surrogate:

(i) the spouse, unless legally separated;

(ii) an adult child;

(iii) a parent; or

(iv) an adult brother or sister.

(c) If none of the individuals eligible to act as surrogate under subsection (b) is reasonably available, an adult who has exhibited special care and concern for the patient, who is familiar with the patient’s personal values, and who is reasonably available may act as surrogate.
(d) A surrogate shall communicate his or her assumption of authority as promptly as practicable to the members of the patient’s family specified in subsection (b) who can be readily contacted.
(e) If more than one member of a class assumes authority to act as surrogate, and they do not agree on a health-care decision and the supervising health-care provider is so informed, the supervising health-care provider shall comply with the decision of a majority of the members of that class who have communicated their views to the provider. If the class is evenly divided concerning the health-care decision and the supervising health-care provider is so informed, that class and all individuals having lower priority are disqualified from making the  decision.
(f) A surrogate shall make a health-care decision in accordance with the patient’s individual instructions, if any, and other wishes to the extent known to the surrogate. Otherwise, the surrogate shall make the decision in accordance with the surrogate’s determination of the patient’s best interest. In determining the patient’s best interest, the surrogate shall consider the patient’s personal values to the extent known to the surrogate.

(g) A health-care decision made by a surrogate for a patient is effective without judicial approval.

(h) An individual at any time may disqualify another, including a member of the individual’s family, from acting as the individual’s surrogate by a signed writing or by personally informing the supervising health-care provider of the disqualification.
(i) Unless related to the patient by blood, marriage, or adoption, a surrogate may not be an owner, operator, or employee of [a residential long-term health-care institution] at which the patient is receiving care.
(j) A supervising health-care provider may require an individual claiming the right to act as surrogate for a patient to provide a written declaration under penalty of perjury stating facts and circumstances reasonably sufficient to establish the claimed authority.
SECTION 6. DECISIONS BY GUARDIAN.

(a) A guardian shall comply with the ward’s individual instructions and may not revoke the ward’s advance health-care directive unless the appointing court expressly so authorizes.
(b) Absent a court order to the contrary, a health-care decision of an agent takes precedence over that of a guardian.
(c) A health-care decision made by a guardian for the ward is effective without judicial approval.
Questions:

1. What are the main differences between Chapter 144A and 144B of the Iowa Code and the Uniform Health Care Decisions Act?
2. The UHCDA has been adopted in nine states (AL, AK, CA, DE, HI, ME, MS, NM, WY), albeit with modifications.  Should Iowa adopt the UHCDA?  Why or why not?  Assume a bill has been introduced for the adoption of the UHCDA in the Iowa General Assembly.  What portions of the UHCDA would you advise the legislature to modify?  How would you suggest those portions be modified?
C. Drafting Advance Directives
1. Requirements of and Variations in State Advance Directive  Laws

In drafting advance directives attention must be paid to the requirements of state advance directive laws.  In drafting  advance directives particular attention should be paid to the following: 

· …[P]roxy or agent requirements – states vary in who may serve as one’s health care  agent;

· …[E]xecution requirements—witnessing, attestation, notarization, and qualifications for who can be a witness;

· …[R]anges of conditions (and their definitions) that may be addressed or that may be pre-conditions for implementation of the directive, e.g., terminal condition, permanent vegetative  state, end-stage condition;

· …[S]tate procedural requirements, such as certification of incapacity, certification of the patient’s condition, or revocation procedures;

· State specific “magic words” – i.e., prescribed phrases or mandatory language requirements,  e.g., where an agent’s authority or the individual’s instruction must be worded in a particular way;

· Mandatory disclosures or notices;

* * *
· Special institutional protocols for execution, e.g., requiring an ombudsman or patient advocate to witness.
Charles P.  Sabatino, National Advance Directives: One Attempt To Scale the Barriers 
1 NAELA J 131 (2005).

State advance directive laws differ—sometimes significantly—from state to state in what they allow and do not allow.  Summaries of health care power of attorney and combined advance directives laws  in all fifty states and the District of Columbia are available in chart form  at the  website of the  American Bar Association, Commission on Law and Aging at  http://new.abanet.org/aging/Pages/StateLawCharts.aspx.

Problem

You have a client, Mrs. MacBeth, who is a widow and is 73 years old.  She spends the summer at her condominium in Des Moines, Iowa, and the winter at her condominium in Fort Lauderdale, Florida.  She usually spends the fall with her daughter-in-law in Indianapolis, Indiana and the spring with her daughter and grandchildren in Las Vegas, Nevada.  She asks you to draft an advance directive that will be respected in all four states.  What advice would you give her?

2. Statutory Advance Directive Forms

State advance directive laws often contain  a form for a living will, a health care power of attorney or a combined living will and health care power of attorney.  A state advance directive statute may state that the use of  the  form  contained  in the statute  is optional; a statute may  mandate the use of  the  statutory form; or the statute  may require that directives substantially   conform to the statutory form. 

Problem

Hawaii Revised Statutes § 327E-16 states:
The following sample form may be used to create an advance health-care directive.  This form may be duplicated.  This form may be modified to suit the needs of the person or a completely different form may be used that contains the substance of the following form.  [form omitted]
1. If  you are drafting an advance directive in Hawaii,  must you use the statutory form? 

2. Should  you  use the statutory form?  

3. Other Advance Directive Forms

Forms for advanced directives are frequently available from a state organizational entities such as bar associations medical organizations, and health care facilities. For example, the Iowa Bar Association developed an advance directive form which is set forth below.

State specific forms can be found on the website of Caring Connections at http://www.caringinfo.org/PlanningAhead/AdvanceDirectives/Stateaddownload.htm and the 

website of the U.S. Living Will Registry at http://liv-will1.uslivingwillregistry.com/forms.html.
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D. Barriers to Advance Care Planning and Advance Directive Completion 
ADVANCE DIRECTIVES AND ADVANCE CARE PLANNING:
REPORT TO CONGRESS

U.S. Department of Health and Human Services, Assistant Secretary for Planning and Evaluation

Office of Disability, Aging and Long-Term Care Policy (2008), pp. 45-47

Although evidence suggests that people with serious illness are willing to participate in advance care planning, the low rate of engagement in advance care planning and completion of advance directives suggests that people do not fully understand their opportunities to influence end-of-life care, or the existence of barriers to advance care planning. Knowledge of advance directives alone does not increase their use. In fact, numerous obstacles impede advance care planning and advance directive completion. Barriers include those intrinsic to the advance directive document and its regulation, those related to patients and their families, ineffective application of advance directives, the experience and training of health care providers regarding end-of-life decision making and care, and the organization of the U.S. health care system. Some of these barriers might be minimized or eliminated by legal, social, or clinical interventions, but others may be more intractable. Below we describe some of these barriers. 

Barriers Related to the Design and Purpose of Advance Directives 
Advance directives are legally-constructed, static documents containing a variety of limitations that constrain their effectiveness. Most states have non-mandatory statutory forms that provide guidance for only a limited set of future medical possibilities, rather than the full spectrum of eventualities. Furthermore, preferences for life-sustaining treatment appear to depend largely on the context in which they are made. Advance directives are designed to elicit specific care preferences in response to specific clinical scenarios, but patients might more easily describe values and goals for care. Finally, a few states require use of specific forms or adherence to rules concerning language (for example, the terms used to describe various types of health impairment) and detailed witnessing requirements; these requirements may act as impediments to the completion of advance directives. 

Barriers Related to Patients and Their Families 

Perhaps one of the greatest obstacles to widespread engagement in advance care planning is reluctance to broach the issue of “death” and end-of-life planning. Some people have limited desire to exert specific control over end-of-life medical decision making, preferring instead to leave specific decisions about future care to their families or physicians. People with serious illness may have difficulty predicting their future treatment preferences. As discussed in Chapter IV, preferences are often unstable, changing with time, aging, and changes in health status. In addition, many people think that advance directives are difficult to execute or feel they do not know enough about advance directives to complete one.
When an individual does not appoint a proxy, decision making may default to a surrogate (such as the closest kin), who may not be knowledgeable about the person’s preferences and goals for care. Even when a discussion occurs, those speaking for the person without capacity may have difficulty translating the discussed preferences into clinical decisions. For some people, the capacity to participate meaningfully in advance care planning and advance directive completion may be lost before discussion is ever initiated. Alternatively, some individuals may never have had the capacity to participate in advance care planning, and current laws impede decision making by interested family and others. Additional impediments include views that formal advance directives are unnecessary because a close family member or care provider will know the person’s wishes and see that they are carried out. Some individuals perceive that advance directives are important for others, but not for themselves. Finally, inadequate provisions exist to guide decision making for individuals who do not have capacity or interested others to help make decisions.
Barriers Related to Ineffective Application of Advance Directives 

Even if completed, advance directives may not affect end-of-life care as expected. Specified preferences may be overruled by physicians’ opinions concerning the clinical appropriateness of life-sustaining treatment or the advance directive may not be specific enough to guide care decisions concerning aggressive medical treatment. For these reasons, experts suggest that advance directives and advance care planning focus on goals for care, but these discussions are complex. Several studies have shown that some people prefer proxies to make decisions based on what they think is best rather than on what the patients would have wanted at the end of life. 

Some barriers to completion of advance directives involve concerns about their utility and flexibility. For example, as discussed earlier, an advance directive in a patient’s hospital chart may not be accessible to providers at the nursing home to which the patient is discharged. 

Barriers Related to Clinical Experience and Training 

Clinicians contribute to the reluctance or failure of many of their patients to engage in advance care planning or to complete an advance directive. Limited prognostic capability makes it difficult to pinpoint when to initiate end-of-life care conversations and complicates the content of these discussions. Similarly, clinicians cannot predict when patients are approaching loss of decision making capability and are not good at judging capacity. 

As discussed in Chapter IV, many physicians lack (or believe they lack) sufficient formal training and experience in communicating with their patients about end-of-life issues. In addition, communication, particularly about illness and death, is steeped in culture, and clinicians are not always aware of or sensitive to the different communication preferences of patients from different racial/ethnic/cultural backgrounds. For example, in some Hispanic and Asian cultures, family members actively protect the terminally ill from knowledge of their condition; in some Asian cultures, family members, rather than the patient, may be responsible for end-of-life care decisions.97,99 Communication problems may be exacerbated between health care providers and patients who do not share a common language. 

Barriers Related to Organization of the Health Care System 

An entire set of barriers to advance care planning arises from the fact that responsibility for initiating the discussions needed for advance care planning does not fall to any specific part of the traditional health care system. Thus, no single entity is held accountable for preparation for or the care of people at the end of life. The substantial time commitment required for advance care planning is not an expectation of any particular venue of care and no mechanism exists to compensate clinicians to carry out the task. Only for patients cared for in hospice is planning ahead and palliation a clear expectation—and by then advance care planning is largely complete. 
The fragmentation of the health care system is another barrier to optimal end-of-life care. Patients often change venue of care toward the end of life, causing discontinuity among providers. Even in the context of the Medicare hospice benefit, which aims to provide holistic palliative care toward the end of life, limits on the availability of the full range of interventions needed or desired by many persons at the end of life contribute to late enrollment or less than optimal care.
E. Out of Hospital Do Not Resuscitate Orders
Laws have been enacted in a number of states authorizing out-of-hospital do-not-resuscitate orders (DNRs), which are sometimes referred to as do-not-attempt-resuscitation orders and comfort care orders.  These laws built on protocols used in hospitals under which a physician, with the consent of the patient, places an order in the patient’s medical chart stating that no attempt should be made to revive the patient should cardiac or respiratory arrest occur.  Out-of-hospital DNRs allow seriously ill individuals in home and community-based settings to avoid unwanted resuscitations by emergency medical personnel who would otherwise legally be obligated to attempt resuscitation.
Note
Iowa Code§144A.7A authorizes and sets forth requirements for out of hospital do not resuscitate orders.

F. POLST: An Alternative to the Advance Directive

POLST OFFERS NEXT STAGE IN HONORING PATIENT PREFERENCES

Diane E. Meier, M.D. and Larry Beresford, J Pall Med 12(4) (2009)
...A new and rapidly diffusing approach to ensuring care concordant with patient preferences, executed closer to the time of need, is called the Physician Orders for Life-Sustaining Treatment or POLST. POLST  translates patient preferences into specific medical orders to be honored by physicians and other health care workers during a medical crisis. POLST advocates emphasize that this approach, first developed in Oregon in 1991 and recently adopted statewide in California and New York, is not an advance directive but rather is a set of medical orders. An advance directive is a legal document, such as living will or durable power of attorney for health care decisions, which is completed far in advance to inform a potential future medical circumstance in which the individual may be incapable of making decisions or expressing preferences for care.

POLST, by contrast, is a medical order signed by a physician, after consultation with the patient or—if the patient lacks capacity—with the patient’s legal surrogate. POLST is appropriate for people who already have an advanced chronic illness, for whom the prognosis is measured in 1 to 2 years. It specifically addresses medical decisions and options that are likely to arise in the near future, including cardiopulmonary resuscitation, antibiotics for infections, artificial food and fluids, and whether or not the patient would want to be rehospitalized. More relevant and specific than conventional advance directives, POLST provides explicit guidance to health professionals under predictable future circumstances (such as development of pneumonia in a patient with advanced dementia). (See Fig. 1 for an illustration of a POLST form.)

The Center for Ethics in Health Care at Oregon Health & Sciences University (OHSU) describes POLST as a new paradigm for the health care system. The center established the National POLST Paradigm Initiative Task Force (see www.polst.org) to facilitate the development, implementation, and evaluation of POLST initiatives nationwide. Subsequent to the Oregon initiative, a number of states have implemented POLST programs, either statewide … or as regional or community projects. Others are exploring POLST coalition building, dissemination and implementation, with consultation, facilitator training and technical assistance from OHSU. 
The basic POLST approach provides actionable information on how to honor the wishes of a patient with a life-threatening condition regarding a range of available medical treatments; documents those wishes in a physician-signed medical order on a brightly colored (typically pink) form that accompanies the patient across and between settings of care, including ambulance rides; and formalizes agreement by health professionals across all settings in the community to honor medical orders contained in the POLST form.

Experts emphasize that POLST is not just a glorified do-not-resuscitate (DNR) order. Patients with POLST may indicate their desire either for or against specific life-sustaining treatments, and may endorse different combinations of relevant treatments. According to one study in Oregon, a majority of patients requesting DNR via POLST actually wanted potentially life-prolonging interventions in at least one other treatment category. (For example, a nursing home patient’s POLST might specify no rehospitalization and no cardiopulmonary resuscitation [CPR], but request antibiotics in case of infection, and tube feeding for nutrition and hydration.) Through its specificity and provision of yes-or-no answers for each of the common decision points (hospitalization, CPR, intensive care, ventilatory support, artificial nutrition and hydration) POLST provides quick and clear guidance to any health professional who simply reads the single-page form. Patients may also revoke an old POLST form and write a new one as their disease and other circumstances change.

When combined with state policies and/or legislation recognizing the document as a valid medical order and broadbased education for health care professionals on how it works, POLST can convert patient preferences into immediately actionable medical orders that are readily accessible to medical personnel, including emergency medical technicians (EMTs). Health professionals in the hospital may encounter patients who bring POLST orders with them. Patients likely to be in their last 1 to 2 years of life should be helped to complete a POLST form prior to

hospital discharge.
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Note: 
According to a recent study, a program in which individuals used POLST, a standardized form signed by a physician to communicate their end-of-life care preferences on issues such as levels of medical intervention and tube feeding lead to significantly better adherence to treatment preferences than more traditional methods of communication, such as DNR orders.  The study analyzed the levels of treatment received by 1700 nursing residents with or without POLST forms or traditional medical orders in Oregon, Wisconsin, and West Virginia. Susan E. Hickman, et al., A Comparison of Methods to Communicate Treatment Preferences in Nursing Facilities: Traditional Practices Versus the Physician Orders for Life-Sustaining Treatment Program, J. Am. Ger. Soc., 58(7), 1241-1248, (2010).
III. Family Consent Laws and Default Surrogates 
Many state statutes have enacted default surrogate laws, also known as family consent laws.  These laws, as well as the Uniform Health Care Decisions Act (UHCDA), authorize a specified hierarchy of family members to make health care and end-of-life decisions for persons if there is no living will or agent appointed under a health care power of attorney.  The family members designated as surrogates and their position in the hierarchy varies.  Some default surrogate laws and the UHCDA also include a residual class of surrogates, who are not family members, but who meet certain criteria.

IOWA CODE

(2009)

IC §144A.7  PROCEDURE IN ABSENCE OF DECLARATION.
Life-sustaining procedures may be withheld or withdrawn from a patient who is in a terminal condition and who is comatose, incompetent, or otherwise physically or mentally incapable of communication and has not made a declaration in accordance with this chapter if there is consultation and written agreement for the withholding or the withdrawal of life-sustaining procedures between the attending physician and any of the following individuals, who shall be guided by the express or implied intentions of the patient, in the following order of priority if no individual in a prior class is reasonably available, willing, and competent to act:

         a.  The attorney in fact designated to make treatment decisions for the patient should such person be diagnosed as suffering from a terminal condition, if the designation is in writing and complies with chapter 144B or section 633B.1.

         b.  The guardian of the person of the patient if one has been appointed, provided court approval is obtained in accordance with section 633.635, subsection 2, paragraph "c".  This paragraph does not require the appointment of a guardian in order for a treatment decision to be made under this section.

        c.  The patient's spouse.

         d.  An adult child of the patient or, if the patient has more than one adult child, a majority of the adult children who are reasonably available for consultation.

         e.  A parent of the patient, or parents if both are reasonably available.

         f.  An adult sibling.
* * *
UNIFORM HEALTH-CARE DECISIONS ACT

National Conference of Commissioners on Uniform State Laws, 1993

SECTION 5. DECISIONS BY SURROGATE.

* * *

(b) An adult or emancipated minor may designate any individual to act as surrogate by personally informing the supervising health-care provider. In the absence of a designation, or if the designee is not reasonably available, any member of the following classes of the patient’s family who is reasonably available, in descending order of priority, may act as surrogate:

(i) the spouse, unless legally separated;

(ii) an adult child;

(iii) a parent; or

(iv) an adult brother or sister.

(c) If none of the individuals eligible to act as surrogate under subsection (b) is reasonably available, an adult who has exhibited special care and concern for the patient, who is familiar with the patient’s personal values, and who is reasonably available may act as surrogate.

Questions
1. What are default surrogate laws designed to do? 
2. Compare the list of potential surrogates in Iowa Code § 144A.7, supra at p.17, with the list in Section 5 (b) of the Uniform Health Care Decisions Act, supra at p.25.  Is either list under- or over-inclusive?
3. Is the deference given to family members by default surrogate laws appropriate as a matter of public policy?  What are the arguments for and against giving such deference to family members?
IV. Determining Capacity for Health Care Decision-Making

LOREN H. ROTH, ALAN MEISEL, AND CHARLES W. LIDZ TESTS OF COMPETENCY TO CONSENT TO TREATMENT

134 Am. J. Psychiatry 279 (1977).

* * *
TESTS FOR COMPETENCY
Several tests for competency have been proposed in the literature; others are readily inferable from judicial commentary. Although there is some overlap, they basically fall into five categories: 1) evidencing a choice, 2) "reasonable" outcome of choice, 3) choice based on "rational" reasons, 4) ability to understand, and 5) actual understanding.

Evidencing a Choice

This test for competency is set at a very low level and is the most respectful of the autonomy of patient decision making. Under this test the competent patient is one who evidences a preference for or against treatment. This test focuses not on the quality of the patient's decision but on the presence or absence of a decision. … This test of competency encompasses at a minimum the unconscious patient: in psychiatry it encompasses the mute patient who cannot or will not express an opinion.

* * *

"Reasonable" Outcome of Choice

This test of competency entails evaluating the patient's capacity to reach the "reasonable," the "right," or the "responsible" decision. The emphasis in this test is on outcome rather than on the mere fact of decision or how it has been reached. The patient who fails to make a decision that is roughly congruent with the decision that a "reasonable" person in like circumstances would make is viewed as incompetent.
This test is probably used more often than might be admitted by both physicians and courts. Judicial decisions to override the desire of patients with certain religious beliefs not to receive blood transfusions may rest in part on the court's view that the patient's decision is not reasonable. When life is at stake and a court believes that the patient's decision is unreasonable, the court may focus on even the smallest ambiguity in the patient's thinking to cast doubt on the patient's competency so that it may issue an order that will preserve life or health. …

Mental health laws that allow for involuntary treatment on the basis of "need for care and treatment" without requiring a formal adjudication of incompetency in effect use an unstated reasonable outcome test in abridging the patient's common-law right not to be treated without giving his or her consent. These laws are premised on the following syllogism: the patient needs treatment; the patient has not obtained treatment on his or her own initiative; therefore, the patient's decision is incorrect, which means that he or she is incompetent, thus justifying the involuntary imposition of treatment.

… Ultimately, because the test rests on the congruence between the patient's decision and that of a reasonable person or that of the physician, it is biased in favor of decisions to accept treatment, even when such decisions are made by people who are incapable of weighing the risks and benefits of treatment. In other words, if patients do not decide the "wrong" way, the issue of competency will probably not arise.
Choice Based on “Rational” Reasons

Another test is whether the reasons for the patient's decision are "rational," that is, whether the patient's decision is due to or is a product of mental illness. As in the reasonable outcome test, if the patient decides in favor of treatment the issue of the patient's competency (in this case, whether the decision is the product of mental illness) seldom if ever arises because of the medical profession's bias toward consent to treatment and against refusal of treatment.

* * *

The test of rational reasons, although it has clinical appeal and is probably much in clinical use, poses considerable conceptual problems; as a legal test it is probably defective. The problems include the difficulty of distinguishing rational from irrational reasons and drawing inferences of causation between any irrationality believed present and the valence (yes or no) of the patient's decision. Even if the patient's reasons seem irrational, it is not possible to prove that the patient's actual decision making has been the product of such irrationality. …The emphasis on rational reasons can too easily become a global indictment of the competency of mentally disordered individuals, justifying widespread substitute decision making for this group. 

The Ability to Understand

This test—the ability of the patient to understand the risks, benefits, and alternatives to treatment (including no treatment)—is probably the most consistent with the law of informed consent. Decision making need not be rational in either process or outcome; unwise choices are permitted. Nevertheless, at a minimum the patient must manifest sufficient ability to understand information about treatment, even if in fact he or she weighs this information differently from the attending physician. What matters in this test is that the patient is able to comprehend the elements that are presumed by law to be a part of treatment decision making. How the patient weighs these elements, values them, or puts them together to reach a decision is not important. The patient's capacity for understanding may be tested by asking the patient a series of questions concerning risks, benefits, and alternatives to treatment. By providing further information or explanation to the patient, the physician may find deficiencies in understanding to be remediable or not.

* * *

Furthermore, how potentially sophisticated must understanding be in order that the patient be viewed as competent? There are considerable barriers, conscious and unconscious and intellectual and emotional, to understanding proposed treatments. Presumably the potential understanding required is only that which would be manifested by a reasonable person provided a similar amount of information. A few attempts to rank degrees of understanding have been made. However, this matter is highly complex and beyond the scope of the present inquiry. Certainly, at least with respect to nonexperimental treatment, the patient's potential understanding does not have to be perfect or near perfect for him or her to be considered competent, although one court seemed to imply this with respect to experimental psychosurgery. A final problem with this test is that its application depends on unobservable and inferential mental processes rather than on concrete and observable elements of behavior.
Actual Understanding

Rather than focusing on competency as a construct or intervening variable in the decision-making process, the test of actual understanding reduces competency to an epiphenomenon of this process. The competent patient is by definition one who has provided a knowledgeable consent to treatment. Under this test the physician has an obligation to educate the patient and directly ascertain whether he or she has in fact understood. If not, according to this test the patient may not have provided informed consent. Depending on how sophisticated a level of understanding is to be required, this test delineates a potentially high level of competency, one that may be difficult to achieve.

* * *

The practical and conceptual limitations of this test are similar to those of the ability-to-understand test. What constitutes adequate understanding is vague, and deficient understanding may be attributable in whole or in part to physician behavior as well as to the patient's behavior or character. An advantage that this test has over the ability-to-understand test, assuming the necessary level of understanding can be specified a priori, is its greater reliability. Unlike the ability-to-understand test, in which the patient's comprehension of material of a certain complexity is used as the basis for an assumption of comprehension of other material of equivalent complexity (even if this other material is not actually tested), the actual understanding test makes no such assumption. It tests the very issues central to patient decision making about treatment.

* * *
· REREAD: Uniform Health Care Decisions Act §1(3), supra at p.23
Problem
Mrs. Smith, a 72-year-old woman is seen by a physician for a preoperative evaluation for a total hip replacement.  Her medical history includes early-stage Alzheimer disease.  At a recent clinic visit, her daughter, with whom she lives, noted that she seemed more forgetful.  On examination, her Mini-Mental Sate Examination (MMSE) score was 21 out of 30 points.  Today, the physician asks the patient what she understands about the risks and benefits of the planned procedure.  She smiles and tells her it will fix her hip.  When the physician gives her information about risks and alternative treatment options, and query about her understanding, she continues to smile and replies, “It’ll be okay.”  

Mrs. Smith has demonstrated a consistent preference that a physician consult with her daughter for all medical decisions.  However, she has no advance directive designating her daughter as her surrogate decision maker.  The state in which she resides has no default surrogate consent statute.

1.  How should the physician approach evaluation of Mrs. Smith’s capacity to consent to the surgery?  What level of capacity must she demonstrate for the consent to be valid?

2
What level of capacity must she demonstrate to execute an advance directive formally designating her daughter as a surrogate decision maker?

(This problem is adapted from Laura L. Sessums, et al.  “Does this Patient Have Medical Decision-Making Capacity? “  306: (4) JAMA 420 (2011)).
V. Basis for Surrogate Decisions
WOODS v. COMMONWEALTH OF KENTUCKY

142 S.W.3d 24 (Ky. 2004)

This appeal challenges the constitutionality of KRS 311.631, a provision of the Kentucky Living Will Directive Act, insofar as it permits a judicially appointed guardian or other designated surrogate to authorize the withholding or withdrawal of artificial life-prolonging treatment from a ward or patient who is either in a persistent vegetative state or permanently unconscious. If the statute is constitutional, the issue becomes how to implement it.

* * *
I. COMMON LAW BACKGROUND.

…Courts have identified three methods by which to determine whether an incompetent’s right to refuse or terminate artificial life-support systems should be exercised:
(1) Previously expressed desires.
The explicit wishes of an incompetent patient regarding extraordinary life-prolonging treatment should be respected if expressed while competent. …Wishes expressed in a written document, i.e., a living will, provide the clearest evidence of a person's desires. 

(2) Substituted judgment.
If the incompetent's own unequivocal wishes are unknown, some courts have permitted a guardian or designated surrogate, or if none, a family member or close associate, to make a substituted judgment as to what the incompetent would have decided had he or she been competent.

… This inquiry is a subjective one in which “the court ... must ... act upon the same motives and considerations as would have moved [the patient].” In re A.C., 573 A.2d 1235, 1249 (D.C.1990)
Under the substituted judgment doctrine, ... [t]he surrogate considers the patient's prior statements about and reactions to medical issues, and all the facets of the patient's personality that the surrogate is familiar with-with, of course, particular reference to his or her relevant philosophical, theological, and ethical values-in order to extrapolate what course of medical treatment the patient would choose. In re Jobes, 108 N.J. 394, 529 A.2d 434, 444 (1987)
The scope of the evidence that may be received in the inquiry is as wide as the concepts of relevance and materiality are to the state of mind issue. Oral, as well as written, statements of the ward, made prior to the ward's incompetency, should be considered. Evidence of this character will include any actual, expressed intent or desire to have artificial sustenance withdrawn, but the evidence is not limited to specific, subjective intent evidence. The patient's “ ‘philosophical, religious and moral views, life goals, values about the purpose of life and the way it should be lived, and attitudes toward sickness, medical procedures, suffering and death” ’ should be explored.Mack v. Mack, 329 Md. 188, 618 A.2d 744, 758 (1993) 
…The incompetent's attitudes should be considered even if contrary to convention. “The right of self-determination, both for competents and incompetents, is understood to include the right to refuse treatment even when such refusal would be neither in one's best interest, nor in agreement with what most rational or reasonable persons would elect to do in similar circumstances.” Allen E. Buchanan, The Limits of Proxy Decisionmaking for Incompetents, 29 UCLA L.Rev. 386, 389-90 (1981).

(3) Best interest.
Where no reliable evidence of the patient's intent exists, precluding substitution of the incompetent's judgment, courts have permitted the surrogate to base the decision on an objective inquiry into the incompetent patient's best interest. The decision is not based on the surrogate's view of quality of life, but “ ‘the value that the continuation of life has for the patient, ...’ not ‘the value that others find in the continuation of the patient's life....” ’ Rasmussen, 741 P.2d at 689 n. 23
In these situations surrogate decisionmakers ... must try to make a choice for the patient that seeks to implement what is in that person's best interests by reference to more objective, societally shared criteria. Thus the best interests standard does not rest on the value of self-determination but solely on protection of patients' welfare.

In assessing whether a procedure or course of treatment would be in a patient's best interests, the surrogate must take into account such factors as the relief of suffering, the preservation or restoration of functioning, and the quality as well as the extent of life sustained. President's Commission, at 134-35. 
Courts have established various criteria to consider in determining whether it is in the best interest of a patient who is permanently unconscious or in a persistent vegetative state to remove artificial life-prolonging treatment.
“[E]vidence about the patient's present level of physical, sensory, emotional, and cognitive functioning; the degree of physical pain resulting from the medical condition, treatment, and termination of the treatment, respectively; the degree of humiliation, dependence, and loss of dignity probably resulting from the condition and treatment; the life expectancy and prognosis for recovery with and without treatment; the various treatment options; and the risks, side effects, and benefits of each of those options.”  In re Rosebush, 195 Mich.App. 675, 491 N.W.2d 633, 640 (1992) 

We conclude that a court making the decision of whether to withhold or withdraw life-sustaining medical treatment ... should consider the following factors: (1) the [patient's] present levels of physical, sensory, emotional and cognitive functioning; (2) the quality of life, life expectancy and prognosis for recovery with and without treatment, including the futility of continued treatment; (3) the various treatment options, and the risks, side effects, and benefits of each; (4) the nature and degree of physical pain or suffering resulting from the medical condition; (5) whether the medical treatment being provided is causing or may cause pain, suffering, or serious complications; (6) the pain or suffering ... if the medical treatment is withdrawn; (7) whether any particular treatment would be proportionate or disproportionate in terms of the benefits to be gained ... versus the burdens caused to the [patient]; (8) the likelihood that pain or suffering resulting from withholding or withdrawal of treatment could be avoided or minimized; (9) the degree of humiliation, dependence and loss of dignity resulting from the condition and treatment; (10) the opinions of the family, the reasons behind those opinions, and the reasons why the family either has no opinion or cannot agree on a course of treatment; [and] (11) the motivations of the family in advocating a particular course of treatment .... In re Christopher I., 106 Cal.App.4th 533, 131 Cal.Rptr.2d 122, 134-35 (2003) 

* * *

1994 LEGISLATION.
… the General Assembly repealed the Kentucky Living Will Act and the Health Care Surrogate Act of Kentucky, 1994 Ky. Acts, ch. 235, § 13, and enacted in their place the Kentucky Living Will Directive Act, KRS 311.621-.643.1994 Ky. Acts, ch. 235, §§ 1-12. This Act combines the provisions of the former Living Will Act and Health Care Surrogate Act and adds a new provision, KRS 311.631, which provides, inter alia:

* * *
(3) An individual authorized to consent for another under this section shall act in good faith, in accordance with any advance directive executed by the individual who lacks decisional capacity, and in the best interest of the individual who does not have decisional capacity.

(4) An individual authorized to make a health care decision under this section may authorize the withdrawal or withholding of artificially-provided nutrition and hydration only in the circumstances set forth in KRS 311.629(3). (Emphasis added.)
KRS 311.629(3) lists the same circumstances listed in former KRS 311.978(3), viz: (3) A health care surrogate may authorize the withdrawal or withholding of artificially-provided nutrition and hydration in the following circumstances:

(a) When inevitable death is imminent, which for the purposes of this provision shall mean when death is expected, by reasonable medical judgment, within a few days; or

...

(c) When the provision of artificial nutrition cannot be physically assimilated by the person; or

(d) When the burden of the provision of artificial nutrition and hydration itself shall outweigh its benefit. Even in the exceptions listed in paragraphs (a), (b), and (c) of this subsection, artificially provided nutrition and hydration shall not be withheld or withdrawn if it is needed for comfort or the relief of pain. (Emphasis added.)
It also added as a new circumstance subsection (3)(b):

(b) When a patient is in a permanently unconscious state if the grantor has executed an advance directive authorizing the withholding or withdrawal of artificially-provided nutrition and hydration. (Emphasis added.)

Although not specifically stated in KRS 311.631(3), the legislative intent in enacting the statute obviously was to authorize a surrogate acting in good faith to direct the withholding or withdrawal of life-prolonging treatment from an “adult patient” lacking decisional capacity who has not executed an advance directive pertaining to that decision if doing so would be in the patient's best interest. Any other construction would render meaningless KRS 311.631(4), which imposes further restrictions if the life-supporting treatment consists of artificially-provided nutrition and hydration. Further, if KRS 311.631 did not pertain to the withholding or withdrawal of life-prolonging treatment, the statute would have no purpose with respect to a guardianship because KRS 387.660(3) already establishes a guardian's authority over most lesser forms of treatment.
* * *
X. CONCLUSION.
To summarize, when an incompetent patient has not executed a valid living will or designated a health care surrogate, KRS 311.631 permits a surrogate, designated in order of priority, to make health care decisions on the patient's behalf, including the withholding or withdrawal of life-prolonging treatment from a patient who is permanently unconscious or in a persistent vegetative state, or when inevitable death is expected by reasonable medical judgment within a few days. The statute requires that such decisions be made in good faith and in the best interest of the patient. In that regard, the statute is not unconstitutional and does not contravene public policy or modern ethical standards. If there is no guardian and the physicians, family, and ethics committee (if there is one) all agree with the surrogate's decision, there is no need to appoint a guardian. If the surrogate, as here, is a judicially-appointed guardian, and the physicians, family and ethics committee agree with the guardian's decision, there is no need to seek court approval or the appointment of a guardian ad litem; and that is true whether the guardian is a member of the patient's family or an institution or, as here, a governmental entity. If there is a disagreement, however, resort may be had to the courts; and, if so, the burden will be upon those seeking to withhold or withdraw life support from the patient to prove by clear and convincing evidence that the patient is permanently unconscious or in a persistent vegetative state, or that death is imminent, and that it would be in the best interest of the patient to withhold or withdraw life-prolonging treatment.

In determining the patient's best interest, courts may consider, but are not limited to considering: (1) the patient's present level of physical, sensory, emotional, and cognitive functioning and the possibility of improvement thereof; (2) any relevant statements or expressions made by the patient, when competent, as to his or her own wishes with a rebuttable presumption attaching to a valid living will or a designation of a health care surrogate; (3) to the extent known, the patient's own philosophical, religious, and moral views, life goals, values about the purpose of life and the way it should be lived, and attitudes toward sickness, medical procedures, suffering and death; (4) the degree of physical pain caused by the patient's condition, treatment, and termination of treatment; (5) the degree of humiliation, dependence, and loss of dignity probably resulting from the condition or treatment; (6) the life expectancy and prognosis for recovery with and without the treatment; (7) the various treatment options and their risks, benefits, and side effects; (8) whether any particular treatment would be proportionate or disproportionate in terms of the benefits gained; and (9) the impact on the patient's family (the assumption being that the patient would be concerned about the well-being and happiness of his or her own family members).

* * *

Justice WINTERSHEIMER, dissenting.

I must respectfully and completely dissent from the majority opinion. It is deeply disappointing that this Court would decide to allow an agency of this State to end the life of a totally innocent ward of that very same State. It is even more shameful to realize that the State would seek to terminate the innocent human life of a person entrusted to its care and protection. Equally disturbing is the role of the hospital and the ethics committee charged with the care and comfort of the patient in actively participating in this deplorable situation.

* * *

… The Court of Appeals was mistaken when it held that KRS 311.631 authorized a guardian to exercise “substitute decision-making” for an incompetent person based on the best interest standard. Such a conclusion was considered and clearly explained in DeGrella to the effect that the best interests was to be viewed exclusively from the standpoint of the health and well-being of the ward and synonymous with the decision the ward would choose to make if conscious and competent to do so. As noted in DeGrella:

We do not go to the next step, as the Arizona court did in the Rasmussen case, to decide that “best interest” can extend to terminating life-sustaining medical treatment where the wishes of the ward are unknown. 858 S.W.2d at 705.

The Court of Appeals does not define what it means by “best interest” and thus opens the door to any subjective interpretation of such a standard. The majority of this Court recognized in DeGrella that using substituted judgment that incorporates a quality of life assessment creates a very dangerous situation which can involve the application of subjective values in determining a minimum that can be accepted as a quality life. The right to live is a natural and fundamental right. It arises automatically and not as a result of any personal surrogate or governmental choice.

* * *
By adopting a standard that allows one person to determine to kill another by omitting food and water from them, we are sanctioning murder. … Therefore, we ought not allow our standard to permit the State, through a guardian ad litem or otherwise, deprive a Kentuckian of life.
* * *
· REREAD: Iowa Code, §144A.7(1), supra at p.17 and §144B.6(2), supra at p.20. 
· REREAD: Uniform Health Care Decisions Act §2(e), supra at p.24, and §5(f), supra at p.26.
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