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How to Take This Course

Please take a look at the steps below; these will help you to progress through the course material,
complete the course examination and receive your certificate of completion.

1.

REVIEW THE OBJECTIVES

The objectives provide an overview of the entire course and identify what information will be
focused on. Objectives are stated in terms of what you, the learner, will know or be able to do
upon successful completion of the course. They let you know what you should expect to learn by
taking a particular course and can help focus your study.

STUDY EACH SECTION IN ORDER

Keep your learning "programmed" by reviewing the materials in order. This will help you
understand the sections that follow.

COMPLETE THE COURSE EXAM

After studying the course, click on the "Course Exam" option located on the course navigation
toolbar. Answer each question by clicking on the button corresponding to the correct answer. All
questions must be answered before the test can be graded; there is only one correct answer per
question. You may refer back to the course material by minimizing the course exam window.

GRADE THE TEST

Next, click on "Submit Test." You will know immediately whether you passed or failed. If you do
not successfully complete the exam on the first attempt, you may take the exam again. If you do
not pass the exam on your second attempt, you will need to purchase the course again.

FILL OUT THE EVALUATION FORM

Upon passing the course exam you will be prompted to complete a course evaluation. You will
have access to the certificate of completion after you complete the evaluation. At this point,
you should print the certificate and keep it for your records.
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Course Objectives

At the completion of this course, the learner will be able to:

Define advance directive.

Discuss the purpose of an advance directive.

Distinguish capacity from competency.

Describe methods to test a patient’s capacity.

Discuss various laws dictating a patient’s right to autonomy and self-determination.

Identify the impact of the U.S. Constitution, the Patient Self Determination Act, and common law
on nursing practice as it relates to autonomy and self-determination.

Recognize ethical questions that arise in practice when caring for patients at end-of-life.

Identify barriers that patients, families and healthcare professionals face in implementing advance
directives and end of life decision making.

Identify problems created by lack of an advance directive.

Describe ways that nurses can involve patients in advance care planning.
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Introduction

Advances in nursing care and healthcare technology have obscured the margins between a quality life and
death, and have challenged societal expectations about how patients and their families should experience
medical crises and end of life care. Studies have indicated that approximately one in four Americans has
multiple chronic conditions (MCC), including one in 15 children (Anderson, 2010). Chronic conditions
include both physical conditions such as arthritis, cancer, organ system failure (primarily heart, lung, liver,
and kidney failure), stroke, and HIV infection, and mental and cognitive disorders, such as ongoing
depression, substance addiction, and dementia. Few Americans die suddenly in today’s healthcare
environment, rather most will live long, but increasingly disabled lives (Wilkinson, Wenger, & Shugarman,
2007).

Over 60% of deaths occur in hospitals and over 20% in nursing homes in the United States. Often
Americans die in a healthcare setting where the provision of high-technology treatment and medical and
nursing intervention is aggressive and is capable of sustaining and extending a life that presents in an
extremely compromised and fragile state. Nevertheless, when asked, over 80% of Americans would prefer
to die at home (MacPherson & Parikh, 2017).

Studies have shown that end-of-life medical care is associated with a substantial burden of suffering among
dying individuals (Wildinson, Wenger, & Shugarman, 2007). Older Americans with chronic illness think
about how they would prefer their lives to end, and want a “good death” without burdensome pain,
symptoms and advanced technology. Seventy percent (70%) of adult deaths occurring in those aged 65
and older want better discussions, information, and a chance to influence decisions about their care —
whether to be at home or in the hospital, and whether to have cardiopulmonary resuscitation (CPR), to be
placed on a respirator, to be tube fed, or to donate organs after death (American Psychology Association,
2019).

Clinicians may lack sensitivity to the sociocultural beliefs that influence decisions affecting end of life care
and may not have the knowledge to increase flexibility in their own practices and standards in the application
of advance directives. Inadequate knowledge of patients’ cultural values, preferences for communication,
palliative care, decision-making, and choices at end of life inhibits the provision of quality care. Unless the
patient’s preferences are known, they may undergo unwanted, distressing, and costly treatments that impair
their quality of life, increase suffering, and distress and financially burden their loved ones. The sociocultural
values of many culturally diverse groups conflict with the values on which the use of advance directives is
based in American hospitals today (American Psychology Association, 2019).

Advance directives (ADs) were developed to provide a practical approach and process for ensuring patient
autonomy and self-determination at the end of life. The principal behind ADs is to integrate patient
autonomy and decision-making into treatment and interventional practices performed by nurses and
physicians on behalf of the patient who later becomes incapacitated and is no longer able to speak for
themselves.
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Definitions
Advance Directive

An advance directive is a written or oral legally binding instruction given by a patient who has the capacity
and competency to make medical decisions concerning medical treatment they would or would not want.
Advance directives take effect when the patient later becomes incapacitated and is no longer able to
speak for themselves. An advance directive remains in effect indefinitely unless the patient cancels it
(orally or in writing, upon divorce, or by destroying the instrument), includes an expiration date, or
describes the circumstances that trigger expiration. In New York State there are three types of Advance
Directives: Health Care Proxy, Living Will, and the Do Not Resuscitate Order (DNR) (James, 2019).

Assisted Suicide

New York law defines assisted suicide as an individual who aids another person to commit suicide. N.Y.
Penal Law §125.15(3). Black’s Law Dictionary defines “suicide” as “[t]he act of taking one’s own life,” and
“assisted suicide” as “[t]he intentional act of providing a person with the medical means or the medical
knowledge to commit suicide” (10th ed. 2014). There is no right to assisted suicide in New York State
(Myers v. Schneiderman, 2017).

Best Interests

New York State’s Department of Health (NYSDOH) defines “best interests” as follows: To figure out what
is in the "best interests" of the patient, the decision maker must consider: “the dignity and uniqueness of
every person; the possibility of preserving the patient's life and preserving or improving the patient's
health; relief of the patient's suffering; and any other concerns and values a person in the patient's
circumstances would wish to consider.“ (NYSDOH, 2018b).

Capacity

Capacity refers to an assessment of the individual's psychological abilities to form rational decisions,
specifically the individual's ability to understand, appreciate, and manipulate information and form rational
decisions. Capacity is determined by a physician, often (although not exclusively) by a psychiatrist, and
not the judiciary. When a patient has been evaluated by a physician to lack capacity to make reasoned
medical decisions, the patient is referred to be de facto incompetent, i.e., incompetent in fact, but not
determined to be so by legal procedures. Such individuals cannot exercise the right to choose or refuse
treatment, and they require another individual, a de facto surrogate, to make decisions on their behalf
(Dastidar & Oden, 2011, Leo, 1999).

Clear and Convincing Evidence

According to the Supreme Court in Colorado v. New Mexico (1984), "clear and convincing” means that
the evidence is highly and substantially more likely to be true than untrue, and the fact finder must be
convinced that the contention is highly probable.

This is a medium level of burden of proof which is a more rigorous standard to meet than the
“preponderance of the evidence” standard, but a less rigorous standard to meet than proving evidence
“beyond a reasonable doubt.“ In order to meet the standard and prove something by clear and
convincing evidence, the party alleging the contention must prove that the contention is substantially
more likely than not that it is true. This standard is employed in both civil and criminal trials.

States vary with regard to which standard of proof they require. However, claims which involve fraud,
wills, and withdrawing life support will typically require the clear and convincing evidence standard.

Competency
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Competency is an assessment and legal determination made by a judge in court. Competence is strictly a
legal term. Every person is presumed to be competent unless a court has determined that an individual is
incompetent. A judicial declaration of incompetence may be global, or it may be limited (e.g., to financial
matters, personal care, or medical decisions) (Orr, 2004).

CPR

CPR, or cardiopulmonary resuscitation, is an emergency procedure to restart the work of the heart and
lungs by compressing the chest overlying the heart and forcing air into the lungs. Additional lifesaving
procedures include mechanical ventilation or respirator and intravenous medications to regulate blood
pressure and heart rhythms.

Do Not Intubate (DNI) Order

A DNI order is an order that directs practitioners to not intubate (place a tube down the patient's throat) or
connect the patient to a ventilator (breathing machine).

Do Not Resuscitate Order (DNR)

A DNR order is a medical order written by a physician. It instructs healthcare providers not to perform
cardiopulmonary resuscitation (CPR) or other lifesaving emergency procedures if a person’s heartbeat or
breathing stops. A DNR is arranged with the patient’s physician or healthcare provider before an
emergency occurs (James, 2019).

Checklist for a Valid Hospital DNR Order:

« The patient, the healthcare agent or a surrogate may give written or verbal consent to a hospital
DNR order.

* Verbal consent must be witnessed by two adults, one of whom must be a doctor in the facility
where the patient is admitted.

*  Written consent must be signed by two adult witnesses.

+ The patient’s physician can issue the DNR order. New York State does not require the patient’s
written or verbal consent to be recorded on the state form. Facilities may use their own forms or
the state specified MOLST form.

Checklist for a Valid Non-Hospital DNR Order:

« The patient, the health care agent or a surrogate may give written or verbal consent to a non-
hospital DNR order.

+ If the DNR order is being created before discharge, verbal consent may be given to the attending
physician or two adult witnesses, one of whom must be a physician in the facility where the
patient is admitted.

+ If the patient is out of hospital, at home, it is sufficient to give verbal consent to the attending
physician.

» If you are giving consent in writing, it must be signed by two adult witnesses.

+  Written or verbal consent must be recorded on New York State Form DOH3474 and signed by
your physician.

Double Effect

A negative outcome, when the intended consequence of alleviating pain results in the unintended
consequence of hastening death.

Durable Power of Attorney for Healthcare

A power of attorney is a legal document that gives someone the patient chooses the power to act in
their place. A durable power of attorney for healthcare covers all health care decisions, and lasts only
as long as the patient is incapable of making decisions for themselves. Patients can set out specific
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provisions in the Durable Power of Attorney telling their agent how they would like them to act with regard
to deathbed issues (Rocket Lawyer, 2019). If the decision-maker is not certain of the patient’s wishes, the
“best interest” standard directs the decision-maker to choose the intervention that will best promote and
protect the patient’s values, beliefs, morals, and interests. Durable Power of Attorney for Healthcare
documents are not recognized in New York State.

Five Wishes

Five Wishes is a nationally recognized (in the United States) advance directive created by the non-profit
organization Aging with Dignity. It has been described as the "living will with a heart and soul." This
document meets the legal requirements in 42 states, and is useful in all 50.

Five Wishes lets families and doctors know (Five Wishes, 2019b):

° Who the patient wants to make health care decisions for them and when the surrogate can’t
make them.

The kind of medical treatment the patient wants or doesn’t want.

How comfortable the patient wants to be.

How the patient wants practitioners and family members to treat them.

What the patient wants their loved ones to know.

End of Life

End of life is defined as that time period when healthcare providers would not be surprised if death
occurred within about six months (American Psychological Association, 2019).

Euthanasia

Euthanasia, or "mercy killing," is the act of taking someone's life who no longer wishes to live, by
engaging in some act to cause the death of a patient, such as administering a lethal dose of medication
and typically because the patient has a terminal illness or some other debilitating condition. A distinction
can be made between “active” euthanasia, which is acting to ensure death, and “passive” euthanasia,
which is the failure to intervene to prevent death. Euthanasia differs from assisted suicide. Euthanasia is
illegal in all 50 U.S. states and is treated as a crime in New York State (Find Law, 2019).

Health Care Proxy

The New York Health Care Proxy Law allows patients to appoint someone they trust to make health care
decisions for them in the event that they lose the ability to make decisions for themselves. By appointing
a health care agent, patients can make sure that health care providers follow their wishes. The agent
can also decide how the patient’s wishes apply as their medical condition changes. Healthcare
practitioners and hospitals must follow the agent’s decisions as if they were the patient’s (New York State
Department of Health, 2017). Health care proxies are invoked in all situations when the patient becomes
incapacitated, whether the incapacitated state is temporary or permanent, and in all types of cases, such
as temporary or permanent iliness, or terminal illness. The health care proxy document is the preferred
advance directive in New York State.

Living Will

A living will is a written document that specifies what the patient would and would not want under specific
and explicit medical scenarios. A living will is limited to deathbed concerns only (Rocket Lawyer, 2019),
i.e.: they only come into effect in the case of terminal ilinesses. Living wills should be as specific and as
detailed as possible. Treatments and aspects of care that were not anticipated and not included in the
living will then become the responsibility of the surrogate healthcare decision-maker described under
state law (Mayo Foundation for Medical Education and Research, 2019). Under a living will, a health care
agent cannot be named. While New York does not have a law governing Living Wills, the Court of
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Appeals, New York’s highest court, has stated that Living Wills are valid as long as they provide “clear
and convincing” evidence of the patient’'s wishes. Thus, New York State recognizes the living will
document. Five Wishes (2019a) is one of the most popular living will documents used throughout the
states today.

Medical Orders for Life Sustaining Treatment (MOLST)

A MOLST allows doctors to record the patient’s preferences regarding cardiopulmonary resuscitation
(CPR), mechanical intervention, and other life sustaining treatments on one form as a physician order. It
must be completed by a healthcare professional and signed by a New York State licensed physician to be
valid. The MOLST form is the only authorized form in New York State for documenting both nonhospital
DNR and DNI orders. The MOLST form has been approved by the New York State Office of Mental Health
(OMH) and the Office for People with Developmental Disabilities (OPWDD) for use as a nonhospital
DNR/DNI form for persons with developmental disabilities or persons with mental iliness, including
persons who are incapable of making their own health care decisions or who have a guardian of the
person appointed pursuant to Article 81 of the Mental Hygiene Law or Article 17-A of the Surrogate's
Court Procedure Act. The OPWDD has approved a checklist that must be attached to the MOLST form, in
order for the form to be used for persons with developmental disabilities who are incapable of making
their own health care decisions or who have a guardian of the person appointed pursuant to Article 81 of
the Mental Hygiene Law or Article 17-A of the Surrogate's Court Procedure Act (NYSDOH, 2018a).

Medically Futile Treatment

"Medically futile" treatment means that CPR will be unsuccessful in restoring cardiac and respiratory
function or that the patient will experience repeated arrest in a short time period before death occurs
(New York State Task Force on Life and the Law, nd).

New York’s Palliative Care Access Act (PCAA)

New York’s Palliative Care Access Act mandates that patients be fully informed of the options available to
them when they are terminally ill or have “advanced life limiting conditions or illnesses.” Healthcare
practitioners must offer to the patient information and counseling regarding palliative care and end-of-life
options. If the patient lacks medical decision-making capacity, then the information and counseling is
provided to the person who has authority to make health care decisions.

Palliative Care

Palliative care is a multidisciplinary approach to specialized medical care for people with life-limiting
illnesses, focusing on providing people with relief from the symptoms, pain, physical stress, and mental
stress of the terminal diagnosis.

Patient Self-Determination Act of 1990

The federal Patient Self-Determination Act of 1990 mandates that all hospitals, nursing facilities, home
healthcare agencies, hospices, and HMO’s receiving federal reimbursement under Medicare and
Medicaid provide adult clients with information on health care proxies, living wills and other forms of
advance directives.

This statute also mandates that healthcare facilities:

e Provide patient’s upon admission with written information about their legal rights to make
decisions that can their medical care.

e Maintain written policies and procedures with regard to advance directives and provide written
information to patients about such policies.
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e Document in the patient’s record the existence, or non-existence, of a completed advance
directive.

e Ensure compliance with state law regarding advance directives.

e Educate its staff and the community on issues pertaining to advance directives.

Physician orders for life-sustaining treatment (POLST)

A POLST is intended for people who have already been diagnosed with a serious iliness. This form does
not replace other directives. Instead, it serves as doctor-ordered instructions (like a prescription) to ensure
that, in case of an emergency, the patient receives the treatment s/he would prefer. A POLST details what
treatments not to use, under what conditions certain treatments can be used, how long treatments may
be used, and when treatments should be withdrawn. A POLST also indicates what advance directives the
patient has created and who serves as their health care agent. Like advance directives, POLSTs can be
canceled or updated.

Issues covered in a POLST may include (Mayo Foundation, 2019):

Resuscitation

Mechanical ventilation

Tube feeding

Use of antibiotics

Requests not to transfer to an emergency room
e Requests not to be admitted to the hospital

e Pain management

Surrogate

A surrogate is a person close to you, as defined by New York state law, who can make decisions on your
behalf if you have lost the capacity to make decisions about your medical treatment, and have not
appointed a health care agent.

Terminal illness

A terminal iliness generally means that a patient has less than six months to live, whether or not
treatment is provided (New York State Public Health Law, § 2997-c(d).).

The Uniform Determination of Death Act

The Uniform Determination of Death Act, adopted by the American Bar Association and American
Medical Association, and put into law in some form by all 50 U.S. states, provides healthcare facilities and
healthcare professionals with some guidance and direction relating to end of life decisions. The Uniform
Determination of Death Act defines death as either the irreversible cessation of respiratory and circulatory
functions or the irreversible cessation of all brain functions including brain stem function. Despite this
seeming uniformity in the law, end of life controversies have increasingly been raised, highlighting
variations among state brain death laws and their interpretation by courts (Nikas, Bordlee, & Moreira,
2016).

The Uniform Anatomical Gift Act of the United States

The Uniform Anatomical Gift Act of the United States establishes the regulations with respect to organ
donations and organ transplantations, including prohibitions against the sale and trafficking of human
organs. According to this law, patients can elect to donate one or more of their bodily parts. This federal
law also contains mechanisms that enable surviving spouses and other relatives to donate organs after
the loss of a loved one when that patient has not made a decision about whether or not they wanted to
participate in an organ donation.
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Understanding Historical Underpinnings of a Patient’s Right to Autonomy and Self-Determination
In Re Quinlan

In 1975, 21-year-old Karen Ann Quinlan suffered cardiopulmonary arrest after ingesting a combination of
alcohol and drugs. She subsequently was diagnosed with brain damage and went into a persistent
vegetative state (PVS).

Dr. Fred Plum, a neurologist, described her as no longer having any cognitive function but retained the
capacity to maintain the vegetative parts of neurological function. She grimaced, made chewing
movements, uttered sounds, and maintained a normal blood pressure, but was entirely unaware of
anyone or anything. The medical opinion was that Quinlan had some brain-stem function, but that in her
case, it could not support breathing. She had been on a respirator since her admission to the hospital.
Quinlan's parents asked that her respirator be removed and that she be allowed to die. Quinlan's doctor
refused, claiming that his patient did not meet the Harvard Criteria for brain death.

Quinlan's father, Joseph Quinlan, went to court to seek appointment as his daughter's guardian (since
she was of legal age) and to gain the power to authorize "the discontinuance of all extraordinary
procedures for sustaining Quinlan's vital processes." The court denied his petition to have Quinlan's
respirator turned off and also refused to grant him guardianship over his daughter.

Joseph Quinlan subsequently appealed to the Supreme Court of New Jersey (In re Quinlan, 1976). He
requested, as a parent, to have Quinlan's life support removed based on the U.S. Constitution's First
Amendment—the right to religious freedom. The court rejected his request.

The court also considered the Eighth Amendment—protection against cruel and unusual punishment—
and considered it inapplicable in Quinlan's case, stating that this amendment applied to protection from
excessive criminal punishment. The court considered Quinlan's cruel and unusual circumstances not
punishment inflicted by the law or state, but the result of "an accident of fate and nature.”

The New Jersey Supreme Court stated, however, that an individual's right to privacy was most relevant to
the case. Although the U.S. Constitution does not expressly indicate a right to privacy, U.S. Supreme
Court rulings in past cases had not only recognized this right but had also determined that some areas of
the right to privacy are guaranteed by the Constitution.

For example, the Supreme Court had upheld the right to privacy in Griswold v. Connecticut (the right to
marital privacy, the right of married persons to use contraception), (1965) and in Roe v. Wade (the right to
seek an abortion), (1973). The U.S. Supreme Court had further presumed that the right to privacy
included a patient's right to refuse medical treatment in some situations.

Balanced against Quinlan's constitutional right to privacy was the state's interest in preserving life.
Quinlan's physicians had refused to remove the respirator because they did not want to violate the
prevailing medical standards and practices or the state’s penal law regarding homicide.

The court observed that life-prolongation advances had rendered the existing medical standards
ambiguous (unclear), leaving doctors in a quandary. Moreover, modern devices used for prolonging life,
such as respirators, had confused the issue of "ordinary" versus "extraordinary" measures. The court
suggested that respirators could be considered "ordinary" care for a curable patient, but "extraordinary"
care for irreversibly unconscious patients. The court also suggested that hospitals form ethics committees
to assist physicians with difficult cases like Quinlan's. And so began the birth of legally mandated hospital
ethics committees throughout the states.

Cruzan v. The Director of Missouri Department of Health

In 1983, Nancy Beth Cruzan, aged 25, was involved in an automobile accident which left her in a
"persistent vegetative state.” For almost eight years, her body was rigid and her feet and hands
contracted and bent. She had occasional seizures and vomited, and while her eyes sometimes opened
and moved, she showed no sign of recognizing her family. A month after the accident, a feeding tube was
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implanted in Miss Cruzan's stomach to allow her to receive nourishment. She breathed without assistance
from a ventilator.

In 1987, after being refused by the Missouri Rehabilitation Center, Miss Cruzan's parents went to court to
ask that the feeding tube be removed and that Nancy be allowed to die a dignified death as they said she
would have wanted. But a loose coalition of euthanasia and abortion opponents describing themselves as
right-to-life advocates quickly took up Nancy’s cause. They argued that every life has meaning, even life
in a vegetative state, and that removing the feeding tube and starving Miss Cruzan to death devalues life.
Although the lower court ruled in the family’s favor, the Missouri Rehabilitation Center refused to comply
with the court order and appealed the (parent’s favorable) ruling to the state Supreme Court level. The
Missouri Supreme Court reversed the lower court’s ruling on the basis of the State’s greater duty to
preserve life, a duty that outweighed any right that the parents might have to make decisions for their
daughter.

The Cruzan v. The Director of Missouri Department of Health case became the centerpiece of a bitter
debate about how and when families can decide to withdraw nourishment or medical treatment to bring
about the death of an incapacitated loved one.

The case was appealed and decided at the U.S. Supreme Court in 1989. In a 5-to-4 decision, and in its
first ruling on the right to die, the U.S. Supreme Court recognized such a right existed under the right of
privacy, but said Missouri could nevertheless stop the Cruzan’s from withholding food and water from
their daughter unless there was "clear and convincing" evidence that she would have wanted to die.
Justice Scalia argued in the Cruzan case that refusing medical treatment, if doing so would cause a
patient's death, was equivalent to the right to commit suicide. He opined that the right to commit suicide
was not a due process right protected under the U.S. Constitution. And so the Supreme Court ruling in
the Cruzan case set no real uniform national guidelines on the right to die, but left it to each individual
state to set their own standards and evidentiary levels.

The ruling spurred enormous interest in living wills and other advance directives that allow people to spell
out, beforehand, what treatment they want, and who should make decisions for them if they become
incapacitated. The case also helped to generate support for Congressional passage of the Patient Self-
Determination Act, effective November 1991, under which hospitals and nursing homes that receive
Medicaid or Medicare funds must give patients written information about such advance directives,
explaining what right-to-die options are available under their state law. All states now have laws providing
a way for people to make known, in advance, their wishes about medical treatment. These instruments,
then, would satisfy the “clear and convincing” evidence that the U.S. Supreme Court required.

Between 1976 and 1990, due to the influential cases of Quinlin and Cruzan, courts reached consensus
related to matters of end of life. The courts and bioethicists have confirmed a person'’s right to refuse life-
sustaining treatment and determined that this right remains intact even when the person is unable to
speak for oneself. These cases also resulted in our legal system endorsing the principle that all persons
are presumed both competent and to have the capacity to make reasoned decisions unless demonstrated
to be otherwise.

Theresa Marie Schiavo (December 3, 1963 — March 31, 2005)

Despite this legal consensus, in the spring of 2005, Theresa (Terri) Marie Schiavo became the focus of
national publicity as her story became the most litigated medical case in U.S. history. The case
constituted a legal struggle over end-of-life care in the United States from 1990 to 2005, and involved a
woman in an irreversible persistent vegetative state.

Schiavo suffered a cardiac arrest in her St. Petersburg, Florida, home on February 25, 1990. She was
resuscitated, but suffered massive brain damage due to lack of oxygen to her brain and was left
comatose. After two and a half months without improvement, her diagnosis was changed to that of a
persistent vegetative state. Terri's husband Michael was named guardian over Terri. In November of
1990, Michael Schiavo took his wife to California for experimental "brain stimulator” treatment, and an
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experimental "thalamic stimulator implant” was inserted in her brain. By July 1991, she received
continuing neurological testing, and regular and aggressive speech/occupational therapy through 1994,
In 1998, Schiavo's husband, Michael, petitioned the Sixth Circuit Court of Florida to remove her
percutaneous endoscopic gastrostomy feeding tube pursuant to Florida law. The court appointed Richard
Pearse, Esq., to serve as the second guardian ad litem for Ms. Schiavo.

Terri's husband argued that she would not have wanted prolonged artificial life support without the
prospect of recovery. Attorney and guardian ad litem Pearse attested to the appropriateness of this
request. But Schiavo's parents argued in favor of continuing artificial nutrition and hydration, challenged
Terri's medical diagnosis, and demanded that another guardian be appointed. The second guardian ad
litem reported that Michael’s decision-making and court requests may have been influenced by his
potential inheritance.

Petitions went back and forth through the courts through November 2003, with the court ultimately ruling
to remove the tube feeding, and the parents petitioning for a stay on the order. During his tenure as
Florida governor, Jeb Bush decided to challenge his own state courts and tried to override the decision to
allow Terri to die. In November 2003, Governor Bush intervened in the case by filing a brief in the federal
district court in support of Terri’s parent’s wishes, arguing that the feeding tube should remain. The
federal district court ruled that the Governor lacked jurisdiction to intervene or to bring the case.

“The Florida Constitution prohibits the Governor’s intervention in matters that should be resolved through
the court system,” ruled the court.

But Governor Bush was determined and wrote to a local publication: “As a concerned citizen, you have
the opportunity to influence legislation pertaining to guardianship matters in cases similar to Terri’s.”

The Florida legislature responded and enacted “Terri’s Law,” which would allow a Governor to issue a
“one-time stay in certain cases.” With this newly declared authority, the Governor issued an executive
order to have the feeding tube reinserted. As a result, a third guardian ad litem was appointed, a
physician, who concluded that Terri was in a persistent vegetative state with no chance of improving.
Subsequently, in 2004, the Florida Supreme Court declared “Terri’'s Law” unconstitutional. Governor Bush
next sought review by the U.S. Supreme Court. In 2005, the U.S. Supreme Court refused to grant the

review.

President George Bush, in support of his brother, almost created a constitutional crisis between the
courts and the executive branch of the U.S. government when he tried to override the Florida courts
which had, time after time, supported Michael Schiavo's requests. Responding to the President’s wishes,
the U.S. House of Representatives issued five separate subpoenas commanding Michael Schiavo to
appear and to bring Terri with him, with hydration and nutrition equipment intact; and commanding
several physicians and hospice personnel to reinsert the feeding tube and to make an appearance with
Terri. In the meantime, President Bush signed a bill which would grant to the federal courts the jurisdiction
to hear the case.

With this newly signed law, Terri’s parents sought assistance from the federal courts and demanded that
Terri’s feeding tube be reinserted. The federal court denied this motion. The parents appealed the case to
the U.S. Court of Appeals for the 11t Circuit. The appellate court upheld the federal court’s decision and
reaffirmed that the feeding tube was not to be reinserted. The case was once again appealed to the U.S.
Supreme Court and the court once again refused to hear the case. Similarly, the U.S. Court of Appeals
denied a motion brought by the parents for a rehearing.

As a result of all of this litigation, former Senator and surgeon Bill Frist saw his Presidential dream
disappear when he, on behalf of the President and Terri’s parents, challenged Terri Schiavo's diagnosis
in court and in the “court of public opinion” without directly examining her.

This case also spurred the Vatican into action. The Vatican wound up challenging U.S. law which, as the
Schiavo case affirmed, allowed the withdrawal of artificial food and hydration under certain
circumstances. The Vatican declared that food and water must not be stopped, thereby, leaving many
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Catholic healthcare institutions and Catholics in this country — and others — uncertain as to how to
manage requests to let a patient die by removing a feeding tube.

In all, the Schiavo case involved 14 appeals and numerous motions, petitions, and hearings in the Florida
courts; five suits in federal district court; extensive political intervention at the levels of the Florida state
legislature; then-governor Jeb Bush, the U.S. Congress, and President George W. Bush; and four denials
of certiorari from the Supreme Court of the United States (Columbia Electronic Encyclopedia, 2012).

Roe v. Wade

Roe v. Wade (1973) is a landmark decision by the United States Supreme Court on the issue of abortion.
It was decided simultaneously with a companion case, Doe v. Bolton (1973), The Court ruled 7-2 that a
right to privacy under the Due Process Clause of the 14th Amendment extended to a woman's decision to
have an abortion, but that this right must be balanced against the state's two legitimate interests in
regulating abortions, i.e.: protecting women's health and protecting the potentiality of human life. Arguing
that these state interests became stronger over the course of a pregnancy, the Court resolved this
balancing test by tying state regulation of abortion to the third trimester of pregnancy.

Planned Parenthood v. Casey

Later, in Planned Parenthood v. Casey (1992), the Court rejected Roe's trimester framework while
affirming its central holding that a woman has a right to abortion until fetal viability. The Roe decision
defined "viable" as "potentially able to live outside the mother's womb, albeit with artificial aid." Justices in
Planned Parenthood acknowledged that viability may occur at 23 or 24 weeks, or sometimes even earlier,
in light of medical advances. In brief, the Roe and Planned Parenthood decisions established that, as a
matter of law, there was no absolute constitutional guarantee of a "right to abortion (death of fetus)”.
Each state, however, can make law with regard to the right to abortion.

Vacco v. Quill

Vacco v. Quill (1997), is a landmark decision of the Supreme Court of the United States regarding the
right to die. The Supreme Court ruled 9-0 that a New York ban on physician-assisted suicide was
constitutional, and preventing doctors from assisting their patients, even those terminally ill and/or in great
pain, was a legitimate state interest that was well within the authority of the state to regulate. In brief, this
decision established that, as a matter of law, there was no constitutional guarantee of a "right to die.

Each state, however, can make law with regard to the right to die.
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Advance Directives: Protecting Patients Right to Self-Determination

At present, New York law does not permit the withdrawal or withholding of life-sustaining treatment from
an incapacitated adult patient who has neither created a health care proxy nor left written or oral
treatment instructions that satisfy New York’s “clear and convincing evidence” of a patient’s wishes
standard. Therefore, the ultimate purpose of advance directives (ADs) is to guide professional decision
making and to direct the patient's care and treatments at the end of life.

Advance directives also provide the legal underpinnings for all patients to accept or reject care as they
wish because they have the constitutionally, statutorily, and judicially provided privilege (hereinafter,
“right”) to autonomous decision making and self-determination, without coercion, even when they are no
longer have the capacity to do so. Modern day ADs have become increasingly detailed and specific and
often contain patient preferences for a variety of hypothetical healthcare scenarios and for a variety of
physician and nursing treatments and interventions (Wildinson, Wenger, & Shugarman, 2007).

Capacity is the Key to Self-Determination

The term capacity is frequently mistaken for competency. Capacity is a functional assessment regarding
a patient’s ability to make a particular decision. Capacity is not static. Although capacity usually is defined
by state law and varies by jurisdiction, practitioners generally can assume it includes one or more of four
key components. The four key components to address in a capacity evaluation include: 1) communicating
a choice, 2) understanding, 3) appreciation, and 4) rationalization/reasoning (Dastidar & Odden, 2011)
(Table 1).

¢ Communicating a choice. The patient needs to be able to express a treatment choice, and with
determination. A patient who changes his/her decision in itself would not bring a patient’s capacity
into question, as long as the patient was able to explain the rationale behind the altered decision.
Frequent changes back and forth in the decision-making, however, could be indicative of an
underlying psychiatric/medical disorder or extreme indecision, which could bring capacity into
question (Dastidar & Odden, 2011).

¢ Understanding the nature and consequences of one’s decisions. The patient needs to be
able to recall and provide the sum and substance of conversations about treatment choices, to
make the link between causal relationships, and to process probabilities for outcomes. Problems
with memory, attention span, and intelligence can affect one’s understanding (Dastidar & Odden,
2011).

e Appreciation of the medical situation and present condition. The patient should be able to
identify their illness, treatment options, and likely outcomes as things that will affect him/her
directly. A genuine and factual lack of appreciation usually stems from a denial based on
intelligence (lack of a capability to understand) or emotion, or a delusion that the patient is not
affected by this situation and will have a different outcome (Dastidar & Odden, 2011).

¢ Rationalization or reasoning. The patient needs to be able to weigh the risks and benefits of the
treatment options presented and come to a conclusion in keeping with their own culturally and
spiritually based goals and best interests, as defined by their personal set of values. This can
often be affected in psychosis, depression, anxiety, phobias, delirium, and dementia (Dastidar &
Odden, 2011).
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Table 1. Components of Capacity Assessment

Component Patient’s role Physician's approach | Sample questions Impaired in
Communication Express a treatment Ask patient which treat- | Have you decided whether | Psychiatric disorders;
choice ment option they prefer | to get X or Y treatment? | extreme (pathologic)
indecision
Understanding Recall information, link Ask the patient to para- | Can you tell me how you | Problems with memory,
causal relationships, phrase their view of the | view the cumrent situation? | attention span, intelli-
process general proba- | situation How likely do you think gence
bilities that X will happen to you?
Appreciation Identify illness, treat- Ask patient to describe | What do you think is wrong | Denial; delusional
ment options, and prob- | disease, treatment, out- with your health? What disorder
able outcomes as it comes, and probabilities | treatments do you think
relates to them as they apply to them would help? What do you
think is your altemative?
Rationalization Weigh risks and bene- Ask the patient to com- | What made you choose | 