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l. INTRODUCTION AND BACKGROUND

The focus of this White Paper by the Bioethical Issues Committee (the “Committee”)
of the New York City Bar Association (“City Bar”) is New York’s Medical Aid in Dying
proposal. “Medical Aid in Dying” is a medical practice that would allow a physician to
prescribe a lethal medication to a mentally competent, terminally ill individual who requests
and consents to such lethal medication for the purpose of ending her or his own life.*

A central issue we identify in this White Paper is that of equitable access to care and
the social determinants of health that influence equitable access to care. The issue of equity to
which we draw attention here is fundamentally about fairness and just distribution of
resources. The aim of this White Paper is to foster more robust debate and deliberation about
proposed Medical Aid in Dying in New York and urgent public policy and public health
policy issues, including foreseeable and unforeseeable risks to equitable access to care among
vulnerable persons and groups, such as the elderly, the poor, racial and ethnic minorities, and
the disenfranchised. We voice particular concern about access to appropriate mental health
services and qualified mental health professionals.

Medical Aid in Dying is currently being litigated before the New York Court of
Appeals (Myers v. Schneiderman).? The “Medical Aid in Dying Act” has also been introduced
in the New York State Legislature.® This issue is ripe for review.

a. Other Committees

The City Bar’s Health Law Committee, Legal Problems of the Aging Committee,
Mental Health Law Committee and Science and the Law Committee participated in the
Bioethical Issues Committee’s review process.

b. Consensus Process

The Bioethical Issues Committee has followed a consensus decision making process in

developing this White Paper. Beginning in 2015, the Committee sponsored, co-sponsored and
participated in multiple forums on the subject of Medical Aid in Dying (see Addendum A), at

! The term “physician aid in dying” has also been used to describe physician-aided dying practice, which
proponents seek to differentiate from “physician assisted suicide.” The language of “hastening death” or “wish to
hasten death” has also been used in this context (Albert Balaguer et al., An International Consensus Definition of
the Wish to Hasten Death and Its Related Factors, PLOS ONE 11(1): e0146184 (Jan. 4, 2016),
https://doi.org/10.1371/journal.pone.0146184 (last visited May 23, 2017).

% Myers v. Schneiderman, 28 N.Y.3d 1131 (N.Y. Jan. 12, 2017). Debevoise & Plimpton LLP represents End of
Life Choices in the Myers v. Schneiderman litigation. The City Bar President, John Kiernan, a partner at
Debevoise, has recused himself from the review and approval of any City Bar reports pertaining to the Myers v.
Schneiderman case or any related litigation or legislation.

® Medical Aid in Dying Act, A.2383/S.3151, 240th N.Y. Leg. Sess. (2017). A previous version of the bill
(S.7579, 239" N.Y. Leg. Sess.) was voted out of the New York Assembly Health Committee in the 2016
legislative session.



https://doi.org/10.1371/journal.pone.0146184

which advocates and ethicists representing diverse views and perspectives have had an
opportunity to present arguments, comments, and testimony on the issues in question.

Some of these perspectives include those of medical ethicist Dr. Joseph J. Fins, Weill
Cornell Medical College, who presented to the committee on December 5, 2016, and
addressed the possibility that the Aid in Dying movement may be advancing without thorough
consideration of all relevant issues because of some hard cases, such as that of Brittany
Maynard.* Still other perspectives aimed to address and discuss issues surrounding palliative
care and end-of-life care, as well as end-of-life decisions and end-of-life pain management.”

1. FRAMING OF MEDICAL AID IN DYING PUBLIC POLICY ISSUES:
PUBLIC HEALTH, HEALTH EQUITY AND HEALTH CARE JUSTICE

Medical Aid in Dying policy and practice raise grave legal and ethical issues for
legislators, courts, policy makers, health and social service practitioners, and individuals
living with serious illness and their caregivers. These issues center on the humanistic concerns
of seriously ill persons and their lived experiences, subjective perspectives and expectations
for a meaningful life in the context of their views of full personhood and their experiences in
terms of human development over the life-course. These perspectives and contexts have
social, cultural and relational significance for seriously ill persons at the end of life.

In this White Paper, we pay particular attention to social and structural determinants of
health, mental health and well-being, such as income, education, housing, and food security.
We also look at forms of structural discrimination that perpetuate inequities in access to basic
health care, hospice and palliative care, and essential medicines that may influence the
experience of serious illness and outcomes at the end of life. The public health perspective,
and the essential social determinants of health that characterize the public health perspective,
have received scant attention, and have perhaps even been marginalized, in debates and
deliberations to date about Medical Aid in Dying.

We Dbelieve that attaining health care justice for all persons by eliminating inequities is
an important public policy goal relevant to serious public discourse and deliberation about
proposed Medical Aid in Dying practice. In light of this goal, we call for deeper reflection on
unexamined questions of human development, agency and freedom to make meaningful
choices at the end of one’s life. There is a dearth of empirical evidence about the personal,
social and cultural meanings associated with intentionally ending one’s own life. In this White
Paper, we seek to sharpen the focus on the complex legal and ethical issues embedded in
proposed changes to law and policy in New York.

* Dr. Joseph J. Fins, Weill Cornell Medical College, Address at City Bar Bioethical Issues Committee Forum #2
(Dec. 5, 2016). See also Addendum A.

% See Addendum A.



a. Legal and Ethical Issues

This section addresses the ethical issues that pertain to the governance of a practice
commonly referred to as “physician aid in dying” (“PAD”). In the proposed New York bill®
and the New York Court of Appeals Myers v. Schneiderman litigation, the practice is called
“Medical Aid in Dying.” Under either term, the practice involves the prescribing of lethal
medication by a physician to end a patient’s life and the self-administration of such
medication by a terminally ill, competent patient. (Other practices that involve deliberate
steps by a third party to bring a dying person’s life to an end through administration of lethal
medication or injection, such as euthanasia, are legally permitted in some countries, but are
not legal or under active consideration in the United States at this time and will not be
discussed here.)

The topic of PAD rose to prominence in public discussion in the 1990s. Before that,
ethical inquiry had been focused on a different issue, namely, decisions to forgo the use of
life-sustaining medical technologies and treatments, such as cardiopulmonary resuscitation,
mechanical ventilators and artificial nutrition and hydration. As the effectiveness of such
technologies increased beginning in the 1960s and 1970s, many patients benefited but many
others had their biological function prolonged without corresponding support for their quality
of life. Indeed, many suffering from irreversible and progressive chronic disease found such
artificial life-extension burdensome: being kept alive on machines was in conflict with their
personal wishes and values, and they often were given inadequate palliative care to relieve
pain, manage symptoms, and address their suffering and that of their families.

One goal of ethics in the end-of-life care domain is to achieve a proper balance
between individual rights and conflicting social interests or cultural values. Over time, an
ethical consensus gradually has built around affirming an individual’s right to refuse any and
all forms of invasive medical treatment, including life-sustaining medical treatment. This
consensus rejected the doctrine of vitalism—the notion that prolonging life was a supreme
duty no matter what the consequences—and the so-called technological imperative—the
notion that, because artificial life prolongation was now technically possible, it was ethically
required, despite patient wishes to the contrary, and should be legally required. Thus, under
the dominant views held in 1975, withdrawing the ventilator from Karen Ann Quinlan (a
young woman who had suffered severe brain injury and was in a permanent unconscious
state) would have been an act of murder.’” But between 1975 and 1989, widespread debate and
discussion of ethics concerns laid the groundwork for the ruling in the Cruzan® decision and
recognition of an individual’s legal right to refuse medical treatment as a liberty interest
protected by the Fourteenth Amendment.

Over the years, ethical analysis on the right to refuse treatment has included
consideration of potentially conflicting and competing social interests, such as public policy
concerns about the integrity of the medical profession and the prevention of suicide. However,

® Medical Aid in Dying Act, A.2383/S.3151, 240th N.Y. Leg. Sess. (2017).
"In re Quinlan, 355 A.2d 647 (N.J. 1976).
8 Cruzan v. Dir. Mo. Dep 't of Health, 497 U.S. 261 (1990).



these ethical arguments (many of which have been cited and followed by state courts in these
cases) have gradually given way to the conclusion that such interests are not imperiled by
respecting the right to refuse life-sustaining treatment.

Thus, the ethical debate on the right to make autonomous decisions to forgo (i.e.,
refuse before the fact or withdraw after the fact) life-support technologies, including artificial
nutrition and hydration, arrived at the more or less consensus view that such refusal is not
tantamount to suicide. Such decisions have been deemed to be in a different class altogether
from the actions of a person in a self-destructive depressive or psychotic state. As Dr. Fins
stated in December 2016, the reasoning makes sense in that the underlying conditions that
can lead to suicide sometimes are controllable or even reversible with medical treatment,
whereas this is not the case for a terminally ill patient.

In addition, the common view is that the cause of death where a person refuses life
sustaining treatment is the underlying disease itself and, therefore, refusal of treatment that
prolongs life (and, in some cases, suffering) but cannot cure the underlying disease is not an
act of suicide. Moreover, under the well-established body of law governing advance care
planning and shared medical decision making, physicians and other health professionals who
offer information to patients about their care and decision options to forgo life-sustaining
treatment are not acting in violation of statutes that proscribe actively assisting the
commission of suicide. Therefore, the social interests in preventing and/or not promoting acts
of suicide simply are not present in cases of refusal of life-sustaining treatment.

This is not to say that ethical analysis has disregarded social and policy interests in the
context of medical treatment refusal. On the contrary, these factors have been almost as
central to ethical views on end-of-life care as has the importance of patients’ rights and
autonomy. But the ethical approach to these issues has been largely procedural and has
stressed values of equity, protection of vulnerable persons, and safeguards against coercive
factors that would taint the autonomy of end-of-life treatment decisions. A tremendous
amount of legislative and judicial activity has been undertaken at the state level to set up
mechanisms for advance medical directives, durable powers of attorney for health care,
Medical Orders for Life Sustaining Treatment (MOLST) in New York (known in other states
as Physician Orders for Life Sustaining Treatment or POLST), the establishing of ethics
committees and consultation services in hospitals and skilled nursing facilities, and efforts to
educate health professionals and the lay public about decision making rights and processes
associated with refusal of medical treatment.

The ethical foundation is to respect individual autonomy. However, the patient must
be capable of making this decision autonomously, either contemporaneously (when
autonomous decision-making capacity and circumstances are still present), or at a prior time
when they were present and via an advance directive providing treatment instructions and/or
naming an agent or surrogate decision maker to effect the patient’s prior wishes and values.

° Dr. Joseph Fins, Weill Cornell, Address at City Bar Bioethical Issues Committee Forum #2 (Dec. 5, 2016).



These considerations have led ethical analysis to stress the importance of safeguards to
ensure that social conditions to promote autonomous decision making are optimized in
clinical settings and the health care system overall. In particular, the conditions of having the
mental and emotional capacity to give rational informed consent or refusal are important, as
are environmental conditions that eliminate coercive pressures, fears, or similar constraints on
the patient.

When dealing with dying patients who have lost decision-making capacity, the focal
ethics question has been: who should speak for the patient and consult with physicians to
make treatment plans and decisions? A related issue of central concern to judicial and
legislative authorities is the nature of the evidence that an agent or surrogate must show to
establish that treatment decisions are in fact in accordance with the authentic and autonomous
wishes of the patient. The Supreme Court in the Cruzan decision—which affirmed a
constitutional right to forgo life-sustaining treatment—gave the states leeway to set different
standards of evidence to govern surrogate decision making in their jurisdictions.

Finally, ethics analysis has emphasized the importance of ensuring that those who
wish to forgo life-sustaining treatment are not simply abandoned, but are provided with access
to resources for continuing palliative, quality of life-sustaining care. It is not surprising that
the growth of the hospice movement and the Medicare Hospice Benefit of 1983 went hand in
hand with the development of ethical arguments for the autonomous right to refuse
burdensome and non-beneficial life-sustaining technological treatments.

It is into this general background of ethical analysis and legal governance that the
controversy concerning PAD came to the forefront of public attention in the 1990s. Whereas
most of the judicial activity about forgoing life-sustaining treatment had come at the state
level, the judicial governance of PAD has been influenced by the federal courts. On the
legislative governance side, this issue has often involved recourse to popular referenda, rather
than to normal legislative activity. Moreover, the PAD debate has been no less divisive
among specialists in ethics than it has been among the general public.

From a conceptual perspective in ethics, PAD has reopened several issues that had
been thought settled and has challenged assumptions underlying the ethical consensus on the
right to refuse high-tech medical treatment. At the same time, proponents of PAD have made
respect for autonomy the principled core of their arguments, thereby drawing on the same
taproot value that had prevailed in earlier debates prior to the Cruzan decision. Early
opponents of recognizing a right to refuse treatment anticipated a time when an individual’s
right to medical assistance in committing suicide would also be asserted.

And so it has. In the 1990s, two federal circuit courts (the Ninth and the Second)™
struck down existing state laws against PAD. On appeal, the Supreme Court reversed these
lower courts, leaving existing state laws in force; however, the Court did not find PAD to be
unconstitutional

10 Compassion in Dying v. Washington, 79 F.3d 790, 798 (9th Cir. 1996); New York v. Operation Rescue Nat'l,
80 F.3d 64 (2d Cir. 1996).

1 Washington v. Glucksberg, 521 U.S. 702 (1997); Vacco v. Quill, 521 U.S. 793 (1997).



The Supreme Court’s decision left legalization of PAD up to each state to decide. The
result since 1997 is that PAD remains clearly illegal in 40 states and ambiguously so in four.
It is legally practiced in six states (i.e., California, Colorado, Montana, Oregon, Washington
and Vermont) and the District of Columbia'?, which generally follow similar requirements as
enumerated below. A grassroots movement in favor of its legalization continues to work for
reform in other states, including New York.

Legalization and regulation in some states have made possible some data collection,
which provides information concerning how often PAD is used, which physicians take part in
it, which patients use it, and under what life circumstances. Of the states that have passed aid
in dying laws, only Oregon and Washington publish detailed statistics regarding the number
of individuals who receive prescriptions under those laws, the number of individuals who die
as a result of using those prescriptions, and the demographic features, health status, and
motivations of those individuals. Vermont and Montana do not provide statistics. Laws in
Colorado and Washington, D.C., were passed in late 2016 and no records are available from
these states at this time.

In all states where PAD is legal, persons using PAD must be legally competent,
incurably ill with a life expectancy of six months or less, and be given full information
concerning their condition, treatment options, and a cooling off period between consent and
the provision of the pharmaceutical prescription. Relatively few persons avail themselves of
PAD in states where it is legal. Those who do tend to be white with higher than average
incomes and educational levels. In many cases they have had access to, and have utilized,
hospice and palliative care prior to their resort to PAD. Many report that it is dignity,
integrity, and suffering, rather than pain and symptom management, that is the prime
motivating factor in their desire to put a controlled end to their dying process.

A recent JAMA Oncology article reported that, in Oregon, “From 1998 through 2013,
the number of prescriptions written had an annual average increase of 12.1%...and during
2014 and 2015 it increased by 28% to 41%....”*® Oregon Public Health Division Data from
2015 on patient characteristics show that of the 132 Death with Dignity Act deaths during
2015 (as of January 27, 2016), 78.0% were aged 65 years or older (as compared to 80.5% in
2016); median age at death was 73 years; 93.1% of decedents were white (as compared to
96.2% in 2016); and 43.1% had a least a baccalaureate degree (as compared to 50% in
2016). 1t should be noted here that Oregon’s population is not as racially and ethnically

12 State-by-State Guide to Physician-Assisted Suicide, ProCon.org,
http://euthanasia.procon.org/view.resource.php?resourcelD=000132 (last updated: Feb. 21, 2017)

13 Charles Blanke, et al., Characterizing 18 Years of the Death With Dignity Act in Oregon. JAMA Oncology
(April 06, 2017), pp. E2-ES.

' Oregon Public Health Division, Oregon Death with Dignity Act: 2015 Data Summary. Oregon Health
Authority (February 4, 2016),
https://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Document
s/year18.pdf (last visited May 23, 2017).

Oregon Death with Dignity Act: 2016 Data Summary. Oregon Health Authority (February 10, 2017),
https://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Document



http://euthanasia.procon.org/view.resource.php?resourceID=000132
https://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Documents/year18.pdf
https://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Documents/year18.pdf
https://public.health.oregon.gov/ProviderPartnerResources/EvaluationResearch/DeathwithDignityAct/Documents/year19.pdf

diverse or economically segregated as New York. Therefore, issues of population
heterogeneity are of greater concern in New York. This is an issue of significance that has
been raised by the Public Health Association of New York City in its consideration of the
New York Medical Aid in Dying proposal.

From an ethical perspective, the following questions, concerns, and value-orientations
are most relevant in evaluating the pros and cons of legalizing PAD.

1. The conceptual distinction between the right to refuse life-sustaining medical
technoloqy and the right to choose the exact nature and timing of one’s death.

Virtually all moral philosophies and ethical perspectives value human life and contain
at least a prima facie prohibition on intentionally causing the death of an innocent person.
Over the past 40 years, as noted above, that ethical presumption has been rebutted in the
special circumstance of an autonomous patient’s right to refuse life-prolonging medical
technology and treatment. Some interpret this as ethically privileging the principle of
respecting autonomy and the right to bodily integrity over the duty to preserve and prolong
life.

Complex arguments have been made concerning the issues of causation and intention.
It has been argued that the autonomous patient’s decision to forgo life support is not the cause
of his or her death — the patient’s underlying disease and dysfunction are. It has also been
argued that, in this special circumstance, although the patient’s death is foreseeable if life-
support technology is discontinued (or not initiated), such result is not tantamount to
intentionally causing the person’s death. Thus, in the limited circumstance of refusal of
medical treatment by mentally competent, terminally ill patients, the prima facie ethical duty
to prolong life has been overridden. Both American constitutional and common law
jurisprudence have supported this conclusion, at times relying on this essentially ethical line
of argument.

The question posed in the PAD debate is whether or not prescribing a lethal
pharmaceutical so that a dying person can obtain it and ingest it is a practice that also should
be exempted from the ethical duty to preserve life. PAD would be ethically supported by
demonstrating that it is sufficiently similar to the right to refuse life-sustaining treatment and
should be given the same moral status. PAD has been criticized as distinct from, and not
logically supported by, ethical arguments in favor of a right to refuse life-sustaining treatment.

Generally speaking, this debate centers on the two prongs of causation and intention.
Does the proposition that the patient’s underlying pathology, not the act in question,
constitutes the morally relevant cause of death hold for PAD as it does for the withholding
and withdrawal of treatment? In other words, from the perspective of physicians, does
participation in PAD by writing a prescription constitute killing the patient, or is it a way of
respecting the right of a patient to determine the timing and manner of her/his own death
which may be imminent because of the patient’s terminal illness? Answering this question is

sl/year19.pdf (last visited May 30, 2017).



perhaps easier when the physician’s role is limited to providing access to lethal
pharmaceuticals rather than directly administering them, as the former leaves multiple steps in
the patient’s hands (i.e., whether or not to fill the prescription, whether or not to use the
medication, etc.).

The ethical debate has focused on the notion of committing or assisting “suicide”
when speaking about intention. Proponents of PAD have argued that the intention of dying
patients is misunderstood as suicide. Proponents argue that the dying patient’s intention is not
to end her or his own life, per se, but to avoid, in the only remaining possible way, a dying
process that may be violent, degrading or may prolong their suffering. Avoiding such
outcomes is central to all end-of-life medical treatment, including hospice care. Critics of
PAD argue the act of knowingly ingesting a lethal substance is, in fact, suicide, an intentional
act causing one’s own death. They believe that this is, ethically, something that society should
prevent and discourage rather than condone. Thus, for critics of PAD, rules and regulations
sanctioning physicians who assist with PAD are ethically justified and a reasonable means to
curtail intentional self-killing.

Critics of PAD have also argued that PAD is different from the right to refuse life-
sustaining treatment because suicide, including PAD, is never an act of rational decision
making and, therefore, does not represent the true wishes of the patient, whereas wishing to
forgo invasive and burdensome technological interventions may be a rational and autonomous
decision. The term “suicide,” itself, has connotations that have shaped the debate. In the past,
supporters of the legalization of PAD have argued that one class of suicide, “rational suicide,”
is the result of rational and autonomous decision-making, and that PAD is a form of such
rational suicide. More recently, supporters of PAD have avoided the term suicide altogether,
having perhaps recognized that the use of the term is stigmatizing and misleading. They also
have strived to normalize PAD by arguing that it has become a recognized form of medical
practice and as one of many treatment options and care plans that should be available to all
terminally ill patients.

2. The role of equality and non-discrimination in regard to autonomy and dignity.

Equal treatment before the law and non-discrimination are also important ethical
tenets. They have entered into the PAD debate in two ways. The first is an extension of the
discussion above. It has been argued that if we permit patients who require life-supporting
technology to refuse it and thereby allow them to die, but deny PAD to similarly situated
patients who happen not to require invasive technology, then we are unfairly discriminating
against the latter group of patients. The counter argument is that this is not discrimination
because patients on life-support require physician assistance to be removed from it, whereas
physician assistance is not a necessary component of a patient’s autonomous decision to take
a lethal dose of medication. Proponents respond that physician assistance and participation are
required in order to make this option safe, effective, and humane.

The second prong of the equality and non-discrimination argument asserts that
legalizing the practice of PAD would be potentially discriminatory against vulnerable, elderly,
and marginalized dying persons because they would face undue pressure and coercion to opt



for PAD, due to structural factors and determinants beyond their control. Such factors include:
financial distress, strained relationships with family members, social isolation, or other
economic considerations, such as lack of, or inadequate, insurance coverage that might limit
their access to palliative care services and thereby exacerbate their fear of pain, suffering or
abandonment. These factors not only implicate possible unequal treatment under the law if
PAD is legalized, but also undercut a principal ethical rationale of the right to PAD, as well as
the decisional competency and autonomy criteria for access to PAD in the first place.

3. The relationship between PAD and the profession of medicine.

One public policy consideration with respect to individual rights in end-of-life care is
the effect of permitting PAD on the ethical integrity of the medical profession (and of other
clinical professionals as well). This concern ultimately was judged not to be a relevant bar to
the ethical permissibility of refusing life-sustaining medical treatment. When it comes to
PAD, however, the added consideration is the contention that physicians have an ethical and
professional duty to protect and preserve life that is stronger than it is for ordinary persons.

Critics of PAD argue that physicians face too many conflicts of interest, both personal
and financial, in decision making with respect to PAD: since physicians are privy to restricted
pharmaceuticals and are often in a position of special influence over vulnerable patients, it is
too dangerous for society to give them moral permission to assist in the active decision to end
a patient’s life.

Moreover, critics argue that if physicians are granted this authority and perceived as
being facilitators of the deaths of their patients, public trust and confidence in the medical
profession as a whole will be compromised. Critics of PAD assert that it is socially important
for patients to assume that their physicians are duty bound and motivated to be faithful
guardians of their patients’ lives and health.

Supporters of PAD counter that equally integral to physicians’ professional ethics is
the duty to relieve suffering. The American health care system as a whole does not do a good
job at providing routine pain and symptom management. In end-of-life care, even palliative
care and hospice care facilities and providers encounter cases of intractable pain and suffering
that defy available treatment. Physicians have an ethical duty to assist their patients in cases
such as these with PAD as an option if palliative care fails. In addition, supporters of PAD
argue that, in addition to the duty to relieve suffering, health care professionals also have an
ethical duty to respect patient autonomy. These considerations have supplanted older notions
of the physician’s duty to preserve life and to bear paternalistic burdens in making difficult
choices for their patients.

4. Reconsidering the importance of autonomy in ethics.

One of the most important effects that the PAD debate has had on the presuppositions
of ethics has been a reconsideration of autonomy in end-of-life care. Ethical analysis was
strongly autonomy-oriented during the right to refuse treatment debate, and this emphasis by
and large has been carried on by supporters of the movement to legalize PAD.



As clinical experience has developed around the right to forgo life-sustaining
treatment, however, it has been found that the central ethical focus on the rights and personal
preferences of the individual patient during the decision-making and the care planning process
near the end of life has often been impractical and counterproductive. This process is a very
complex one comprised of accumulating clinical information, making a series of clinical
decisions over time, and communicating and navigating emotional relationships among many
individuals—the patient (if competent), agents and surrogates, other family and friends,
members of the clinical team, and institutional officials in medical centers and facilities.

In light of this confluence of factors, the assertion and protection of individual rights,
while remaining ethically important, becomes less of the central focus, and ultimately gives
way to other influencing factors such as good, timely communication, adequate care goal
setting and planning, and continuity of care between shifts within one setting and in transfers
between different settings. The notion of “individual autonomy,” which treats the person as an
isolated, self-contained entity, is giving way to “relational autonomy,” which places respect
for the individual into a more complex network of interactions and responsibilities.

Notably, the PAD setting is typically much less complex institutionally and less
protracted temporally than end-of-life care in hospitals or nursing facilities, or even hospice
home care. By regulation, it always involves a competent patient, and it usually involves only
close family, perhaps a few paid care providers, and the attending physician. The process can
play out over just a few days, once it is formally initiated.

This setting may fit the picture of individual autonomy more accurately than the
setting of a hospital does. However, from a psychosocial viewpoint, it is not clear that we
fully understand the interpersonal and family dynamics of the relatively small number of
patients and families who have used PAD thus far. Is there any reason to believe that those
who have opted for PAD are more self-sufficient or have fewer relationships or familial
responsibilities than those who do not opt for PAD? Data collected thus far tend to suggest
that persons who use PAD place a very strong value on control over what happens to them.
But if legal changes would substantially increase the numbers of persons using PAD, more
research and a deeper understanding of the dynamics of the PAD decision-making process are
needed. This is important not only socially, scientifically and clinically; it is also important
knowledge ethically since so much of the rationale for legalizing PAD relies on the ethical
justifications for the practice of PAD—especially our reliance on the supposed rational,
voluntary, and well-informed nature of the thinking that goes into making a PAD decision.*

15 Neil C. Manson & Onora O’Neill, Rethinking Informed Consent in Bioethics (Cambridge UK, Cambridge
Univ. Press 2007) (arguing that to be ethically effective, informed consent requires distinctive and relational
communicative transactions and settings); Carl E. Schneider, The Practice of Autonomy: Patients, Doctors, and
Medical Decisions (New York, Oxford Univ. Press 1998) (arguing that ethical and legal ideals of autonomous
informed consent are rarely fulfilled in practice and that protecting patients against exploitation requires
relationships of care and trust, not unilateral patient empowerment).
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5. Is our system capacity sufficient to meet the challenge of ensuring the ethical
practice of PAD?

This brings us to a final dimension of the ethical analysis in balancing individual
rights and social interests in end-of-life care. This involves the overall social milieu into
which the innovation of PAD will be introduced. It also involves the important question of the
institutional capacity of our health care system and of authorities in multiple jurisdictions and
municipalities across the country to justly, safely, and adequately govern and monitor the
practice of PAD if legalized. These are pressing questions to consider in the Medical Aid in
Dying debate in New York State in 2017.

Consider first the social context. We are a highly stratified society, separated by many
factors including, but not limited to, race, socio-economic status, and cultural and ethnic
background. Functional disability is highly stigmatized in prevailing cultural attitudes despite
advances made to protect disability rights. Moreover, demographic trends for at least the
remainder of the twenty-first century show us to be an aging society where terminal illness
and end-of-life care will become more prevalent in our health care system.

Many ethically momentous acts and decisions are performed every day in the health
care system which, in turn, pose severe systems and institutional challenges to maintaining
high standards of quality assurance and improvement. Legalizing PAD more widely will
undoubtedly increase those challenges.

By its very nature, PAD demands a high standard of quality control. This issue has not
received as much discussion as other ethical and political aspects of PAD in those states
where it has been implemented. But as the movement grows and support for accepting and
routinizing the practice spreads, the numbers and diversity of those dying persons and
families taking part in it will also increase.

Do we have the institutional and systemic capacity to handle this development? Can
we perform research that answers the questions about the dynamics of decision-making posed
above? Can we collect reliable and accurate records concerning access to and utilization of
PAD? How are capacity determinations made, how adequate are they, and how are they
documented? What type of independent auditing and review of such records can be
conducted?

We need to conduct more research on the ways in which these questions have been
addressed by systems set up in Oregon and in other states that have legalized PAD.

How can the ethical integrity and safeguards of the PAD decision-making process be
maintained? Given its practice in the intimacy of the home setting, PAD is an inherently
difficult practice to monitor and evaluate in this way. Coercive pressures in a culture that
stigmatizes disability and dependency can influence family communication and pressure, and
can also color the attitudes of attending physicians. Even subtler is the phenomenon of the
internalization of stigma in self-image and self-esteem of the person subjected to it. For dying
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persons, even those who retain decision-making capacity, this corrodes the foundational value
of autonomy upon which so much of the ethical justification for PAD rests.

From this point of view, ethical analysis needs to ask whether the track record of the
practice of PAD in the United States so far, which many take to be positive on the whole, is a
reliable guide to future innovation in other states. The next few years promise turmoil in the
health care system, which ultimately will affect the domain of end-of-life care, along with the
rest of medicine and nursing. There will be an increasing emphasis on cost-containment and
perhaps a decline in the share of health insurance coverage with respect to overall health care
expenses for dying patients and their families. Even in the last six months of life, medical and
nursing care bills with high out of pocket liabilities can be devastating to most families.

Is this an auspicious moment for a state to embrace the practice of PAD?

Ethics cautions us that the right to die in accordance with one’s values may become,
instead, a duty to die—for example, to avoid burdening one’s family.

On the other hand, for those, however few, who face the prospect of a dying process
marked by loss of dignity and suffering, should ethical analysis tell them they must live with a
dying process that is less than optimal until society as a whole becomes more just and health
systems become better managed? As a counter argument, is it also possible that we as a
society do not well understand the experience of suffering — and the social dimensions of
suffering — and that each person’s experience is necessarily different and influenced by unique
factors?

b. Is the Political Climate in 2017 Ripe for Medical Aid in Dying?

This section addresses the current climate surrounding PAD and the impact that may
have on the New York Medical Aid in Dying Act. Despite the fact that there has been and still
is a high level of controversy surrounding aid in dying legislation, many states have
introduced aid in dying bills and legislation this year in an attempt to make it easier for
terminally ill patients to make and execute their choice to end their lives with physician
assisted death. Currently, five states have a Death with Dignity statute, one state where Death
with Dignity is legal, and 19 states where Death with Dignity is being considered. New York
State is one in which legislation is being considered, in the form of the Medical Aid in Dying
Act. However, regardless of its intentions, the introduction of the Medical Aid in Dying Act
may seriously complicate existing end-of-life care currently practiced in New York State.
Given a more conservative administration at the federal level and potential cuts to health
systems funding, palliative and end-of-life care could suffer.

An ongoing issue of health equity is access to palliative care. The proposed legislation
is currently written as an alternative to palliative care, as it says that a physician must inform
the patient of all “feasible alternatives or additional treatment opportunities, including but not
limited to palliative care and hospice care.”'® By proposing medical aid in dying as an

1 Medical Aid in Dying Act, S.3151, 240th N.Y. Leg. Sess. § 2899-F(1)(E)(V) (2017).
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alternative to palliative care, the bill, if enacted, may have the unintended consequence of
weakening the already insufficient attention given to palliative and hospice care options. In
the International Association for Hospice and Palliative Care (IAHPC)’s Position Statement
on Euthanasia and Physician Assisted Suicide,'’ the IAHPC asserts that physician aid in dying
should not be considered if palliative care options are not universal. One such measure of the
adequacy in access to palliative care is the availability of medication, specifically opioids,
used to treat severe pain. According to the International Narcotics Control Board as cited by
the IAHPC, opioids used to treat severe pain are mostly available in high-income countries,
such as the United States; but even in the United States, and certainly globally, legitimate
needs for pain-relieving medication used in palliative care are not met. Given this context, the
IAHPC believes that proposing policies framing physician assisted suicide as alternatives to
policies of palliative care would lead to even less attention given to improving access to
palliative care.'®

Another major complication lies in the conflation of withholding treatment and
actively acting to end a life. This distinction is important to both the ongoing conversation
surrounding physician aid in dying and, more importantly, the conversation around New
York’s Medical Aid in Dying proposal. Currently in New York, end-of-life options focus on
the patient’s choice to refuse treatment. The New York Medical Aid in Dying proposal would
fall under the other category, with the patient choosing to receive care that would actively end
her/his own life. However, the New York Medical Aid in Dying proposal does not seek to
clarify this distinction; in fact, as it is written, the distinction is not addressed at all. This
conflation poses a serious threat to existing end-of-life options, as it could lead opponents of
the bill to not only oppose the bill itself but potentially bring into question other necessary
palliative care options that currently ease the suffering of terminally ill patients. Necessary
end-of-life and palliative care options that need additional support and funding do not need to
be further opposed and disregarded.

In Myers v. Schneiderman, examples of existing end-of-life care options practiced in
New York State are discussed. Currently, a terminally ill patient who is suffering from
extreme physical pain can choose “terminal” sedation as an end-of-life option, which entails
the withholding of food and fluid while the patient is placed in continuous deep sedation. The
patient may also choose to have ventilators unplugged, feeding tubes withheld, or may even
elect to stop consuming food and liquids on their own. These options, while offering similar
results, are remarkably distinct from the proposed aid-in-dying bill. With terminal sedation
and withholding food and fluids, the intent is not the hastening of the patient’s death but,
rather, the prevention or removal of continued pain and suffering to the patient. In contrast,
the Medical Aid in Dying proposal advocates for the administering of drugs with the intention
of ending a patient’s life—although the proposal aims to circumvent this distinction by stating

7 Liliana De Lima, et al. International Association for Hospice and Palliative Care Position Statement:
Euthanasia and Physician-Assisted Suicide, J. Palliat. Med. (Jan. 1, 2017), 20(1): 8-14,
https://doi.org/10.1089/jpm.2016.0290 (last visited May 23, 2017)..

18t is also possible that this greater attention to end of life and palliative care may serve to increase conversation
surrounding the possible options possible for a terminally ill patient.
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that, as in refusal of treatment and terminal sedation cases, the cause of death of the patient
would be the underlying disease rather than the administration of life-ending medication.

Finally, while the proposed aid-in-dying legislation does have certain potential
safeguards to reduce the risks of coercion at the individual level of decision making (the
patient must have an accurate diagnosis and prognosis, must be evaluated by a physician and
reevaluated prior to receiving the medication, and must be offered a right to rescind, etc.),
concerns have been expressed that the process could be rushed or superficial in some cases.
Notably, there are no provisions on a waiting period or second oral request in the New York
bill. These safeguards are written into legislation in other states. Affording patients an open
and continuous process would be most beneficial to finding the best option for the patient,
including intensifying palliative care. The concern remains that the surrounding circumstances
of the patient could hasten the decision making process itself, and may lead to a patient being
informed of alternatives, such as palliative care, without being educated on all of the palliative
and end-of-life care options and the benefits and harms associated with each.

Overall, in light of the current climate that may influence both the conversation
surrounding end-of-life care and the political administration, the New York Medical Aid in
Dying proposal raises issues that need to be addressed in open public debate to ensure that
necessary and adequate end-of-life care is sought and afforded to terminally ill patients.

c. Proposed NY Legislation: Medical Aid in Dying Act®

The Bioethical Issues Committee identifies the following points of consideration
specific to legislation currently pending in the New York State Legislature, A.2383/S.3151.
These comments focus on gaps in the proposed bill, as well as provisions that are overly
board, inconsistent, vague or not clear.

e Public Policy Gaps:

o Beneficiaries:*® The hill appears to apply to all possible beneficiaries and
therefore as presently written would have universal application. For
example, there are no residency requirements. (The six states and the
District of Columbia that have legalized aid-in-dying all have residency
requirements.) There are also no safeguards for institutionalized persons
such as nursing home residents or inmates.

o Financing: There are no provisions on financing. At forums held
throughout the state and at the City Bar, little or no information has been
available on financing.

o Delivery Systems: There are no provisions with respect to delivery
systems. At forums held throughout the state and at the City Bar, scant
information has been available on delivery systems.

9 Medical Aid in Dying Act, A.2383/S.3151, 240th N.Y. Leg. Sess. (2017).
2 d., § 2899-D(1), (13), (15)
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e Alternative Option: The proposed bill would position Medical Aid in Dying as an
alternative to palliative care. Practically, it is unclear what this would mean and
how it would be operationalized. Would New York now require that Medical Aid
in Dying be included in palliative and end-of-life options offered to Patients under
the Palliative Care Information Act and Palliative Care Access Act??! What are the
public policy choices and decisions that need to be debated and made about
allocation of resources to palliative care and Medical Aid in Dying if they are
structured as care alternatives?

e Inconsistent, Broad and Vague Language: The bill contains certain inconsistent,
vague and broadly defined terms. For example, the definition of “mental health
professional” is broad (see more specific comments below). Other inconsistencies
include references to “health care professional” and “health care provider”
(proposed statute only provides a definition for “health care provider”).22 There are
vague references to “or other person,”?® and a lack of clarity on insurance related
provisions.*

e Provisions on Criminal and Civil Liability:* The statutory provisions do not offer
protection from negligent or intentional misconduct. This may pose a barrier for
physicians and other health care providers should the bill as presently written be
enacted.

e Mental Health Provisions:?® One of the issues with the proposed bill is the very
broad definition of mental health professional and the inconsistency of this
definition with other parts of New York law. Patients are referred to mental health
professionals by the attending physician when there is a belief that the patient may
lack capacity. Mental health professionals are responsible for evaluating a patient
to determine whether the patient has capacity to make an informed decision to
request and obtain medication that the patient may self-administer to end the
patient’s life. The definition of mental health professional includes not just a
licensed physician or psychologist, but nurse practitioners and physician assistants
as well. The proposed language does not specify whether the physician has to be
board certified or eligible in the field of psychiatry or list the specific
qualifications that the mental health professional would need in order to be able to
make such a determination. This vagueness could lead to confusion and
inconsistent application of the determination of whether a patient has the capacity
to receive medical aid in dying.

2! palliative Care Patient Information Act, N.Y. Public Health Law § 2997-c(2) (PHL); Palliative Care Access
Act, PHL § 2997-d

%2 A.2383/S.3151, § 2899-D(6), (13), (15), § 2899-F(3).

Z1d., § 2899-F(3), § 2899-L(1), § 2899-M(1).

21d., § 2899-N(3)(A), § 2899-N(3)(B), § 2899-N(5).

% 1d., § 2899-L (1), § 2899-L(2), § 2899-R(1).

?°1d., § 2899-D(11), § 2899-E(3)(C), § 2899-F(1)(C), § 2899-1, § 2899-K.
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Like the proposed bill, the Family Health Care Decisions Act (“FHCDA”)27 also
calls for an independent concurring determination that a patient lacks capacity.
However, FHCDA separates “health or social practitioner” from physicians who
are board certified or board eligible in the field of neurology and psychiatry.
“Health or social practitioners” are defined as a “registered professional nurse,
nurse practitioner, physician, physician assistant, psychologist or licensed clinical
social worker, licensed or certified pursuant to the education law acting within his
or her scope of practice.”® Whether a health or social practitioner makes the
concurring determination depends upon whether the attending physician makes an
initial determination that a patient lacks decision-making capacity because of a
mental illness. If this is the case, then a “physician with the following
qualifications must independently determine whether the patient lacks decision-
making capacity: a physician licensed to practice medicine in New York state, who
is a diplomate or eligible to be certified by the American Board of Psychiatry and
Neurology or who is certified by the American Osteopathic Board of Neurology
and Psychiatry or is eligible to be certified by that board.”

Further, FHCDA provides for an ethics review committee when the attending
physician and the person giving the concurring determination disagree.*® The
proposed bill does not address what happens when the attending physician and the
mental health professional disagree and does not provide for an ethics review
committee. This leaves no way to resolve potential conflicts. The proposed bill is
also silent as to the role of surrogates and guardians in the ability to make this
decision.

e Interpreters:*! Provisions in the bill on interpreters would allow patients not fluent
in English to access the Medical Aid in Dying program or benefit. However, the
bill does not establish any minimum standards for the qualifications of the
interpreter. California, which also allows for the use of an interpreter, does set
standards for interpreters.

e Research: There is no provision in the bill governing funding of research. There is
a dearth of well-designed research studies on the experience of terminally ill
patients as they near death, and their desire for Medical Aid in Dying. We urge
consideration of a provision in the bill that would fund research that would help to
inform public policy in New York.

2 PHL § 2994 et. seq.

% 1d., § 2994-a(17).

#1d., § 2994-c(3).

*01d., § 2994-¢(3)(d).

%! A.2383/S.3151, § 2899-K(2)(C)
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1. CONCLUSION

As this White Paper has highlighted, there are still many issues surrounding the New
York Medical Aid in Dying proposal that have not been thoroughly addressed or explored.
We call for more robust debate on important matters of public policy including issues of
equity and adequacy of health systems, as well as funding for well-designed research studies.
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ADDENDUM A
Bioethical Issues Committee Programs and Forums

December 5, 2016: Committee Forum #2 on Medical Aid in Dying: Dr. Joseph J. Fins. Joseph
J. Fins, MD, MACP, is The E. William Davis, Jr. MD Professor of Medical Ethics and Chief
of the Division of Medical Ethics at Weill Cornell Medical College where he is a Tenured
Professor of Medicine, Professor of Medical Ethics in Neurology, Professor of Health Care
Policy and Research, and Professor of Medicine in Psychiatry. The author of over 300
publications, his most recent book is Rights Come to Mind: Brain Injury, Ethics and The
Struggle for Consciousness (Cambridge University Press, 2015). Dr. Fins is also the author of
A Palliative Ethic of Care: Clinical Wisdom at Life’s End (Jones and Bartlett, 2006) and a co-
author of the 2007 Nature paper describing the first use of deep brain stimulation in the
minimally conscious state.

September 16, 2016: “Examining Conditions of Confinement in New York’s Correctional
Facilities: A Focus on Prisoners’ Rights” — “An Inside Look at the Lived Experiences of
Aging and LGBT People and Other Vulnerable Prison Populations” (Tina Maschi, PhD);
“Dual Lens of Law and Research: Access to Palliative Care Among Aging and Seriously Ill
Prisoners” (Mary Beth Morrissey, PhD). Tina Maschi, PhD, LCSW, ACSW, is an Associate
Professor, Fordham University Graduate School of Social Service.

June 13, 2016: Committee Forum #1 on Medical Aid in Dying: David Leven, Corinne Carey
Nina Rothschild and Peter J. Strauss. David C. Leven, JD, has served as Executive Director of
End of Life Choices New York since 2002. An advocate for patients and an expert on advance
care planning, patient rights, palliative care and end-of-life issues, including aid in dying, Mr.
Leven has played a leadership role in having legislation enacted in New York to improve
pain, palliative and end-of-life care. He initiated the Palliative Care Education and Training
Act, the Palliative Care Information Act and laws pertaining to health care proxies. Mr. Leven
has lectured or debated on aid in dying at every area law school as well as at Rutgers,
Syracuse and Yale Law Schools. Corinne Carey, JD, serves as New York State Campaign
Director for Compassion & Choices, New York. Nina Rothschild, DrPH, MPH, serves as
President of the Public Health Association of New York City. Peter J. Strauss, JD, is a
nationally recognized elder law attorney. His special expertise lies in the legal problems of the
aging and persons with disabilities. He is a co-founder of the National Academy of Elder Law
Attorneys and the National Association of Professional Geriatric Care Managers. He is
currently a partner in the law firm Epstein Becker & Green, P.C., where his practice area is
personal planning and his areas of focus are elder law, guardianship, estate planning, and
trusts and estates law.

December 16, 2015: Co-sponsored NYSBA Program, New York, NY: “Aid in Dying: A
Terminally 111 Patient’s Right to Choose and What Practitioners Need to Know.”

November 12, 2051: NYS Task Force on Life and the Law 30th Anniversary (Bioethical
Issues Committee co-sponsor); “Directions in Field of Bioethics: Palliative Ethic of Care”
(Mary Beth Morrissey & Bruce Jennings). Bruce Jennings is a nationally recognized ethicist,
trained in political science and philosophy at Yale and Princeton Universities, who developed
his career in the interdisciplinary field of bioethics over a period of 26 years. He has written

18



and edited 27 books and has published approximately 200 articles on bioethics and public
policy issues. Overall, during the last decade his work has attempted to bridge the domains of
biomedical ethics, environmental ethics, and public health ethics. He is currently a Senior
Fellow at the Center for Humans and Nature, a Fellow and Senior Advisor at The Hastings
Center, and serves as Adjunct Associate Professor on the faculty at Vanderbilt University. In
2011, he was named Editor-in-Chief of the new 4th edition of Bioethics (formerly the
Encyclopedia of Bioethics) 6 vols. (Macmillan Reference, 2014), a standard reference work in
the field of bioethics, and is currently an Associate Editor of The Encyclopedia of the
Anthropocene 5 vols. (Elsevier, forthcoming 2017).

June 15, 2015: “Radically New Approaches to Public Health Emergency Panning: Palliative
Care Essentials.”

March 20, 2014: “Palliative Care & Ethics Committees.”
April 1, 2013: “Can I Go Forward with Pain Management After I-STOP?”

April 24, 2012: “Family Health Care Decisions Act & Surrogate Decision Making.”
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