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ABSTRACT
CLASH OF TITANS: AN ETHICAL FRAMEWORK TOWARDS LIMITATIONS IN

RELIGIOUS ACCOMMODATION WITHIN HEALTHCARE

By
Yoelit Tikvah Lipinsky

May 2021

Dissertation supervised by Dr. Joris Gielen

In late October 2017, a young Canadian Jewish man was at the center of a storm that
involved ethics, religion, law and policy He had been unconscious for a month and doctors
deemed him brain dead. The Jewish community, and his family, wished to keep him on life
support, since their religion did not consider brain death to be ‘death.” This clash between
medical and religious perspectives poignantly illustrates the unique and growing challenges
posed by religious observance in Canada’s secular healthcare system. A similar story is found in
America. In December 2019, a story was published demonstrating fears that if a Catholic
hospital merged with its rural secular peer, women requiring (or requesting) abortions would no
longer receive them. Often, Catholic hospitals are in rural areas and the only healthcare
institutions for miles. Both health professionals and religious adherents share the belief in the

primacy of their mandated point of view in decision making in critical care and end of life



situations. A multicultural society boasts a polyglot of religions, which enjoy an entrenched legal
guarantee of religious freedom; subsequently, there is a call to ground bioethics within
secularism. This dissertation explores various cases and scenarios in medicine where Jewish and
Catholic ethics clash with secular bioethics. This dissertation does three things: promote a ‘dual
approach’ towards accommodation; create a concrete definition for ethical undue hardship and;
create a framework for ethical limitations on religious accommodations at both the individual

and institutional level.
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Introduction

In late October 2017, a young Jewish man was at the center of a storm that involved
ethics, religion, law and policy. He had been unconscious for a month and doctors deemed him
brain dead due to a cardiac arrest after a severe asthma attack. The ICU team wished to remove
him from life support and the family refused outright, citing their Jewish Orthodox faith not
recognizing brain death. Subsequently, the case made its way through the court systems, with the
Hospital maintaining its decision and the family asserting their religious rights. The patient’s
family was insistent that their actions were fulfilling the ultimate Jewish commandment of
pikuach nefesh—saving a life, since to them, he was still alive.! This clash between medical and
religious perspectives poignantly illustrates the unique and growing challenges posed by
religious observance in Canada’s secular healthcare system. It is vital to address these issues for
demography shows these they will become increasingly prevalent.

Often, medical workers and religious adherents share the belief in the primacy of their
point of view in decision making in critical care and end of life situations.? At critical moments
differing views between religious families and medical professionals often lead to awkward
conversations or a complete lack of understanding as time ticks by and illness demands
responses. These tensions will be brought to a head by two demographic trends. First, rising
immigration rates produce an increasingly multicultural society. This development brings with it
a polyglot of religions, which enjoy a safe, legal guarantee of religious freedom, and an
appreciation of varied religions and cultures, particularly in Canada and the United States of
America. Second, the population is ageing and end-of-life decision making will be at the
forefront.’ However, religion permeates all medical decision making. It is not isolated to the end

of life.



This thesis will explore the limits of both individual religious accommodation and
institutional moral culture. Religion colours medical decision making at both the individual and
institutional levels.* Thus, the question is whether and how to accommodate religion when 'best
medical practice' is at risk. This communication schism still holds in a religious healthcare
institution as a religious-moral culture dictates medicine. Religion influences attitudes in
medicine and medical decision making. The problem is complex and interdisciplinary, involving
theology, law, medicine and policy. Thus, this thesis is equally interdisciplinary in an attempt to
fully unpack and analyze the situation at hand. This results in a myriad of literature from several
distinct disciplines. Further, while Canada and the United States are comparable in terms of
medical protocols and progress, the individual structure of each healthcare system provides its
unique challenges. This thesis will draw from all this literature, which, despite its vast subject
scope, lacks a defined framework that limits religious accommodation. While religion and
religious expression is thriving in North America, there is a paradoxical, subsequent, call within
the field of clinical ethics literature to ground bioethics within secularism.®> To wit, the current
discourse posits that religious accommodation should be limited in healthcare; part and parcel of
living within a secular liberal democracy. As this dissertation shall discuss in detail, secular
ethics cannot strip itself wholly from religious underpinnings. This thesis will explore whether
and how there can be an ethical limit to religious accommodation at both individual and
institutional jurisdictions when 'best medical practice' is at risk. Mainly, these are clashes
between two codes of ethics. The thesis will utilize both Catholic and Judaic medical ethics
traditions and look at bioethics in both America and Canada.

Law literature from Canada analyzes previous court cases that involve a clash of religious

and medical ethics, usually involving life support systems. Ultimately, the law literature evolves



into a lengthy discussion of the Charter of Rights and Freedoms, which is legislative protection
of individual religious rights, and whether and how to balance individual rights within a
pluralistic healthcare system.® Courts have yet to rule in these cases since the patient often passes
away during the legal process. While the patient’s death may stall or even satisfy the legal
dispute, it does not resolve the ethical dilemmas. Whereas legal literature continues to call for
distinct definitions and accommodation limits, they do not currently exist. Moreover, placing
these disputes within the court system fails to recognize that the clashes between religion and
medicine is an ethical dilemma over and above a legal one. The courtroom is truly no place for
these disputes since it ultimately avoids understanding the foundation of ethics that creates this
disagreements.

Subtle allusions to differing ethics can be teased out within the discussions in policy
literature. In fact, Canadian policy literature often notes the secular nature of the Canadian shared
healthcare system and resource allocation issues.” A definition of what 'reasonable'
accommodation entails lacks in law, as observed via court cases that present the idea/concept of
'undue hardship.' Undue hardship is roughly definable and determined on a case by case basis,
with the onus being placed mainly on an institution to prove hardship. in legal arguments, undue
hardship is used mainly in cases involving addiction, education, and employment.®

In the United States, religious accommodations exist on a state-by-state or institutional
basis. Thus, creating a universal framework for ethical accommodation becomes more difficult.
Further, the law is different according to which State a family resides in. Further, many insurance
companies offer stumbling blocks as well, since many will not pay for life support once a patient
is declared brain dead (again, most clashes between religious and medical ethics arise at the end

of life.) Policy again attempts to mediate a discussion of ethics, particularly when classifying



death. This is most apparent in the state of New Jersey, which has a large population of
Orthodox Jews and which allows families to get a second opinion on the patient’s diagnosis and
permits them to move a patient to a private facility even if they are declared brain dead. °

The theological component of this thesis is detailed and complex. This thesis works upon
a strong foundation in Judaic theology. In Judaism, this means a close reading of halakhic
(Jewish legal/religious laws) sources itself alongside interpretations from rabbinic sources.
Further, this thesis is fluent in the application of the religious-legal sources to newer medical
technology that rabbis have yet to explore. The thesis also places itself on the shoulders of
Jewish rabbinical scholars in medical ethics. Further, most modern Jewish legal decisions can be
found within Israeli health policy, since the Rabbanut (A collective of Jewish rabbis learned in
religious law,) oversees the health ministry. Thus, innovative Israeli technology (such as an
automated life support withdrawal machine,) attempts to fulfill the ethics of both halakha
(literally, the Law or ‘the Way’ = Jewish legal and religious Law) and ‘best practices’ in
medicine. However, some rabbis who write on medical ethics are ignorant of these innovations,
or else, are not fluent enough in the realm of medicine. Importantly, this thesis is not a
theological exegesis and must be cautious about falling into that chasm. However, the literature
within Jewish bioethics is divergent with ‘majority’ and ‘minority’ opinions. Jewish ethics is
often ‘behind’ medical progress. Thus, the thesis attempts to create possible and distinctive
Judaic approaches towards technology like CRISPR. Additionally, there are often oversights and
over-generalizations in Jewish ethics, most notably with the concept of pikuach nefesh, which
will be explained later in this dissertation. Moreover, as with any religious tradition,
overgeneralizations of believers can be made. This thesis attempts to align the principles of

secular medical ethics with the principles of Jewish ethics, causing them to speak with each



other, as opposed to at each other. This dissertation also discusses Catholic circumstances and
institutions. Specifically, this thesis also presents an analysis of Catholic hospitals, who
exercise Catholic moral traditions in their approach to healthcare. To compliment this, there is a
large body of literature exploring conscientious objection within healthcare in Catholic
institutions. Ultimately, this dissertation will be creating an argument towards limits of
accommodation even within religiously based, rural hospitals. As such, there is no literature or
policy which attempts such clear demarcations .

Finally, bioethical literature on the limits of religion is almost impossible to find, outside
of discussing Jehovah’s Witnesses. Instead, the importance of cultural competency and the
integration of religion/spirituality is encouraged.. Some ethical literature is written by physicians
who analyze a case or situation they have personally attended. These articles are biased towards
paternalism or else, insistent upon the physician decision being the 'correct' approach. Some
articles state the importance of coming to a team decision or calling in an ethicist to help
negotiate severe clashes.!'? Nevertheless, there is a lack of definable frameworks or modalities of
assistance. It is not enough to state there is a problem; this thesis actually attempts to create a
viable solution.

1.A. Secularism and Religious Pluralism: A Tale of Two Ethics?

The first chapter will lay the philosophical foundation for the application of this unique
ethical limitation framework. In America, public schools are legally obliged to limit religious
expression that becomes either dangerous or considered the antithesis to best education
principles. Discussions of several cases indicate how court systems have applied limits to
religious accommodation or expression.!'! This borrows directly from the Rawls’ ideal of public

good and religion in the public sphere. While American public schools exemplify this, the same



theory can and should apply to medical practice. This thesis will neatly relate these parallels; the
subsequent chapters will elucidate and build upon the equivalences. For some physicians,
religion and ethics are dissimilar. Ethics is logical reasoning whereas religion is faith.!?
Nonetheless, ethics and religion are bedfellows in medicine, certainly within North America. A
neat paradox is readily apparent. Whereas the forbearers of bioethics may have been theologians,
the new generations of ethicists are endeavoring towards a shared [secular] morality.'? Ina
multicultural world, the philosophical notion of ‘indigenous pluralism’ can aptly describe the
current environment in hospitals. Further, this philosophy can assist in coping with issues that
may arise when different religions hold different views on death and dying.'* Thus, indigenous
pluralism can offer some guidance. While a conscience clause acknowledges the belief system of
various groups, indigenous pluralism forces the religious group to consider the beliefs of others
as well. While this is a strong philosophy independently, it strengthens the purpose of conscious
clauses. Indigenous pluralism is at its core a two-way mirror. It gives various religions and
cultures the right to their beliefs so long as they respect the religion and cultures of others.
Respect is merely tolerance. It does not necessarily mean acceptance.!® Indeed, religious beliefs
should be upheld but only when considering the cost to the greater society. Together, these
create a balanced system: while the State recognizes the religious objection to brain death, the
ultimate cost to society cannot be ignored. This further allows for gradations in interpretation of
religious law and ethics since not all Jews, Muslims or even Christians practice alike. A
conscience clause, via indigenous pluralism, allows for hermeneutic diversity. '® It may also lead
to policies and laws being changed to reflect this multiculturalism. Hence, religion does have
feasible impact on laws and policies. Whether indigenous pluralism serves as a setback for

secularism however, remains to be seen. Additionally, indigenous pluralism can be interpreted



as simple but it is far from an easy fit. It may not be a truly practical solution to already existing
policies and law.

Public schools are free of religion and meant to serve the public; offering education that
is free and fair for all.!” Children are free to form extracurricular religious groups that may
engage in prayer, activities and the like. These are not sanctioned by the public school per se,
but offered on a voluntary basis. Students who self-identity as religious and wish to participate in
these groups may do so voluntarily.!® The public school thus acts as a passive observer and will
intervene if there is a concern of student safety.!” While public schools must accommodate
religion, they are responsible for generalized education and must step in when religious
accommodation jeopardizes this objective. Further, public schools specialize in children and
their ‘best interests’ in education. When voluntary religious groups are contrary to this interest,
public schools are within their right to sanction the group.2? Education is a public good. Since the
religious groups are formed under the public good, it has to conform to the rules and
expectations of that good. Once the religious group imposed on public values, the school was
within its ethical imperative to ban it. Legal arguments for accommodation are unfounded since
the establishment of the group itself was voluntary. By forming the group, it was silently
understood that they would conform to the notions of the public good.

The notion of public good is ascribed to philosopher John Rawls. His theory provides an
excellent structure for the limitations of religious accommodations. Rawls describes a more
nuanced theorem, whereby the social contract is “rights-based.” 2! In order to subscribe to this
social contact theory, there are basic assumptions made about what is considered a ‘right.” To
that end, Rawls institutes the notion of ‘original position;” whereby there is an agreement that

there is “...something essential to the activity of moral reasoning...” but also conceived (and



decided upon,) socially, as a collective.?? Presumably, the collective has similar views and moral
reasoning which allows them to reach fair justice. This is the understanding of simple social
contract theory and therein lays the essential problem. Socialized health care systems may be
considered micro social contracts. Social contract theory, particularly Rawls’ assumes that all
individuals possess the same moral core when stripped of all circumstances.

Just like public schools, public healthcare institutions can accommodate religion. This is
limited to the realm of required medical services. Rawl’s Veil of Ignorance fits neatly into this
conversation as well. For Rawls, justice is equated to fairness; personal decisions and judgments
are made in (optimistically) total impartiality. Behind one’s ‘Veil of Ignorance’ the adjudicator is
shrouded from personal circumstances and can thus focus on the decision to an equitable and fair
judgment, unbiased by other factors.?> However, this is not the case in a multicultural society.
“The right and the good” of society is applicable only to those who can don this veil and I shall
attempt to prove that religious believers don a veil of belief instead. Yet, the veil of belief cannot
exist in a voluntary setting. As such, to participate in medical research, religious individuals must
remove their veil of belief. Within a healthcare system, they are being provided public goods.

The burden of undue hardship cannot be placed on the healthcare institution.

1.B. Defining Undue Hardship in Accommodation in Healthcare

The next chapter will explore a legal term called 'undue hardship' and how it can apply to
individuals (or institutions) that are experiencing an ethics conflict. Undue hardship further adds
to the foundation laid in the previous chapter. The application of undue hardship will be via two
case studies: institutional (abortion) and individual (organ donation.) Moral agency and moral
culture often betray tensions within a healthcare institution. In a religious hospital, the tension is

a permanent undercurrent. Religion is a binding community with individual moral codes.?* Ina



religious hospital, a physician is a dual agent representing best medical practice alongside the
religious moral culture of his institution.?> Under a religious healthcare lens, there are difficulties
surmounting the concepts of moral agency, moral complicity and moral cooperation.

In a secular healthcare setting, there is equal tension. Conflict between an individual’s
moral agency and an institution’s moral culture can undermine an organization’s mission.
Moreover, a religious individual’s moral agency may be counterpoint to medical treatment.
Thus, the crux of the argument becomes this important juncture. Indeed, at what point does an
individual’s moral agency elicit undue hardship? Counterpoint to this is the concern of religious
organizational moral culture which may elicit undue hardship on individual patients. Individual
moral agency and organization moral culture are part of the same coin. These can best be
illustrated via the themes of status, sexuality, fertility and abortion. Status within religion,
including paradoxes between religious and personal ethics, are indicators of individual moral
agency. Indeed, exploring these illustrative examples showcase how religious traditions can
create hardship for moral agency.

A telling aspect of organizational moral agency is whether and how abortions are
considered. According to Catholicism, both mother and fetus share equal right to life.?® Judaism
places responsibility of maintaining the mother’s health above the fetus.?” As a result, whereas
abortion is allowable within Judaic law, a religious and medical committee nonetheless
supervises it in Israel.?® For Catholicism, the sanctity of an unborn life has no parallel. The fetus
is respected person, from the point of gestation.?’ Indeed, while right to religious freedom is
sacrosanct, it may compromise best medical judgement; rigidity in religious healthcare may be
risking patient care. The construct of moral agency within a healthcare setting is significant.

Indeed, for a secular hospital, the ethical definition of undue hardship rests on providing the best



standard of medical care. For religiously-mandated hospitals however, greater weight is placed
upon faith. Abortion is a contentious issue in both Judaism and Catholicism. Yet, each religious
tradition contextualizes the onus of undue hardship differently.

Abortion was legalized in Israel in 1977.3° The Israeli Abortion Law has four categories
that permit abortions. These categorizations are based on careful analysis and interpretation of
source-texts. Upon close analysis, all four categories place the desires of the mother tantamount
to the fetus.?! The physicians’ value a patient’s autonomy over and above the fetus.?> The
‘abortion committee’ anecdotally professes the significance of this Jewish law places the
importance of having children upon the man. Childbirth is life threatening. Thus, the Law does
not oblige her to take risky ventures.?* While Judaism does not encourage abortion, it is a viable
option, especially for the health of the mother. While the fetus does have value its value is lesser
than the mother’s.>* Whereas all religious hospitals refers patients to the committee, not all
abortions are permitted. 3’

Conversely, Catholicism considers undue hardship staunchly on the fetus. Anecdotes
refer to non-Catholic physicians who are unsure about whether they can refer a patient to safe
place to have an abortion.® While religious physicians must refer a patient in a timely manner,
physicians working in a Catholic hospital are barred from doing so.3” For Catholicism, the
sanctity of an unborn life has no parallel. The fetus is a respected person, from the point of
gestation.®® Thus, the burden of undue hardship is placed upon the fetus, except for a Double
Effect cases. Physicians who deem abortions medically necessary are denied the right to perform
them, due to the Catholic Directives, with the exception of situations that are allowable under the
Principle of Double Effect.?* Some Catholic theologians wish to extend the allowance of

abortions to mothers who show mental or physical objection to carrying the fetus.*’ Some fear

10



the loss of autonomy, specifically if the pregnancy was due to rape or otherwise unwanted.*!
Abortion within a Catholic context is differently complex. Some healthcare providers working
within the Catholic system may find difficulty with abortions being generally prohibited. Some
physicians who find themselves medically opposing the Directives in certain cases ultimately
resign from the Catholic healthcare system.*? According to a recent study, physicians at some
Catholic hospitals had difficulty managing ectopic pregnancies as per best medical practice.*?
Catholic ethicists advise treatment without taking ‘direct’ action towards the embryo. According
to the study, these patients lacked full choice of options and were exposed to unnecessary risk.*
Scarcity and religious traditions complicate matters of organ donation. While some
hospitals or even countries are considering a pay-for-donation scheme, most healthcare
institutions rely on altruism.* Religious patients complicate matters at both the donor and
recipient level in a secular hospital. Judaism and Catholicism stand on the religious obligations
towards charity, justice and saving lives. Thus, it would be the ultimate good deed for a Jewish
or Catholic person to donate their organs. Judaism presents a problematic approach towards
organ donations. According to the Talmud, deriving benefit from the dead, or mutilating the dead
is strictly forbidden. Further complicating the situation is Judaism’s traditional lack of
acceptance of brain death. In North America, most Orthodox Jews are ‘living donors’ due to
halakhic considerations.*¢ This limits donation to organs like livers or kidneys. Perhaps then
unsurprisingly, Israel ranks as among the lowest in organ donation. Generally, Catholic
teachings, through the Pope, capitalize on the altruistic nature of organ donation. Catholicism
does permit organ donation, however with understood ethical barriers. These include mistaken
diagnosis of death; a prohibition surrounding removing vital organs from the living and; a fear of

progressing towards removing organs from severely disabled persons.*” Judaism and
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Catholicism share trepidation surrounding a brain-death diagnosis, which is imperative for heart
donation.*® The Vatican affirmed brain death to be permitted within Catholicism; Judaism
recognizes brain death however certain communities within Judaism do not.#’ Organ donation
after cardiac death is supported by the Vatican. >* While Orthodox Israelis often do not donate
organs, they are willing recipients of organs. Consequentially, Israeli hospitals must acquire
organs from around the globe, at great financial cost. >' To mitigate this, Israel enacted the Organ
Transplantation Law in 2008.3? The primary concern with donations rests again on the concept
of goses (a person actively dying cannot be touched or hurried towards death.) . Shortening a
goses " life 1s murder within Judaism. The Talmud bluntly illustrates this by terming the person
who closes a goses’ eyes as he is dying as a murderer. Modern Talmud scholars have attempted
to re-interpret goses towards 215 century bioethical concerns.>? Part of the religious-legal
difficulty surrounding the goses is the ambiguity surrounding a goses’ classification within
modern medicine.>* While a goses is traditionally dead within “three days time”, this timeframe
is refuted in other notable texts.>> Rabbi Feinstein rules that if there is no longer an ability to
cure a patient (and only the ability to extend his life for a short while), the physician may not
treat the patient.>® The Israeli government is thus caught betwixt and between. Halakhic

protections of goses are strong; the lack of donations stronger still.

1.C. Religious Barriers at the End of Life

The fourth chapter will delve into a theological-ethics discussion of common barriers that
religion poses to modern medicine. It is tracing these barriers through the ethics of end-of-life
decisions since this is ultimately where most conflict can arise. This is demonstrated vis-a-vis the
concept of Double Effect and pikuach nefesh. The chapter will briefly survey the end -of- life

for pediatric patients as well and how they are affected by religious ethics. This chapter will also
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introduce the notion that accommodation is very much a dual-approach. Religious context may
taint how to approach the end of life. Indeed, religious patients may impose barriers that impede
‘best practice’ in healthcare. These barriers may also contribute to the institution encountering
undue hardship; a balance between accommodation and medicine must be found.

Both Orthodox Judaism and Catholicism have parameters around the preservation of
life.>” This is complicated by attempts to palliate pain. As such, both traditions caution
physicians to walk a fine line between treating pain without hastening the death of a patient.
While the intention of a physician may be to erase pain, the medical reality is that the pain
treatment may bring about death.>® Catholic theology uses a principle called Double Effect to
determine whether a medical intervention can proceed, even with moral risk.>® Orthodox
Judaism has an overarching principle of ‘pikuach nefesh’, which literally translates into saving or
guarding a life. Traditionally, all other Judaic tenets are pushed aside in favor of saving a life.®
The definition, and subsequent limitations, of ‘saving a life’ are contested.

The Double Effect guides difficult end of life decision making. For example, while the
intention of palliating pain is indeed good, ‘bad’ effects (such as respiratory distress,) still
resonate and must be given weight in assessing whether the treatment is viable under Catholic
moral teaching.®! Indeed, a palliative patient requires compassion—a tenet of Christianity and
Christian healthcare ethics.%> Whereas analgesics belong in compassionate care, it can shorten a
life span.® Intentionality is the most important component of the Double Effect principle for
pain management. Although all four components of Double Effect work in tandem, intentionality
1s what ultimately determines the permissibility of relieving pain. Many Catholic ethicists permit
opioids to be dispensed to patients since the intention behind the action is ‘good.”%* In the case of

palliative pain management, the intention of the act—to relieve a patient’s suffering—outweighs
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the ‘bad’ effect of potentially hastening death. Further, it is assumed the physician is choosing
the best alternative with the least harm.® Consequently, intention is certainly knowable in
Double Effect. While sanctity of life is integral to Catholicism, there is no requirement to
prolong life if quality of life is compromised. %

Pain palliation and pikuach nefesh are in tandem. The pikuach nefesh principle requires
all lifesaving medical interventions to occur if a life can be sustained for even a short amount of
time.®” Indeed, the importance of pikuach nefesh does not permit individuality or leniency within
palliative care situations. According to the Talmud, saving a life trumps everything; saving one
life is akin to saving an entire world.® Life is sacred in Judaism; hence there is no concept of
‘forgoing treatment.” Further, there are no delineations of ‘extraordinary’ treatments or quality of
life concerns. Instead, there is theological discourse based on preserving and guarding a life,
despite futility of treatment.%® Further, there is a mandate to relieve pain.”® Together, this creates
a strong case towards not merely pain management but further attempts to stabilize a dying
patient (such as through feeding tubes). The risk involved with pain palliation is not an ethical
concern in Judaism. Since pain causes bodily stress, it is permitted to palliate pain to
purposefully extend a life, albeit however briefly.”! Judaism recognizes that the intention
of a patient in pain is simple: they wish to be pain free.

These aforementioned discussed factors are further complicated within a pediatric
context. Specifically, pediatric hospitals focus on ‘family centred’ care and thus, religious and
cultural considerations may add conflict. There is added complexity of balancing the autonomy
of the pediatric patient with their parent-decision makers. Traditionally palliative care was only a
consideration for cancer patients. Now, it is being embraced as a crucial treatment for symptom

management for all patients during an end of life trajectory.’”? Due to palliative care being a more
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recent specialty, children’s palliative care is thus evolving. Pediatric palliative care is considered
a “total approach to care” involving emotional, spiritual, social aspects of life and offers support
to family. There is a ‘fear of death’ specific to pediatric palliative care. Family barriers include
social, cultural/religious issues. This may be imparted in ‘truth-telling’ or withholding of the
truth from pediatric patients.” Indeed, in a time of heightened emotions and stress, a religious
family may find it difficult to render a medical decision completely divorced from religion. As
such, religious families may align with religious beliefs, irrespective of best medical practice.
Trying to overcome these barriers would serve as reasonable religious accommodation.
Technological interventions have shielded modern patients to the realities of death. Indeed, in the
medical world, stopping medical intervention can be viewed as ‘causing’ death.” Dying children
is both philosophically and emotionally disarming. Further, physicians are traditionally more
aggressive in their care of pediatric patients, to give them a full chance of survival. However, it is
a physician’s duty to lead patients towards a compassionate understanding of death and dying.”>
The emotional hardship—and fear-- of children facing death is exacerbated at a pediatric level.
Thus, physician aggressiveness is compounded. Non-palliative care physicians are hesitant to
bring palliative care into discussions with families. 7® A study conducted with pediatric
oncologists displayed this claim. Through collected survey quotes, there is significant mistrust
and fear towards the palliative care team. Several physicians noted ‘failure’ if they needed to
include the palliative team. Further, some remarked on the additional burden this would place on
the family.”” An additional medical barrier is enacting end of life treatment plans for children.
Arguably, to enact such conversations is the ultimate act of compassion. Compassion is a
different philosophical notion than sympathy or empathy. Thus, ‘compassion’ is defined via

three variables: recognition of suffering; benevolence; being “personally addressed” by the
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suffering and; a desire to relieve the suffering.’”® Together with their physician, a family can
create a plan towards a peaceful death for their child.”

Religious/cultural considerations merely compound fears of death and end of life but as
sociological studies indicate, it may bring peace to the dying. Thus, understanding possible
religious/cultural barriers is imperative. Doing otherwise may erect a barrier to palliative
treatment. 8 Some religious/cultural traditions may be ably accommodated. Clergy may be called
in to mediate between cultural concerns and medical judgment. However, some families find that
a clergy visitation is a harbinger of death. 3! A further, often overlooked cultural barrier is
language. This barrier too can be adequately broached. Some languages do not have adequate
words to describe what is occurring.®? Withdrawing treatment from a child is a difficult decision.
Religion may affect a family’s decision. Some religious traditions will allow a patient/family to
forgo treatment. Catholic Law takes notice of the emotional toll on the family; and will forgo a
life sustaining treatment if the family appears troubled by it during proceedings.®} Jewish
families stand in juxtaposition to Catholic thought; instead, there is theological discourse based
on preserving and guarding a life, despite futility of treatment.?* Judaism’s zeal towards
aggressive treatment and prolonging life is particularly true with pediatric patients.

Normally, autonomous consent is granted by the patient. In pediatric medicine, a child
may not yet be cognitively capable of granting consent. Thus, parents are utilized to make
medical decisions while keeping the pediatric patient informed. Decision making rests solely on
the parents, regardless of the child’s age or ability to comprehend their situation. Yet, not all
families are agreeable to this. The cultural conviction is that the prognosis will upset the child so
much, he or she will cease to ‘fight’ the illness.?® Further, these families may be hostile towards

consideration of palliative care as it would stymie ‘hope’ and thus, the chance for a miraculous
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cure. 8 While the idea of hope is important and perhaps even fundamental to maintaining
internal strength, the ethical importance of mitigating hope must be addressed. While hope and
miracles may be associated with religious or cultural beliefs, it is imperative to gain a complete
understanding of the influence this may have on parental decisions. To wit, foundational belief in
hope may lead to poor medical decision making. 7

1. D. Religious Barriers in Clinical Care: Specific Cases and Circumstances and the
Confines of Cultural Competency

The fifth chapter will provide in-depth insight into how religion can have a profound
influence on medical decision making. Further, a novel term called ‘flipped [undue] hardship’
will be defined and analyzed via several distinct scenarios in both Jewish and Catholic medical
ethics. Additionally, this chapter will further illustrate how cultural competency alone is often
not sufficient. The insular Hasidic community's experiences with mental illness serves as an
excellent case study for a re-evaluation of cultural competency methodologies.

Surveys of vaccine refusal and the rise of CRISPR demonstrates how Jewish medical ethics
may stand in opposition to what is considered 'best medical practice' in secular ethics.
Catholicism's approaches towards CRISPR will serve as a foil to Judaism. For Catholic schools
in Canada, a public health campaign bringing the Human Papilloma Virus vaccine (HPV) into
schools was a further exemplar of the conflict of religious values versus public health. This
conflict will be explored, balancing the similarities and contrasts of the response, through the
similar vaccine rollout to the Orthodox Jewish community in Israel. Pediatric oncofertility will
also be analyzed within this chapter as a further complication illustrating whether and how
children compound the notions of religion, decision making and accommodation. When it comes

to ultra-Orthodox Jews (hereafter referred to as Hasidic s. Hasidim p.) specific religious
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knowledge may influence the pathology of their mental illness.® Whereas Hasidim are included
in the umbrella term of Haredim (ultra-Orthodox,) Hasidim are distinctive since each community
follows a specific Rebbe, a spiritual teacher-leader and rabbi. This important difference is often
absent in the literature. As such, treatment options must be exclusively bespoke to the
community since Hasidim hold contempt for both the secular world and psychiatry.?® Many, if
not most Haredi families speak little English, are patriarchal and do not make medical decisions
without rabbinical consultation. Further, the notion of mental illness is still taboo in this insular
society. Rather, it is the result of the yatzar ha-rah or ‘bad spirit’ that can be exorcised via
prayer, study and repentance.” Indeed, religious ritual governs every minute of life.
Additionally, some Haredi communities encourage midnight graveyard visits and religious
visions; actions which a secular physician may find aligns with mental illness.®! Some
rabbinical leaders attempt to mediate an ill community member via prayer and supplication.’?> A
Hasidic patient is thus isolated dually: by his illness and by his community’s resistance to
secular, Western medical intervention.

Mental illness is not restricted to one gender. Unsurprisingly, there is a lack of literature
surrounding Hasidic women. This demonstrates a notion beyond gender bias. Hasidic women
dominate the public sphere and are the backbone of familial piety. They are expected to stay
within the shrouded community. Hence, their health issues are cloaked even more than Hasidic
males. However, Israeli and New York based researchers have been successful in identifying
mental illness within this population. Hasidic women are predisposed to eating disorders (ED)
and OCD, the trigger of which is unique to the religious world. To adequately treat these
patients, secular physicians must be knowledgeable of the ‘menstrual purity laws’ and the dietary

laws. %3 Thus, for mental health interventions to be impactful on this community, a clinician
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would have to be well versed and comfortable with these tenets of Hasidic Judaism. Most
hospitals understand and accommodate the need for same-sex therapists or kosher food. The
esoteric philosophy of Hasidim however adds further complexity to both diagnosis and
treatment.

Hospitals in both New Y ork and Jerusalem have wrestled with providing cultural and
religious accommodation. However, doing so may create a point of undue hardship. The concept
of ‘reasonable accommodation’ is generally assumed to be the medical institution
accommodating the religious patient. To truly determine undue hardship within mental health
care, it is essential for the Hasidic community to accommodate mental healthcare. By ‘meeting in
the middle’ the Hasidic community can receive culturally sensitive care that is respectful of their
religion up until the point of undue hardship. Hasidic Rebbes must permit leniencies to
accommodate treatment; this would fall under the foundational notion of pikuach nefesh (saving
a life).”* Once the Hasidic community accommodates pikuach nefesh for mental health, undue
hardship for religious accommodations may be applied. The application of undue hardship will,
in turn, create a template ethical best practices that assures adherence to treatment and hopefully,
a path to recovery. Ifa Hasidic community does not recognize mental health as pikuach nefesh,
a limit on religious accommodations may be best for practical and effective patient care.

When a Rebbe or family decides to utilize Western mental health services, it is
orchestrated in a manner that still ensures spiritual purity and rabbinic permission. In Israel
specifically, this community utilizes a rabbinical letter of introduction to refer a patient to a
mental health professional or institution.”> These letters offer a unique window into this insular
world. Several themes from these letters emerge. The first is discomfort. Most rabbis are pained

leaving their students under secular care. Subsequently, they require regular reports or send a
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mashgiach (s. supervisor, or in this case a supervisor of the patient’s neshama or Jewish soul.)
Another theme is spirituality/mysticism. The rabbis often allude to the treatments they
recommended to the patient which may include praying, learning Torah or being “more social”
in the community. The rabbis’ express disbelief at the failure of spirituality and belief to help. A
final theme is reluctance/acquiesce. Even some years ago, Hasidim would never seek out secular
assistance. Each rabbinical letter alludes in some way to hospitals and physicians serving as the
last choice. They also require updates on the patient via telephone or letters. ¢ The Hasidic
community has a stereotypical view of psychiatrists and psychiatry. They believe all
practitioners to be atheist—even those who are Jewish. Further, they expect that the doctor will
‘prescribe’ leaving Hasidic Judaism to be cured. Finally, there is general worry about leaving a
Hasidic Jew inside a secular hospital where women, magazines, televisions and general secular
society can harm or entice.’” Moreover, Hasidic society likes to keep its ‘dirty laundry” within
itself. Going outside the community for assistance may be acceptable when necessary so long as
it is done quietly.

Several case studies illustrate common elements to Hasidic men displaying “social
deviance;” often the first sign of acute mental illness.”® This deviance includes no longer waking
up on time to study, withdrawing from study partners or social events and being antagonistic
towards others. Importantly, social deviance can be an umbrella term to describe all actions that
do not adhere strictly to religious life. Hasidic life is demanding for men. They are required to
study full-time in yeshivot (houses of study.)®® They are required to be fluent in Jewish law and
prayer. Men who have learning disabilities or ADD find themselves isolated and appear

‘deviant.” Further still, men who are not capable of understanding the logic games of Talmudic
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literature may find themselves ‘passed along’ rather than assessed for more suitable
occupations. %

Common themes within mental health treatment centers include: fervent adherence to
religion, hostility to those outside the Hasidic community, and an interwoven relationship
between psychiatric symptoms and religious observance. The latter theme is also apparent with
women. Very often, religion is the trigger of a mental health crisis. This is illustrated through
numerous case studies. Indeed, articles concerning male patients often have these individual
stories. With Hasidic men, the greatest challenge becomes separating expressions of religious
belief with expression of possible psychosis. !°! Also, many patients are hostile towards their
physicians, Jewish or not. Further accusations of atheism, being a ‘non -Hasid’ or being accused
of homosexuality are common. Hostile attitudes further delay proper diagnosis and treatment.
The literature notes that lingering hostility prevents successful treatment.'?? Additionally,

Hasidic patients are difficult to follow-up after initial hospitalization.'%3

This may be due to a
reluctance to be continuously ‘labelled’ as mentally ill inside the community.

The role of a Hasidic wife cannot be understated. Her adherence to the laws of kashrut
(Hebrew; kosher) and menstrual purity create a spiritually pure Jewish foundation for her family.
Failure is not an option. Perhaps not unsurprisingly, women’s mental illnesses do not deviate
from her domestic sphere.!* Obsessive Compulsive Disorder (OCD) is exceptionally linked to
the complicated laws of menstrual purity.

Procreation is holy and the main objective for marriage.'® A Hasidic woman should be
content with having children and raising them in the Hasidic way. Just like their male

counterparts, Hasidic women think they are being spiritually tested when they encounter

postpartum depression. 1% They may view themselves as failures in spirituality and as mothers.
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They too believe in God’s intervention and seek it as a cure. Women only seek out secular care
services when advised to by a rabbinic authority and/or their family members notice that
something is wrong. However, women prefer to seek help further from their homes, for fear of
being observed. 7 Obviously, the stigma of mental health does not erode once married. This is
a direct result of stigma and a closed society. Living within a sheltered community compounds
the issue; friends and family think that a postpartum woman should focus on other things and put
her trust in God as a curative. 1%

Eating disorders (ED) such as anorexia or bulimia are present across all ages in the
Hasidic world. Girls as young as 15 demonstrate early experimentation with, to full-blown eating
disorders.!'?” Interestingly, one study claims that more observant girls have lower tendencies
towards eating disorders. Several other studies note the opposite. !'? It is clear however that fears
related to matchmaking is often what triggers the disorder initially. Religious men want thin
women. Additionally, Judaism revolves around feast festivals and Shabbat meals; designed to be
rich and multi-coursed in observance of the holy days.!!" Talmudic law prescribes how much is
to be eaten during some feast-days. Some researchers couple anxiety over ritually mandated food
consumption with anxiety over finding a good match, triggering eating disorders.''> Disordered
eating is a control mechanism. A Hasidic woman leads a proscribed existence; eating may be a
way to demonstrate individual governance.

Religious accommodation and cultural competency in healthcare is considered best
practice.!'3> However, several barriers in secular healthcare prevent complete cultural
competency for the Hasidic patient. Treating Hasidic patients requires more than a passing
understanding of their religious beliefs. Hasidic patients encounter structural barriers.''* Most

only speak Yiddish, and would feel more comfortable with a same-gendered care provider. The
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density of their religious and cultural reality make understanding their illness difficult. This is
apparent vis-a-vis clinical barriers.!'!®> The prognosis for most Hasidic sufferers of mental health
is poor since they fail to continue therapeutic protocols. To solve this, a mere understanding of
Judaism would not be sufficient. Clinicians who regularly encounter Hasidic patients must
understand the religious philosophies and culture. ' Some clinicians find greater success when
they approach rabbinic leaders of the Hasidic sect they serve.!!” This has a twofold purpose. It
trains providers in cultural norms that are essential to treatment. !'® By the same token, it
demonstrates keen cultural competence of the inner workings of the Hasidic community. Indeed,
gaining the trust and blessing of the Rebbe makes seeking mental health services acceptable.'!”
Hasidic Jews are wary of psychiatry and psychology. The adversity is already present.
Traditional application of mental health theories and practice is not sufficient. Moreover, the
sociocultural components of competency must change dependent on the Hasidic group.'?° An
outsider would find this daunting. However, recognition of all the cultural and societal values
within Hasidic observance is tantamount to diagnosis and prognosis.'?!

There are clinicians who practice the art of cultural competency yet find difficulties within an
in-patient treatment setting. Treatment and therapy activities that prohibit (or delay) a Hasidic
patient from observing his rituals could be interpreted as a hostile attempt to ‘secularize’ him. 22
Some patients refuse to participate in mix-sex group therapy workshops or continue treatment on
the Sabbath. Clinicians have a discussion with their patients, pressing the importance of
continued treatment. '2* This amplifies the hostility. For Hasidim, delaying or doing a ritual sub-

optimally creates tension and anxiety, more significant since most in the Hasidic community

view mental illness as a moral/spiritual failure.!?* Finding the balance towards acceptable
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accommodation and participation in treatment is difficult and not explored fully within the
literature.

Some professionals who work almost exclusively within the ultra-Orthodox and Hasidic
milieu adopt the patient’s belief system. %> Doing so eases tension and hostility and creates a
more fluid conversation for patient and therapist. The therapist even suggested asking the Rebbe
for permission to take medication. 26 This approach gave the patient a sense of legitimacy in his
religious rationale and set the course of treatment within the religious sphere. Some therapists
even utilize Jewish mystical notions as a furthering of their therapy. For example, creating a beit
din (Hebrew =house of law) to urge a ‘demon’ to stop his pursuit of a patient and allow him to
carry on in his religious life. Or, inspiring a patient to create his own protective Golem against

his hallucinations. 27

This requires a vast knowledge of Hasidic beliefs and therapeutic
application thereof. These examples are taken from Israel-based articles; it may be a hardship to
expect a clinician to immerse himself so deeply in Hasidic ideology. While the approach is
successful, it may be limited by place of execution. For successful intervention, mental health
diagnosis must be made quickly. Mastering Hasidic theology and culture may take time and be
unreasonable for the average mental health professional.

Religious traditions can also make accommodations for better healthcare outcomes.
Patients who suffer from mental illness also suffer a lower quality of life. They may no longer
feel joy or wish to socialize or preform religious rituals.'?® Prolonged suffering may lead to death
or attempted suicide.!?® Cultural competency can ease the journey of Hasidic patients but it does
not mitigate all obstacles. Cultural competency dictates that Western ethical values (specifically

those embracing individual and autonomous choices) do not always fit within all cultures. '3

This 1s specifically true for the Hasidic movement. However, cultural competency does not exist
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in a healthcare silo Greater understanding of culture would exist if clinicians reached out to the
community. While it drives for understanding and acceptance of cultural differences, it is in
danger of promoting generalizations and also does not profess to have limitations. While
understanding religious/cultural practices holds value for a physician, this dissertation will
analyze the shortcomings of cultural competency within a healthcare environment. However, the
notion of working with a particular community to gain greater understanding will be explored via
the National Health Services’ Hasidic-centered psychiatric service and the new hospital in B’nai
Brak.'3! These services bridge the divide using the best practices of cultural competency. They
seek community approval through rabbinical endorsement, they attempt to hire mostly observant
or observantly-aware Jewish staff, they try to create Sabbath-friendly therapy modules. !*? In
return, participants agree to continue their treatment and follow-ups as required or else, lose the
valued services. Britain’s NHS is publicly funded; crucial since most Hasidic Jews are below the
poverty line. !3* The B nai Brak hospital also employs rabbis who ensure males continue their
religious studies. This is considered a privilege and can be revoked or modified if treatment is
not being adhered to.'3* Yet, these are tremendous undertakings. They require financial backing
and training in Hasidic thought and religious practices.!*> They are also the result of dense
populations of Hasidic communities within the UK and Jerusalem. This may not be feasible,
even in the UK, for an extended period of time. Thus, it is perhaps even more essential that
Rebbanim redefine and reduce the stigma of mental illness. Change is not foreign; even to
Hasidic Judaism. Within this spirit, a re-interpretation of traditional texts can be assumed. '3
Further, there is a precedent within Jewish methodology that allows for other cultures to
influence the practice and Halakha (Jewish law) of Judaism. For example, to accurately dedicate

a new Jewish month, rabbis turned to astronomy to calculate the new lunar month'*’. Doing so
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would permit secular assistance to be rationalized as acceptable; as it is for physical illness.
Incorporating mental illness into the umbrella of pikuach nefesh creates a new vocabulary that
creates acceptance of mental illness and reduces stigma.

There is strong stigma within the confines of the ultra Orthodox community surrounding
vaccinations. Previously, these concerns were isolated to HPV vaccine. Recently, it has bled into
routine vaccinations as well. Religious reasons is often given as why a parent chooses to forgo a
vaccination. Religion is perhaps understood as a reason considering the HPV vaccine. The HPV
(human papilloma virus) vaccine is a recent addition to youth immunizations. The HPV vaccine
is available to females between the ages of 9-26 to guard against sexually transmitted HPV virus
which can lead to cervical cancer.'*® It is recommended the vaccine be taken first prior to sexual
activity, with an optional ‘top-up’ dose taken in mid-twenties.'3® Unlike other childhood
vaccinations, participant usage of the HPV vaccine is sub- optional; surprising since cervical
cancer is often recognized too late.'* Researches have concluded that religious sexual ethics is
to blame for this phenomenon. Indeed, acceptance of the vaccine ipso facto is acceptance of non-
marital sexual activity. For both Catholic and Jewish ethics, sexual activity is normative within
marriage. However, whereas some Jewish ethicists may point towards the possibility of the
vaccination saving a life, some Catholic ethicists view the vaccine as condoning sexual
promiscuity. 4! Ultra-Orthodox Jews refusing childhood vaccines such as measles or MMR is
more concerning. Rabbis often cite that scientific progress is God’s own hand in Creation. Thus,
the ‘public good’ argument may pervade religious ethics if discussed in line with Judaism’s law
citing adhering to the country in which one lives.

Stigma will never truly disappear from an endogamous society. Hence, the advent of

CRISPR proves very exciting for Jewish ethicists as a further assist to future generations.
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Indeed, . If sickness, disease or ailment can be prevented or cured, a Jewish person has an
obligation to seek out health.'*? Jews heavily promote genetic testing due to endogamy.
Orthodox dating services request its members to get tested for common illness like Tay-Sachs
and cystic fibrosis. The potential to possibly eradicate these illnesses thus is promising with the
community. Naturally, there are fears of eugenics, more relevant after the Holocaust. Only in the
past decade has the Orthodox community been open towards and accepting of children with
mental or physical limitations. Hence, conversations surrounding the future of genetic
engineering is done with some trepidation and care. In contrast to Catholic ethics, while Judaism
notes that embryos have potential for life, there is no right to life. A fetus does not hold the
weight and rights of personhood until it is separate from its mother. It is assumed that this
separation occurs during natural birth, when the head and shoulders are exposed. 4} An embryo
is thus not given the status of personhood. The Talmud refers to fetus and embryos as mayim
b’alma or, mere water. [ Aramaic] 4 Thus, experimentation done by harvesting cells from
embryos is of no major ethical concern for Judaism.

The fears of genetic enhancement or even generational disease eradication that CRISPR
could provide is dependent on the ‘domino effect.” While CRISPR can potentially eliminate
‘unwanted’ traits like schizophrenia, it is unknown whether and how ‘unwanted’ traits may be
related to ‘desirable’ ones. For example, many artists and musicians suffered from poor mental
health. However, their genius too was apparent.'#> Rabbinical scholars however appear to focus
on the ‘unwanted’ traits; indeed, Jewish bioethics would tend to allow advances such as
CRISPR. 46

The application of unique precedents or narratives is now commonplace to modern

Jewish bioethics. Whereas the concept of pikuach nefesh (safeguarding life) is certainly
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applicable in genetics, it does not fully explain why some poskeim allow for genetic
enhancement. For Jews, physicians and scientific progress is the hand of G-d on Earth. G-d
created the universe, but human beings, with creativity and intellect are tasked with perfecting
it.'47 There is perhaps no better example of perfecting G-d world than genetic intervention. The
concept of perfection can very well be extended towards non-therapeutic genetic engineering.
Indeed, this position is well represented within the Orthodox poskim. 4% CRISPR is a risky
venture and risk within Judaism is a complex notion. It is true that Jews are prohibited from
taking non-required medical risk, however, Orthodox rabbis permit cosmetic surgery, despite the
associated risks. %

Traditional Judaic textual sources are silent on genetic engineering. Thus, being able to
understand the Jewish Orthodox approach of genetic intervention from drawing a parallel to the
Jewish approach to plastic surgery is a typical exemplar of creating modern Jewish bioethics. It
may also serve to offer boundaries towards genetic enhancements. The genetic future of
medicine is no longer speculative. It is thus essential that religious traditions create a viable
foundation towards approaching them. However, Judaism’s pro-natalist ethos may conflict with
anticipated secular ethical guidelines.

In Judaism however, risk is calculated using different equations. Low risk procedures are
considered ‘normative’ and ‘accepted by society’ and can be undertaken with little concern.
Some procedures have greater risk and can only be undertaken for ‘good’ reason. The most high
risk procedures should be avoided at all cost; except for the purpose of saving one’s life. '3
Indeed, one is permitted to desecrate the Sabbath in order to save someone who is trapped, even

if they are not expected to survive for much longer. Although, if great risk is the cost for even a

short period of longevity, the patient can choose to accept or refuse treatment.'>!' This is an
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important paradox. Whereas great risk must be avoided, it can be embraced for even short term
gain. However, a patient is permitted to fear high risk and even refuse care.

It is not incorrect to understand CRISPR’s potential to save lives. Arguably, that is its
purpose: to stop genetic diseases that impinge upon quality or duration of life. Therefore,
CRISPR must be classified under halakhic terms of risk. As CRISPR develops and continues to
be tested it would be classified as high risk since the impact and side effects of germline
modification is not yet realized. However, for Jews who suffer from CF or other life limiting
illnesses, this risk, however high, is permitted for even a moment of additional life. There is a
tremendous caveat: a patient is able to refuse treatment if the risk is too high. Germline
modification affects all future patients; can one individual decide for his future generations?
Moreover, the modifications made on the ‘defective’ gene may have implications on healthy
ones. Or, what one person considers to be life limiting, another may be able to adapt to.
Consequently, what value does Judaism place upon autonomous choices, when an individual
choice affects the collective. There are two ethical parallels that may be applied here: not
requiring permission to save a life and destroying a pursuer.

According to the Talmud, permission is not required to save someone. Indeed, if someone
expresses not wanting to be saved, one is obligated to ignore his wishes and save him
regardless. 52 Additionally, there is a famous responsibility to stop or even kill a pursuer to save

someone else. Even minors are obligated in this commandment. !5

Anecdotally, an individual’s
actions has impact on the collective. In the Talmud, if one person refuses to join a prayer
quorum, all men present lose the merit of his prayers.'>* Together, these create a powerful

argument towards accepting CRISPR. A person with a genetic mutation does not need to ask

permission of all his (potentially) affected kin; the mutation is a ‘pursuer’ and must be
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eradicated. In fact, if a person did not wish to utilize CRISPR, his progeny would lose the merit
of the technology, from his ‘selfish’ decision. While this creates a tidy case enabling Judaism’s
embrace of CRISPR, the problem of enhancement—or improving God’s own work—remains.
Hence, analyzing Judaism’s approach towards cosmetic surgery which literally ‘perfects’ God’s
work is a novel parallel.

Many experts in Jewish law limit the scope of medical practice to healing and reducing
harm. Therefore, surgeries that restore health, such are tumor removal or skin grafting after a
burn are acceptable. Moreover, they can be interpreted to be obligatory!*3. The patient’s
autonomous choice towards pursing healing is consequently directed by religious obligation.
However, a paradox exists within Judaism. Whereas a patient is religiously obliged to seek out
treatment, they are also commanded to mitigate risk. Medical interventions which are considered
‘high risk’ with little benefit are to be avoided. Additionally, enhancement is considered to be
against the integrity and beauty of God’s own creation. !¢ Further, according to Rabbi
Walenberg, a doctor is not licensed to perform these procedures, since there is no reduction of
harm or pain.'>’ Rabbi Walenberg’s position goes against other posekim who permit plastic
surgery. His approach is creationist and serves to ‘protect’ the sacrosanct nature of G-d as
knowledgeable and formidable creator. Further, he attempts a literal interpretation of the
physician’s obligation to ‘do no harm.” '8 This reiterates Mackler’s important yet difficult
distinction that it is difficult to demarcate between therapy and enhancement. !>’

However, most rabbinical decisions encompass the aforementioned socio-cultural
ideologies. Much like abortions are considered based on the mental/emotional anguish of the

mother, the desire for a person to improve or change their appearance is measured in terms of

emotional duress.'® Indeed, if a person seeks physical changes in order to get a better spouse,
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this is approved. Further, if one’s appearance always caused them emotional harm, they are
permitted to use a surgical corrective approach. '®' However, the literature often utilizes the
example of a person desiring rhinoplasty. This is sanctioned for the aforementioned reasons. Yet,
there is almost a purposeful silence about whether this allowance would extend to ‘vanity’
procedures such as breast augmentation. To properly extend this logic to genetics and CRISPR,
defining ‘vanity’ cosmetic procedures is integral. That definition would enable Judaic scholars to
truly encapsulate whether certain diseases fall under the scope of ‘vanity’ (and thus, should not
be mitigated with CRISPR) or medically, emotionally or socio-culturally necessary to mitigate.
The academic literature is silent on such definitions. A rabbi may condone a rhinoplasty, but is
less likely to permit breast augmentation. A nose is in the ‘public’ domain and is easy to observe
whereas breasts are sexualized and in the ‘private’ domain. However, this may be merely an
exercise in semantics. Whereas a larger nose may cause emotional harm from bullying, the
argument may be made that a woman unhappy with her breasts may suffer from reduced self-
esteem.

However, parallels may still be drawn from cosmetic surgery. Surgery is permitted if it
will alter one’s prospects. Indeed, in this sense, we are assistant to God’s creation; moreover, we
are obliged to perfect our lives.'%> While self- mutilation is prohibited, there is a Talmudic duty
to fix what is broken. !> CRISPR then can be seen as a co-creator, a fixer of what is broken. Yet,
this does not solve the dilemma of classifying what genes are considered ‘broken.” Using the
Talmud as a foundation, however, Judaism may be able to create classifications. Talmudic
Judaism had a rudimentary understanding of disease, particularly hereditary diseases. It cites that
a person should not marry into “...a family of lepers...” and that “...an albino man should not

marry an albino woman...” so the children are ‘sheltered’ from the illnesses of their parents. 64
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This undeveloped logic is the basis for endogamous genetic mutations. In a direct correlation,
CRISPR should only be utilized to correct inheritable, life limiting or terminal illness that has an
excessive likelithood of being passed on. Talmudic precedents create ample permission for
Jewish patients to fully embrace CRISPR technologies. This is an issue of accommodation very
different from those analyzed previously. Secular bioethics is more weary of CRISPR
technologies. The question is more expressly whether and how Jewish patients can utilize
CRISPR technologies within a secular world. Simply: does religious ethics’ permissiveness
undermine the concerns of secular ethics in a pluralistic milieu? What may be beneficial to the
Jewish community may be questionable in secular ethics. Moreover, genes that particularly
affect the Jewish community may not be considered first in CRISPR’s initial usage. Some
scholars caution against using the technology in a eugenic sweep.'® The line between
‘therapeutic’ and ‘enhancement’ would become more blurred. Further, the impact to society must
be considered. While Jews would consider even high risk beneficial for a modicum of life,
secular ethics is concerned with the risk of changing society itself.

Finally, religious ethics offers differing opinions on the usage of reproductive technologies.
The joy of children cannot be underestimated within Judaism. However, does this obligation
apply to children who are undergoing chemotherapy and may lose their future ability to
reproduce? This is recently considered best medical practice within pediatric chemotherapy
treatment and dubbed onco-fertility. Medically, the method to harvest sperm or preserve ova may
be considered invasive and inappropriate, due to a patient’s age and the emotions involved with a
cancer diagnosis.'% Religious ethics have additional concerns. Both Judaism and Catholicism
place prohibitions on masturbating to procure sperm. The technique used to procure adolescent

or prepubescent sperm remains like techniques utilized on adult males. Simply, the male must
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ejaculate into a medical container and the ejaculate is then put into freezer storage. '’ However,
when the patient is not yet physically mature, this method is ethically questionable and may even
be deemed inappropriate. Some studies counter this ‘natural’ approach in favour of electro-
ejaculation which forces ejaculation while the patient is under mild anesthesia.'® While quick
and devoid of any sexual paraphernalia, this method is too, not without concerns. Various
studies have shown that sperm collected via surgery or assisted ejaculation is not ideal—whereas
sperm harvested through traditional means of self-procurement is stronger and more vital
specimen. !¢

Whereas sperm procurement is less evasive, ova harvesting is far more complex since it
involves undergoing surgery, often coupled with hormone therapies to facilitate easier
collection.'”® These cryopreservation techniques have a low success rate. Further, there are
concerns as to whether procuring oocytes prior to fertilization is scientifically responsible, as
freezing has been known to cause permanent damage to the delicate tissues.!”! Females who
choose to freeze their eggs are scientifically advised to freeze an embryo as it can survive in a

prolonged frozen state, compared to mere ova.!” Yet, to create an embryo, one requires a donor.

Although Judaism is focused distinctly upon reproduction and is progressive in terms of
embracing reproductive technologies, the usage is restricted by halakha. Sexual intercourse in
Judaism is designed primarily for reproduction—masturbatory emissions are prohibited. Rabbi
Waldenberg, one of the foremost posekim in the field of Jewish medical halakha admonishes
those who use artificial insemination, even as a husband, as it “ruins the tents of Israel...” The
act of sexual intercourse is pure and scared, necessary to preserve Jewish homes.!”> Hence, it
must be performed in its original (traditional) intended manner. The onus for procreation rests

directly on the male. Females cannot be obligated in the mitzvah of procreation due to its life-
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risking tendencies. Whereas she may be religiously unobligated, she is socially obligated due to
status and traditional domestic sphere roles. As it is stated in Genesis Rabbah 71. Whereas
procreation is not the sole purpose of marriage, it is considered part and parcel of it. This idea
can be easily traced throughout the Torah. Genesis 1:28 observes that, "G-d blessed [man and
woman] and said unto them, 'Be fruitful and multiply and replenish the earth and subdue it.”
After the Flood destroyed the world and its populace, Noah’s family was blessed with fertility
(Genesis, 9:1). Certainly, the various trials of infertility experienced by the matriarchs—and their
desperation to have children, which leads them to offer up maidservants to their husbands—
establishes a strong case for children being a pillar of a Jewish marriage. According to Rashi,
even as a child, Miriam encouraged her parents to copulate again, resulting in the birth of Moses
and, subsequently, ensuring a Jewish future.!”* Fertility is thus foundational for the continuity of
Jewish faith.

Harvesting ova is not as halakhically complex. With a youth or child, there is no concern of
ritual menstrual purity (niddah) which is usually observed in a marital relationship. However,
these laws pertain to normative and married couples. What is of concern, however is the
possibility of frozen embryos. Normally, eggs are not frozen exclusively as they are built of
delicate tissues. It is the preference of medical experts that an egg be frozen with a sperm
inhabitant—creating an embryo—which has a better chance of long-term survival. Thus, a
female patient must consider sperm donation. Most posekim assume donor sperm to be
adulterous. Similarly, donated eggs are frowned upon for lineage issues.!”> Rather than feticide
being a concern, the Jewish fear rests in labs accidentally dispensing the incorrect sperm
specimen. !7® These concerns are established even with a married couple utilizing reproductive

technologies.
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Catholic ethical thought shares the same Old Testament narrative of fertility. Leaving
aside the difficulties of masturbation, Catholicism has concerns with ova preservation and
transplantation.'”” Thus, the ethical implications of preserving fertility at present is dictated by
ethical implications in the future. As with Judaism, Catholicism prefers procreation to be wholly
within the confines of a marriage bed. Removing the physical act and transferring it to a lab
setting is disconcerting.!”® Cyro-preservation of ova alone is experimental; the tissues are often
too delicate to survive past five years. Thus, to provide the best outcome for a pediatric patient,
embryos are preferred for long-term freezing.!” Catholicism thus struggles with a unique ethical
concern. Ova preservation is not sustainable and yet, potential embryos have a right to life.

Some ethicists would permit pediatric patients to preserve their ova, if the experimental
treatment is offered. Being aware of the limitations of current procedures, the end-result allows
for marriage-based natural conception. Further, technology rapidly evolves. It is not unwarranted
to believe ova preservation can be advanced.'®” Indeed, science could compliment the notion of
Catholic marriage and conception as ova preservation simply restores the ability to procreate. '8!
Much like Judaism, the importance of coitus is thus not disrupted by science. Further, the patient
would not be obligated to make use of her restored fertility. If embryos were frozen, there is an
ethical assertion towards life. Embryo creation offers additional obstructions. Catholicism
rejects the usage of donor sperm; since it taints the marriage relationship. '32 Perhaps leniency
can be learnt in Catholicism, based on the notion of intent. Donum Vitae cites that utilization of
donor materials would “offend” the call to parenthood.'®* Yet, the intent of onco-fertility is just
that: to preserve the possibility of parenthood. Moreover, becoming biological parents may

strengthen a marriage.
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1.E. Religious Evaluation and Accommodation during Secular Ethics Consultation:

Towards a New Evaluative Scale

Finally, the last chapter will establish a new evaluative scale to inaugurate ethical
limitations and better communication within clinical settings, demonstrated via a step-wise
format for both Catholic and Jewish patients. Creating and applying the notion of bioethical
undue hardship in clinical ethics will lead into a detailed application of balancing both medical
and religious ethics during a clinical consultation. A helpful chart and questions will serve as a
visual toolkit for which hospitals and other health institutions can devise their own ethical
policies surrounding accommodation.

Clinicians cannot deny the impact of religion to patients, and even to believing health
care providers. Subsequently, care providers want an inherent way to discuss and know the
religious beliefs of patients. There have been several attempts at crafting a spiritual assessment
tool which is used to quantify the weight of religion. In response to the increasingly powerful
voice of religious patients, the British National Health Services created a ‘spiritual assessment’
sheet to be filled out with both medical caregivers and patient to assess the spiritual/religious
beliefs of patients. '** The NHS requires its healthcare providers to be “...competent in providing
care to patients of differing cultures, religions and beliefs...” 85 Versions of a similar
‘spirituality checklist’ exist throughout the UK, Canada and the United States. Organizations
such as the Institute of Medicine and The George Washington Institute for Spirituality and
Health have devised their own versions of spiritual assessment tools designed to assist
physicians and end of life care providers to correctly value spirituality. The latter organization’s
FICA Spiritual History Tool assesses the strength of a patient’s religious values determined

through several categories. These include: Faith and belief, Importance, Community and Address
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in care. The study urges that spiritual histories be taken alongside medical history, which
indicates the significance the Institute places on spirituality. Further, FICA also offers ethical
guidelines towards incorporating spiritual care. FICA is designed onto small plastic cards,
designed to fit in a pocket, for at hand spiritual assessments. '3 Just as staff wear IDs noting the

various hospital codes, FICA is just as important to clinical care and must be at hand.

In the sphere of clinical ethics consultations, there is a dichotomy between
acknowledging religious influences in survey takers but refusing to isolate religion in the output
data. Some surveys even inquire about the religious leanings of the survey-taker. '3 But, none
insulate religion as an outright factor to calling a consult. Surveys generally ask takers to grade
how proficient they are in several common ethical consult themes; religion/culture is not easily
discernable from the data. Arguably, it is classified under ‘moral distress’ situations, such as
removing life support mechanisms or even discussing end of life care and practices. '8 One
survey focuses exclusively upon common ethical consult themes at end of life. While religion is
not discussed bluntly, themes such as ‘patient refuses withdrawal of treatment’ and ‘patient non-
compliant with medical regimen’ certainly resonates with religion. '3 Again, these surveys
support the notion that religion is an outlier and commonplace with “difficult’ patients. Perhaps
religion is not directly confronted due to the notion of creating a secular ethics or having a
common morality. Yet, this behooves the shadow that religious decision making can cast and the

current reality.

Miracles play a large role in Catholic healthcare philosophy. Catholics do heavily believe
in healing, compassion and hope.!®® Some Catholics are driven by a fervent belief in miracles
and as such, a patient has a moral obligation to use what is deemed “ordinary” means of life

preservation. Academic literature supports the importance of engaging with spirituality and
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religion within pediatric settings. Some pediatric patients find solace in religion and the constant
belief that something miraculous could happen. However, clinical research is another form of
treatment and cannot be considered extraordinary care Indeed, while Catholicism places
importance on natural law; human beings are all destined to die.'®! While sanctity of life is
integral to Catholicism, there is no requirement to prolong life if quality of life is not achieved. !?
Catholics are not morally obliged to seek out extraordinary care.!®® This belief has been echoed
within the Catholic Directives, formalizing its authority.!®* Ensuring uniformity in complex
decisions is the ambition of the Directives to assist Catholics and Catholic healthcare institutions.
Catholic moral teaching takes notice of the emotional toll on the family; and will forgo a
treatment if the family appears troubled by it during proceedings.'*?

In ethical situations involving children, whereas most scholars note the importance of
integrating a child into decision making, the definition of assent is unclear but it is important.
Some scholars take issue with the term. For them, assent does not connote full understanding of a
diagnosis and treatment plan he issue and thus, cannot be considered full, informed consent. !
Moreover, whereas obtaining parental consent is primary, assent may be viewed as secondary.

197 The very

However, if a child dissents to be a participant, his concerns cannot be taken lightly.
notion of ‘assent’ permits the physician or medical researcher more flexibility. Assent allows the
consent conversation to be approached based on the personal maturity level of each patient. The
child should be spoken to in an age and developmentally appropriate method, so that he
comprehends all risks and benefits.'*® They should be encouraged to sign their own form,
acknowledging they wish to be included in the research study.'®® Some younger children are

encouraged to draw their assent. If there is a language barrier, translators should be brought in

and all factors of risks and benefits should be explored. Regardless of language barrier, the
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information should be given both through written lay-language and orally to both parent and
child.?

Outside of a pediatric hospital, time and attention to spiritual or cultural needs are
considered not apposite to decision making. This is a severe oversight. As previously discussed
in this paper, often religion in the driving force of a medical decision. Thus, a new assessment
tool 1s required to properly understand the importance and measure the influence of religious
dogma on decision making. Clinical ethicists should be educated in theological foundations and
skilled at using the language of theology. Doing so creates a ‘shared language’ and decreases the
power-inequality that may be prevalent. The notion of ‘us’ versus ‘them’ is apparent throughout
the literature; showing comfort with the language of believers blurs the lines of power dynamics.
Additionally, this dissertation suggests using a modified sliding scale model perhaps in
conjunction with aforementioned spirituality assessment tools.

The traditional sliding scale theory balances level of risk with the level of ability required
for competent decision making 2°!. Religious belief does not reduce decision making capacity.
Rather, for some, it is merely a prism from which to make a decision. The standards for welfare
and quality of life are also colored via religion; rather than sole emphasis placed on good medical
outcomes.?”? However, medical professionals may view this addition to the decision-making
equilibrium as ineffectual. While Beauchamp and Childress note the scale imagery connotes a
balancing of autonomy and protection, as do others, a religious patient’s scale demands a third
arm. Thus, creating a truer sliding scale; one that also encapsulates religion. Using the language
of Rawls, religion should be understood and routinized in hospitals. However, while teaching
religion is difficult; teaching the language of religion is more difficult. By speaking in the ethical

language of a religious tradition, concerns may be clarified and the contradictions between
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medicine and religion temporarily bridged. To speak in the language of a religion, an ethicist
must be proficient in the principles of that tradition.

The bioethical principles of autonomy, beneficence, non-maleficence and justice can shift
in importance based on the particulars of a case. They may also move to greater or lesser
significance on the hierarchal ladder based on the personal ethics of a physician or patient.
Different circumstances may result in individual principles being promoted in the hierarchy.?%
This hierarchy exists within religious ethics as well. Most religions can be reduced to a handful
of specific principles that may influence medical decision making. Some religions have
principles that permit modification when certain actions or behaviors are normalized in greater
society. This allows for progress in religious ethics as medicine evolves. 2°* An ethicist who is
capable in religion would be able to tease out a handful of principles for each religious belief.
Understandably, this should be confirmed with clergy, to ensure the accuracy of principles.
Whether they admit it or not, ethicists and clinicians all juggle moral principles before rendering
a decision. In contrast, believers utilize their religious principals, almost solely, to base their
ethical decision. For example, while a clinician may advise to stop life support for a brain-dead
patient, a religious decision maker may not perceive the contextual information surrounding the
medical decision. Rather, they simply hear that life support is being removed, which lays counter
to a religious principle of preserving life. This is why it is so important for a clinical ethicist to
speak in the language of religion. This means an ethicist must speak with an understanding of the
religious principles that are impacted in medical decision making. The hierarchy of religious
principles may shift depending on the specific situation. The hierarchy may then be negotiated
utilizing Moral SDM techniques. Now, the ethicist can apply the adapted sliding scale imagery to

discuss religious principles with a patient. As previously indicated, Beauchamp and Childress’
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scale imagery connotes a balancing of autonomy and protection.??’ Yet, this adaptive imagery
requires a religious third arm. This does several things. At first blush, this demonstrates
understanding and facility with foundational religious values. It also allows a patient to showcase
their personal perspective on their religious practice by protecting those moral grounds. It would
be incorrect to judge religiously based consent or non-consent as incompetent. The definition of
incompetence requires a person being unable to express themselves, understand the situation and
unable to give a reason for their decision alongside other criteria. A religious patient’s reason for
not consenting to a procedure is possibly not considered ‘rational’ or ‘reasonable’ by some
physicians. However, they are far from incompetent. A believer needs to state which religious
principles are integral to them. This can be done alongside the ethicist using the Moral SDM.
This would echo a patient’s own interpretation of their religious tenants and subsequently, force
them to ‘rank’ the importance of certain principles. Then, the ethicist and patient can work
together towards a shared compromise. Used together, a sliding scale and Moral SDM model
could potentially be a far more nuanced way of understanding religious principles within clinical
consults. Additionally, when an ethicist speaks in a way that is sensitive to religion, or uses
religious language, it creates a bridge across a communication chasm and dissolves some of the
power dynamic that currently exists. Rather than religion and medicine clashing within hospital
corridors, they can live alongside each other. Moral shared decision making (Moral SDM) means
that a moral compromise is created. All parties (patients/families and clinicians) negotiate on
principles until a solution that is mutually agreeable is found. Collaboration, by definition, means
that some moral ground must give way.?° Assuming that an ethicist is fluent in the principles of

religions, they can assist patients in determining which values may have flexibility within a
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religion. Further, they can help clinicians understand which values are simply non-negotiable to

believers.
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2. Secularism and Religious Pluralism: A Tale of Two Ethics?

Sociology points towards a correlation between patients’ end-of-life experiences and
their religious affiliation. To wit, as some patients grapple with chronic or terminal illnesses,
their belief in organized religion grows exponentially. Further still, as this thesis hopes to
demonstrate, belief transcends the religion itself to influence decision making, attitudes and
overall coping mechanisms in healthcare situations. While indeed, some people loose faith
entirely when facing health obstacles, when people hold on to—or grow—their faith, it truly
governs all aspects of their decision making process. 2°7 Some aspects of the literature point
towards Patients, or their families, may request the intervention of clerics to guide their medical
decision making. Moreover, some patients view their medical decision-making vis- a -vis the
prism of their religious tradition. Religion thus colours autonomous decision making. The
literature aptly describes these clashes of culture; of religious and medical philosophies
contending for being the ultimate deciding factor in troubling circumstances.?’® Whether and
how medicine must yield to religious beliefs is not identified within hospital culture. It is at this
critical juncture that ethics is called upon to negotiate between these differing values.

Religion is thus one foundational crux of ethical conflict between patients and
professionals. There are several sub-themes of note within medicine/religion conflicts. These
include a strong belief in miracles; and how religion can assist patients and families in coping
with diagnoses. Further, for some, death/dying is a spiritual act rather than medical.?” However,
the literature appears biased towards the implied notion that Western medical decisions opposite
over and above religious beliefs. ‘Western” medicine does not necessarily imply secular values.
Western medicine in this thesis defines normative medical interventions that are found within

academic hospital environments. Secular values, thus, are differently shaped, as demonstrated
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later in this chapter. Indeed, some physicians dub religiously motivated medical requests as

'inappropriate.2!”"

It appears that ethics is called to consult as though they are capable of swaying
a religious patient towards consenting to a physicians' treatment plan. Thus, clashes between
believers and health providers must be understood as clashes between two codes of ethics.
Indeed, most religious traditions have codified laws that create these tenets.?!! Just as there are
standard medical protocols, similar ‘protocols’ exist within religious law for believers.
Subsequently, there is a call to ground ethics within secularism.?'> However, the religious
underpinnings of 'secular' ethics cannot be nearly stripped. As this chapter will demonstrate,
secular ethics are not wholly created outside of religious values. Many of the notions of so called
‘secular ethics’ are, in fact, ethos that are foundational to the Abrahamic traditions. The
definition of secularism, its religious substratum, and secular ethics will be discussed in the next
sub-section. As there will probably always be patients who will eschew the notion of secular
ethics and prefer their religious ethics to guide their medical decisions. Thus, whether and how
medical ethics can ever stand as a complete ‘secular’ ethos is another interesting question.

There have been attempts to measure the value of religion within medical decision
making empirically. Often, patients call upon clerical support due to an inherent understanding
that a religious leader has a grasp of medical-faith doctrines. Believers wish to be comforted by
religion and guided by it.2!3Enabling religion to guide decision making also assists with coping
with a diagnosis or difficult prognosis. However, in modernity, dying is a very different notion
than demonstrated within traditional religious texts. Indeed, death and dying with all its modern
underpinnings (artificial hydrations, life support, etc.,) are commonly unclear in a religious ethics
situation.?!* Judaism, in particular, bases its tenants of modern medical ethics upon the Torah

and Talmud; these texts were written at a time where death was part and parcel of life and
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medicine interventions were not possible. Subsequently, when a believer attempts to use religion
to cope with medical decision making, conflict often erupts trying to trace modern medicine
upon ancient ordinances. Currently there are several measuring instruments in place, including
a spiritual assessment 'tool' which enable clinicians to ascertain the significance of religion to
patients as part and parcel of their quality of life. 2> However, these tools are lacking. They
exist to recognize the place of religion in decision making, however they do not appear to
mitigate conflict. To be clear, the current tools used to measure spirituality supports the
importance of faith and belief, however does not offer guidance on ethical divergences. For
example, the popular FICA tool created at GW Institute for Spirituality and Health offers
conversation starters to measure the importance of spirituality, however, stops short at merely
that. In ‘FICA recommendations’ the Institute once again notes the importance of spirituality and
advises it be addressed. Chaplaincy should also be considered. However, there is no FICA tool
(nor any other module or tool) existing which demonstrate a clearly demarcated guide on what to
do during a clash of ethical codes. . The current literature also suggests that religious beliefs can
be accommodated so long as it is not antithetical to medical protocols.?!® Yet, this is not enough.
Further, this discourse appears to create a dichotomy between the believers versus the clinicians.
While death and dying currently retain the bulk of clashes between secular and religious ethics,
religion objectively colours all medical choices. In later chapters, this dissertation will isolate
decisions that are more obliquely religiously-minded.

In Canada’s shared healthcare environment, courts of law decide the outcome of these
cases. Indeed, these cases all follow a similar pattern: a believers' request is divergent from
medical counsel or the best medical practice. The law is tasked with finding an equilibrium,

which thus far, no court has done. Under Canadian law, the courts appear to be creating a binary
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of citizens: those who are secular and those who are not. For example, patients/surrogate
decision makers (SDMs,) who disagree with their physician can appeal to the Consent and
Capacity Board (CCB) to determine treatment avenues. Often, religiously motivated requests are
beyond the scope of the CCB (or remain unresolved,) and passed to the Court system. While
non-religiously motivated requests often resolve within the CCB, petitioners who appeal via the
Court are often struck down, with judges supporting the decision rendered by the CCB. This is
not an accommodation. Very few of these religiously motivated cases reach judgement, as
patients die on life support, or upper courts dismiss the claims to lower courts, or the CCB. This
binary of citizens then, only serves to bring hospital ethics and policies into a legal environment.
Arguably, the legal arena is not the best resource for this type of mediation. Especially, in
Canada’s resource-scarce system, this compounds the issue.

The Canadian Court system has not yet created sufficient legal limitations surrounding religious
accommodations in healthcare. Ironically, the Hospitals who find themselves in Court have yet
to create policies or guidelines surrounding religious limitations. Indeed, since all patients have
died before Canadian judges could rule, it is indispensable to provide a new avenue to mitigate
discourse between two ethical codes. Thus, a new, ethical model for measuring, infusing and
balancing religious ideals into clinical ethics would be indispensable. This ethical framework

would also keep medical decision making at the bedside, rather than in courtrooms.

2.A. Secularism and secular bioethics

Charles Taylor is undoubtedly the most apt philosopher and scholar to effusively
rationalize the notion of modern secularism. Robert Veatch is another philosopher who delves

into understanding whether and how a pure secular morality exists. Comparing and contrasting

46



these philosophical giants would allow this dissertation to establish a working definition of
secularism and secular bioethics. It is essential to determine if a shared moral code can exist,
outside of religious doctrines as it would allow the later scaffolding for undue hardship to be
understood and rationalized. Can religious believers exist within a secular age? Can a secular
society accommodate religious beliefs at any time? s there even a definable secular ethics?
Taylor will merely be used to offer his scope and understanding of true secularism—and what it
means—analogous to religious belief. It is essential to understand what the definition of a
‘secular age’ is in order to ascertain the division between religion ethics and secular ethics in

medical decision making.

According to Taylor, the historiological approach to the fading of state and religion is
widespread and complex. Indeed, in this modern (20" century onward,) age of secularization,
“...God is not present in public space.” Rather, today’s society can be deemed as “...a moral
order for mutual benefit...” 2!7 Individuality and a variety of moral codes are welcomed.
Intolerance 1s not permitted in this view of Taylor’s secular society. As he dissects the literal
separation of Church and State through history, he denotes some important instances which have,
in his view, shaped modern secularism. In America in particular, there is a sense of integration to
conform to secular mores, which is apparent through most immigrant narratives. Additionally,
America lacks the social and class hierarchies apparent throughout Europe. Immigrants could
choose Church to identify as American. Being a nation ‘under God’ was not deeply analyzed or
explored, save perhaps for election seasons. Taylor does not neatly define secularism. Rather, he
extends his argument towards a concept of secularism in modernity which reaches towards a
moral code that does not ‘crush’ what is essential to humanity. Further in his conclusion, Taylor

notes that society may be grasping for spirituality and ‘higher awakenings’ rather than being
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governed by a particular religious doctrine. Thus, it would appear that human beings are not
completely isolated in secularism; spirituality is still foundational to our ethical code.?'® He calls
for an ‘open secularism’ which means that society is openly anti religion or anti spirituality.
Omitted from Taylor’s manifesto is an understanding of whether there is an understanding of a
pure, secular ethics, unrooted from religious codes. This may be due to his own personal
Catholic ethos (indeed, his analysis and examples throughout his book depend heavily on Church

doctrines.)

Robert Veatch believes that religious and secular morality can be held in tandem under a
normative moral theory. His main adversary is the Hippocratic Oath. The Oath is not a code for
secular or even professional morality. According to Veatch, the Oath is based upon a non-
sophisticated, inadequate Greek cult. Common morality can exist; uniformity based on the
Hippocratic Oath cannot. Veatch takes aim with the notion that professional codes can govern
ethics. The Oath cannot justifiably exist when a member of it subscribes to a religious
metaethics, or even a secular/philosophical metaethics. Veatch systematically goes through both
religious and secular ethicists (including the famous Four Principles of Beauchamp and
Childress) and analyzes their shortcomings. In conclusion, he views the confluence of secular
and religious ethics to be best demonstrated via the United Nations Universal Declaration on
Bioethics and Human Rights.?!® This Declaration validates a consensus of morality which
should hold true for ‘reasonable people.” Importantly, as Veatch mentions, there is no guidance
on what happens during a conflict of values—essentially, which principle should trump another.
This then is perhaps the art of medicine and essentially all moral choices: balancing
values/principles based on circumstance. If there is a ‘secular bioethics’ it would be the UN

Declaration, which combines normative moral principles with nods to spirituality and religion.
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Each of the 17 principles is inter-dependant on the others, with further articles demonstrating the
importance of further assessment via ethics committees, risk management and even bioethical

education.

Arguably, true secularism is undefinable—so much of our understood morality is based
upon religious codes. Even the concept of ‘do not murder’ conceivably would not exist without
its Biblical exposure. Thus, Taylor and Veatch’s exploration of what precisely connotes
secularism is unfinished. If comparing both Taylor and Veatch, secularism must be ‘open,” even
tolerant of religious explorations of moral codes. Perhaps then, secularism cannot truly be

removed from religious thought.

2.A.i. ‘Secular bioethics’ and religion

Indeed, bioethics has always held a strong theological foundation. The earliest scholars of
medical ethics trained in religious studies. In fact, 'secular' ethics centers such as The Hastings
Center and the Kennedy Center for Ethics were founded by religious ethicists.??° American
religious history, and its influence on bioethics, cannot be ignored. A strong Protestant ethic
shapes early bioethical concepts, notably through the concepts of civil rights, anti-paternalism
and anti-authority. The 'individualism' so intrinsic to Protestantism created the importance of
autonomy, over and above the commonplace paternalism. Jewish ethicists borrowed the concept
of humanity from the Old Testament's prophetic dynasty. >?! Although many religious ethicists
could separate their religious ethics from their notions of ‘secular’ ethics, religion’s influence on

bioethics is still evident even today.
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While religious underpinnings are still evident within ‘secular’ ethics, the gradual
‘secularization’ of bioethics, and its rising importance in North America, commenced in the
1970s, with a rise in nation-wide bioethics commissions. The National Commission for the
Protection of Human Subjects of Biomedical and Behavioral Research (1974—-1978), the
President's Commission for the Study of Ethical Problems in Medicine and Biomedical and
Behavioral Research (1979—-1983), and the National Bioethics Advisory Commission (NBAC),
all have specifically chosen theologically -oriented people to populate these secular agencies.???
Moreover, religious thinkers submit their input to publications that explore a myriad of concepts.
These biomedical scenarios are not without religious controversy: covering topics such as
children in research, the status of a fetus, stem cell research.??3 The same holds in Canada. The
overarching tones of Catholicism are present throughout Canadian legislation, most specifically,
with federal funding for Catholic schools. The future of bioethics is never far from ‘morality’ as
defined by various religions. Currently, it appears that religion is acceptable and accessible in
hospitals, via chapels or meditation rooms, alongside clinical demonstration of cultural
competency.??*

Religion has always understood and even embraced the realities of illness and death.
However, religion has its definition of death and proscribes permissions towards a dying person.
Whereby religion counsels its believers on the rituals of death, these are stymied by modern
technology. Some religious ethics have shaped themselves around this evolving reality. For
example, Catholic religious ethicists emphasize 'ordinary' and 'extraordinary' care. Catholics are
not morally obliged to seek out extraordinary care. This belief has been echoed within the
Catholic Ethical and Religious Directives for Catholic Healthcare, formalizing its authority

among Catholics in the US.??° Jewish families stand in juxtaposition to Catholicism, though;
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Judaism simply strives to give every patient a chance at life; moreover, some Jewish ethicists do
not view 'brain death' as real death. This notion is counterintuitive to the Harvard definition of
brain death and serves as a classic case of religious ethics clashing with modern medicine.
While medicine acknowledges cultural diversity, in the early 2000s, a shift towards secularism
was acknowledged.??¢ Thus, creating the culture of a universal, shared morality that reaches
beyond differences.

By attempting to mediate religious and secular approaches to death, some states have
adopted a conscience clause. For example, the State of New Jersey has a large population of
Orthodox and Hasidic Jews. As such, the State has legislated and developed a 'conscience clause'
which allows for various interpretations of death.??” The law states that death is definable in
several possible ways per cultural/religious norms. Nevertheless, this is simply not enough. The
clause and subsequent policies do not elucidate the next steps if there is a conflict between
religion and medicine outside of death and dying.

To fully understand and apply religious accommodation in a secularized sphere, it is
imperative to consider the two separate legal realities of Canada and the US. Canada boasts the
Canada Health Act (CHA) which mandates universal health care for each and every Canadian
citizen. The CHA 1is a federal health insurance legislation which underlines conditions and
criteria that provinces must satisfy in order to receive their health transfer. 22® Federal-provincial
relationships lord over health care in Ontario. This dissertation will specifically focus on Ontario,
due to the prominence of religiously motivated cases in the province. While the bills are paid for
by the Federal government, each province receives a health transfer which allows them to fund
procedures and physicians accordingly. As a result, provinces are permitted to interpret the

Canada Health Act as they see fit to ensure equality in fund distribution. 2*° To wit, most
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provinces allocate money to universal health problems in which something is medically wrong
with a patient as the Act states “ ...it is hereby declared that the primary objective of Canadian
health care policy is to protect, promote and restore the physical and mental well-being of
residents of Canada and to facilitate reasonable access to health services without financial or
other barriers.” Defining what is insured versus what is covered via private funding is outside the
scope of this dissertation.

An added complexity to the Canadian healthcare system is the formal legislation of
religious rights. The Canadian quotient is a unique entity, due to the recent Charter of Rights and
Freedoms (1980,) which legislates all clashes between individual religion and public secularism.
According to several scholars, most notably Benjamin Berger, there are "limits to tolerance" that
delineate within the parameters of law and policy in conflicts between religion within the public
sphere. 23° The Canadian Supreme Court emulates the perspectives of Rawls' 'social good'
theory; in such solutions for conflicts that emerge between the 'social good' and individual
religious beliefs must be determined by the as a case-by-case basis.?*! This pattern presents an
apparent paradox: although religion is not as documentable or provable as science, it is and must
subsequently be viewed as a truth from which believers make every decision.

Additionally, the understanding of the definition of ‘undue hardship’ in a Canadian
context of religious accommodation is critical. The literature is mostly silent on considerations of
the issue of undue hardship in a healthcare setting. Whereas there is a consideration of religion in
Canadian employment law, and educational/disability accommodation, it emerges that as yet,
there is a lack of discussion surrounding 'reasonable' religious accommodation within
healthcare.?*? This shall be discussed in detail in the next chapter. However, while there are legal

precedents that create better access to care for all communities, individual hospitals decide their

52



parameters for religious accommodations.?*3 The Charter appears to leave particular clashes of
religion and law in the hands of judges to ascertain individually. Given the pressures mentioned
above on the Canadian health system, judicial uniformity might be a desideratum of universally

accessible healthcare.

There are some allusions in Canadian law for defining the scope of the limits of religious
accommodation within the law and specifically within healthcare scenarios. Previously,
precedents have been reached concerning the rights of religious minors, especially Jehovah's
Witnesses and the rights of Aboriginal minors to forgo treatment.?** These cases, while
religiously motivated to an extent, cannot serve as legal or ethical precedents since they involve
minors and Aboriginal peoples who are in a protected class. Simply, these and other religious
families view the physicians as forcing them to violate their religious beliefs to accommodate
routine practices in medicine.?3 Living in a liberal democracy brings about important discourses
between the rights of secular law and individual religious rights. A more nuanced view of this
would be religious laws clashing with secular laws.?*¢ Canada currently permits religious law
and even religious courts (the Jewish Beit Din as an example) to take command in lifecycle
events. If Jews are permitted to marry and divorce religiously, are they not permitted to die
following these religious traditions? The answer is based on principles of policy and economics:
living within a socialized healthcare system permits accessible and equal healthcare for all
citizens. Moreover, while some religious scholars have released edicts recognizing 'brain death'
as true death—rather than historical, traditional religious understandings of death—not all

worshippers know of or adhere to these edicts

Conversely, the United States has a fee-for-service healthcare system where care is

parceled via private insurance companies. Hospitals are not federally controlled, but rather,
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governed by a Board. The Board is responsible for crafting the budget and financial stewardship
of the hospital.?*” These Boards build the expertise and healthcare delivery of a hospital,
choosing where the dollars are spent.?*® Commonly, control of finances indicates control of the
hospital and its organizational structure. The Board can choose which physicians to hire. As a
result, they may choose to specialize in certain fields or research. The Affordable Care Act,
created during the Obama administration, attempts to radically change the legislation and
financial construction of American healthcare. Under the ACA, the shift in organizational
structure and finances is transformational. The ACA demands finances to be allocated in a way
that requires moral considerations above and beyond the moral agency of a particular hospital.
Rather than be financial stewards, the ACA shifts the powers of a Board towards quality
management. They will be stewards of more limited financial resources and will be responsible
for community care.?’* While ACA strips the Board of most financial responsibility, they are
encouraged to show greater transparency in spending, including being paid for performance. The
religious versus secular argument in American hospitals is defined as a conflict of conscience or
a conscientious objection. Any healthcare practitioner may refuse to perform certain procedures

(notably, abortion, assistance in dying,) due to religious beliefs.

Healthcare providers in the US can recuse themselves from treating a patient (or in the
case of pharmacists, dispensing medication,) that conflicts with their religious morals. However,
some literature indicates that a physician, in particular, cannot object to anything that is
medically justified. Doing so would be antithetical to the Hippocratic Oath.?*° However, the
issue of conscientious objection by medical professionals is not one-sided. Objection and
conscience is important. Indeed, the European Convention on Human Rights respects conscience

and religious belief. Ethical analysis of conscientious objections have been done by Wicclair
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who cites four main reasons to allow such objections. They include: showing respect for
autonomous choices, promotes tolerance for diversity, personal views on a subject may be
different and; ensuring that anyone can chose a profession of their choice, regardless of their
objections.?*! This analysis falls short and is perhaps simplistic. Certainly, physicians and nurses
may see and do things that shake their moral core. However, promoting one’s own moral
inclinations over and above professionalism would not be tolerated in other professions. How

these conflicts are mitigated shall be discussed in detail in Chapter 3.

2.B. Philosophies of Private Practice within Public Spheres

Rawls’ ideal of a ‘public square’ is an apt visual for understanding how religion is at once
public and private. For Rawls, a public square consists of institutions based upon basic principles
of justice. These would include government, hospitals, and publicly funded schools A private
square (smaller in size) is for personal religious beliefs.?*? The two exist harmoniously, each
within the other but never influencing each other. Indeed, the very depiction of the separation
between church and state. All religions are equal under the government. Someone strolling into
the public sphere to express religious principles is simply not tolerated and according to Rawls,
such an individual would be guided by the concepts of “civic virtue.” For Rawls, there are
intrinsic values that everyone simply agrees upon, despite individual religious differences. Just as
Taylor and Veatch assert, there are normative, core values which are universal. When entering
the public square, one leaves individuality and religion at the (invisible) door. Not doing so

shows disrespect for fellow citizens.?#?

Another Rawls theory can further illustrate the dichotomy between public and private

values. For Rawls, justice is equated to fairness; personal decisions and judgments are made in

55



(optimistically) total impartiality. To wit, the ‘veil” and ‘original position’ simply cannot and
perhaps do not exist in a religious mindset. Indeed, one cannot be divorced from religious beliefs
in medical decision-making, ‘veil’ or no. “The right and the good” of society is applicable only
to those who can don this veil. Religious patients however, may only be able to dawn a ‘veil of
belief.” This concern will later be mitigated using the modified sliding scale, discussed later in
this section. Rawls promotes appreciation of reciprocity. That is, the private/public spheres
sharing and learning from each other. Bringing a religious speech into the public square of a
hospital should be supported, as it would educate others. Religion is not merely a list of

commandments and prohibitions; it is a livable, malleable form of social commitment.?*

The notion of what constitutes a public good is further elucidated by Rawls. According to
him, the social contract is “rights-based.” 24> In order to subscribe to this social contact theory,
there are basic assumptions made about what is considered a ‘right.” To that end, Rawls institutes
the notion of ‘original position’ whereby there is an agreement that there is “...something
essential to the activity of moral reasoning...” but also conceived (and decided upon,) socially,
as a collective.?*¢ Presumably, the collective has similar views and moral reasoning which allows
them to reach fair justice. This is the understanding of simple social contract theory and therein
lays the essential problem. Socialized health care systems may be considered micro social
contracts. Social contract theory, particularly Rawls,” assumes that all individuals possess the
same moral core when stripped of all circumstances. However, this is not the case in a
multicultural society; not all societies and cultures believe in the same hierarchy or code of

morals. This understanding is the key to speaking to a religious patient on their terms.
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Thus, in an evolving political climate and without a true definition of secularism, the
concept of privacy practiced within public spheres is a daily occurrence in hospitals. Indeed, the
philosophical notion of ‘indigenous pluralism’ can aptly describe the current environment.
Indigenous pluralism is not a Rawlsian concept. However, it can assist with Rawl’s public sphere
imagery. Rawls’ concept of public sphere and private spheres are not realistic in modernity.
Thus, indigenous pluralism can assist in coping with issues that may arise when different
religions hold different views on medical intervention.?*” While the aforementioned conscience
clause acknowledges the belief system of various groups, indigenous pluralism forces the
religious group to consider the beliefs of others as well. This also echoes Rawls since a true
public citizen would be respectful of what is best for all citizens. Indigenous pluralism is at its
core a two-way mirror. It gives various religions and cultures the right to their beliefs so long as
they respect the religion and cultures of others. Respect is merely tolerance. It does not
necessarily mean acceptance.?*® To clarify, while the New Jersey clause technically allows for
brain death to be nullified for Jews (albeit, for a pre-allotted time period,) the notion of
indigenous pluralism forces the Jewish community to consider the macro population. Indeed,
religious beliefs should be upheld but only when considering the cost to the greater society.
Together, the concepts of indigenous pluralism creates a balanced system: while the State
recognizes the religious objection to brain death, the ultimate cost to society cannot be ignored.
This further allows for gradations in interpretation of religious law and ethics, since not all Jews,
Muslims or even Christians practice alike. A conscience clause, via indigenous pluralism, allows
for hermeneutic diversity. 2*° It may also lead to policies and laws being changed to reflect this
multiculturalism. Hence, religion does have feasible impact on laws and policies. Whether

indigenous pluralism serves as a setback for secularism however, remains to be seen.

57



Additionally, indigenous pluralism can be interpreted as simple but it is far from an easy fit. It

may not be a truly practical solution to already existing policies and law.

Rawlsian ethics has been actively applied to healthcare situations?°. However, this thesis
goes a step further. Whereas Rawls himself did not apply his theories to healthcare, healthcare
can learn from how his concepts have fared in the realm of public school education. Rawls’
notion of ‘public good’ as it clashes with religion builds the foundation for the ethical framework
of undue hardship. For Rawls (and in some regard, Taylor and Veatch,) society has a unified
understanding of what is reasonable. In other words, there is a ‘dominant consensus’ innate
within society.?! This so-called unified reason is a rationale useful in demonstrating that public
education is a public good and thus, ‘reasonable’ accommodation is equitable. Applying this

‘reasonable’ standard to medicine, however, proves more complex.

2.B.i. Rawls ‘Public Good’ and religion

While some scholars may dismiss Rawls’ (and his contemporaries’) theories as being
idyllic, there is a greater question that begs discussion. Rawls describes a more nuanced theorem,
whereby the social contract is “rights-based.” In order to subscribe to this social contact theory,
there are basic assumptions made about what is considered a ‘right.” To that end, Rawls institutes
the notion of ‘original position;” whereby there is an agreement that there is “...something
essential to the activity of moral reasoning...” but also conceived (and decided upon,) socially,
as a collective.?>? Presumably, the collective has similar views and moral reasoning which allows
them to reach fair justice. This is the understanding of simple social contract theory and therein
lays the essential problem. Socialized health care systems may be considered micro social

contracts.
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Barely fifty years ago, Canadians considered free healthcare ‘socialist’ and protested it
coming to Canada. Now, governments of all political leanings support it heartily as a pillar of
Canadian identity. By virtue of paying tax dollars, the social collective (tax payers) agree to
restore everyone’s health, since the collective equates free and accessible health care with justice.
But, how far does this social contract with heath care extend? Social contract theory, particularly
Rawls’, assumes that all individuals possess the same moral core when stripped of all
circumstances. Thus, bringing Rawl’s theory forward, partaking of the healthcare system
assumes a similar level of morality. For Rawls, there would be no religious objections to removal
of life support mechanisms and the like. Hence, can a Canadian healthcare system ethically
support two finitely different categories of citizens: those who are ‘Rawlsian’ in morality and

those who are religious?

A further concept of social contract theory, and one that further complicates the
discussion, is Rawls’ Two Principles of Justice. The First Principle is simply understood as
attributing equal rights to extensive basic liberties. The Second Principle concerns social and
economic inequalities being equalized to promote the best opportunity for all. These Principles
are both immediately considered by Canada’s healthcare system. After all, the healthcare system
is accessible to all citizens, regardless of social and/or economic inequalities. Free access to
healthcare, regardless of whether a patient requires a shoulder reset or a barrage of surgeries and
treatments, alleviates the economic stress. Rawls’ former principle concerns equal rights and
liberties, which too are subsumed by Canada’s constitution and Charter, which guarantee equal

and extensive rights for all regardless of gender, creed or religion.

For Rawls, justice is equated to fairness; personal decisions and judgments are made in

(optimistically) total impartiality. Behind one’s ‘Veil of Ignorance’ the adjudicator is shrouded
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from personal circumstances and can thus focus on the decision to an equitable and fair
judgment, unbiased by other factors. Opponents to Rawls comment on the lack of veracity to his
‘Veil’, particularly in the medical field where diagnosis and treatment is adapted to a degree due
to cultural differences (i.e. modest hospital gowns, Jehovah’s witness blood transfusions, etc.)
Importantly, however, Rawls’ theory 1s perhaps most aware of its own flaws. Indeed, the theory
stands to ... justify...”” certain principles of rightness as preferable to competing systems or

theories of justice .23

Yet, by assuming a natural predilection towards determining justice, Rawls’ theory no
longer takes into account today’s multi-cultural reality. To wit, the ‘veil” and ‘original position’
simply cannot and perhaps do not exist in a religious mindset. Indeed, one cannot be divorced
from religious beliefs in medical decision-making, ‘veil’ or no. “The right and the good” of
society is applicable only to those who can don this veil and I shall attempt to prove that for

religious believers, there is simply not compatible since they don a ‘veil of belief” instead.

Whereas Rawls’ veil serves to create a unanimous decision for the greater good, these
decisions do not necessarily harmonize with religious principles. There are several more
troubling concerns with social contract theory, particularly when considered in relation to
religion and to medically futile situations in particular: Does an individual’s ‘religious contract’
circumvent the social contract? In a socialized health care system, it can be asserted that social
contract theory can indeed surpass religious beliefs, particularly in situations deemed ‘medically
futile.” While becoming a taxpayer allows a citizen to ‘opt into’ the social health care contract,
there is also an implication they will responsibly ‘opt-out’. According to the Canada Health Act,
the government only pays for healthcare that is determined to “ restore” health. Thus, if a health

care intervention is not restorative, the ‘opt-out’ clause of the social contract is enacted. This
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concept can be solely be determined by the gatekeepers of healthcare and its scarce resources:
the doctors. Whereas religious leaders may comfort a patient and offer counsel, the physicians
alone have the unique knowledge of both the scarce resources and the value in supplementary

medical interventions.

2.B. ii. Public Good, public schools and religion

In a court setting, a hospital is obligated to accommodate a patient’s religious belief until
the point of undue hardship. In the legal realm, the definition of undue hardship presses onus
upon the institution to show that if they accommodate a particular belief, it would
"...require[ring] significant difficulty or expense" when considered in light of a number of
factors..”?* Undue hardship cases are not blanket legal decisions, rather, they are adjudicated on
a case-by-case basis.?>> Much like Rawls’ idea of a social construct, arguably, religion is a
binding community with individual moral codes.?*® A believer would insist that the hospital is
pressing undue hardship on them, since they are unable to fully participate in religious medical
decision making. In both the USA and Canada, health care is seen as a public good, and most
hospitals are understood to be a secular institution. American Catholic hospitals hold a
distinctive place and space and will be addressed elsewhere in this dissertation. Thus, how can
bioethics create an ethical understanding of undue hardship? American public schools offer a
likely philosophical precedent.

American public schools are free of religion and meant to serve the public; offering
education that is free and fair for all.?>” Children are free to form extracurricular religious groups
that may engage in prayer, religious activities and the like. These are not sanctioned by the
public school per se, but offered on a voluntary basis. Students who self-identity as religious and

wish to participate in these groups may do so voluntarily.?*® The public school thus acts as a
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passive observer and will intervene if there is a concern of student safety.?*® Some religious
groups have been disbanded by public schools due to safety issues (in this Court case, a student
Christian group actively encouraged bullying of suspected LGBTQ students.) When taken to
court, the ban on being permitted to disperse even religious groups is upheld.?? This is an
important and imperative distinction. While public schools must accommodate religion, they are
responsible for generalized education and must step in when religious accommodation
jeopardizes this objective. Further, public schools specialize in children and their ‘best interests’
in education. When voluntary religious groups are contrary to this interest, public schools are
within their right to no longer sanction the group.2®! Public education is a public good. Since the
religious groups are formed under the umbrella of that public good, it has to conform to the rules
and expectations of that good. Once the religious group imposed on public values, the school
was within its ethical imperative to ban it. By forming the group, it was silently understood that

they would conform to the notions of the public good.

2.B. iii. Applying Rawls and ‘public good’ to religion and bioethics

While the literature skims the issue, the ramifications of religious-based healthcare are
apparent. Whether and how can religious accommodations be enveloped into patient safety? For
instance, there are significant ethical concerns when a patient lacks choice in the case of Catholic
healthcare institutions in rural settings. For example, patients who need timely abortions (for
medical or personal wishes) may have to travel beyond their home state to find a non-Catholic
hospital. There are further ethical concerns when a patient requests care that lies outside the
parameters of standard of care because of religious reasons. While Rawls did not live to see the

medical/technological age we are now in, nor the court cases brought forth by religious believers,
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he did address bioethics via his themes on justice, conscientious objection, and abortion. Using
his own arguments as a foundation, this section will demonstrate a deeper need for firm
parameters to guide religious accommodation in healthcare settings.

Rawls understood that religious beliefs encompass all decisions. However, unlike Taylor,
Rawls does suppose there is a shared, societal rationality. Indeed, the citizen’s concern for his
neighbor outweighs his personal, religious beliefs. ‘Mutual respect’ is the guiding principle of a
Rawlsian society. Conscientious objection (in the case of this dissertation, religiously-prioritized
decision making,) only benefits the individual. It protects them and enshrines them in the sanctity
of their tradition, but the greater liberal society cannot benefit. If, however, a decision was made
based on true moral concerns, this is beneficial to society since it demonstrates respect for
morality.?%? For a “Western-secular’ society, ‘true moral concerns’ is a problematic notion.
Indeed, any believer insists on his faith being a true moral concern. Thus, a mere philosophical
approach will not resolve conflicts between medicine and religion. The foundation for objection
in those circumstances cannot be removed from its religious underpinnings. This argument can
extend to institutions, especially in Canada where even Catholic hospitals are funded by the
public purse. As a result, they need to offer public services for the public good. Canadian
Catholic hospitals thus have different principles allowing them to morally cooperate in ways that
are somewhat divergent from Catholic hospitals in the US.263

Echoes of Veatch are apparent when stretching Rawls’ theorem further. According to
Veatch, a physician cannot serve two masters. Thus, a physician’s professional Code of Ethics
cannot be trumped by his religious morality. Otherwise, he is in disservice to the profession and
to his patients. His medical training and professionalism cannot be subsumed by conscientious

objections, since that is again, bringing his private notions into the public sphere. For Rawls and
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other philosophers who analyze his theories, the ideology of a physician as a public servant is
sacrosanct. Concepts of basic justice must be maintained without religion.?%* In his day, Rawls
did address abortion, since it is a classic case of religious morality grappling with societal mores.
Rawls supported a woman’s autonomy over her body and her reproductive choices. There is also
a political component built into his argument. Indeed, for Rawls, a fetus does not have an
intrinsic right to life, since it is not yet an adult citizen. This is controversial as this too betrays a
moral (perhaps anti-religious) notion that a fetus is not equal to a developed adult and thus, not
deserving of consideration.?®> Rawls is careful to delineate that abortion is not murder, again
based on political conception of public good and reason. His consistent striving to free society
from privately held religious notions, does not permit him to wholly participate in adjudicating
moral issues in medicine. Indeed, Rawls states that “respect for persons as free democratic
citizens requires that metaphysical and epistemological questions of the foundations of justice be
avoided in public reasoning about justice.”” 26¢ Rawls calls for different gradations of citizenship
which could assist in making decisions in a purely political and public sensibility. However,
when considering when a fetus becomes akin to personhood, Rawls own argument falls short,
save for more developed fetuses (i.e. in considering a later-term abortion.) Yet, we are blessed to
currently live in an age where even premature, sickly neonates can indeed fully develop into
adult citizens; thus, again destroying Rawls gradation of citizenship and development. Thus, if
technology can assist in helping fetuses develop in full-fledged citizens, they too deserve

political protection and justice. 267

They too can participate in the public sphere and benefit
from the public good. It would appear that in difficult moral clashes—indeed, cases where undue

hardship may be raised, Rawls’ public good theory can only be extended so far in the 215

century.
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Thus, to truly establish a philosophical analogy where the public good can be considered
outside of religious decision making, as evidenced in public schools, it is essential to marry
Rawls’ to the more modern concept of indigenous pluralism. Just as Taylor reveals, there cannot
be a true, purely secular rationality. There is, (perhaps to Rawls’ indignation!) a quiet religious
morality that quietly runs underneath secularism. Thus, indigenous pluralism forces the religious
group to consider the beliefs of others as well. Indeed, a very modern exemplar of Rawls;
forcing even niche religious groups to consider the greater society. Indigenous pluralism is at its
core a two-way mirror. It gives various religions and cultures the right to their beliefs so long as
they respect the religion and cultures of others. Respect is merely tolerance. It does not

268 Whether indigenous pluralism serves as a setback or helpmate

necessarily mean acceptance.
for secularism however, remains to be seen. It is clear however that consideration of the greater

good is essential for creating an ethical framework for religious accommodation and undue

hardship in secular healthcare.
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3. Defining Undue Hardship in Accommodation in Healthcare

The preceding chapter demonstrated how Rawlsian philosophy can indeed be applied to
the notion of ‘public good’ within medicine. As a further aid to this argument, this chapter will
explore the novel, ethical definition of undue hardship. Understanding and defining this term
within the confines of medical ethics is essential to applying it to specific case studies later in
this chapter and in more complex situations as presented in chapters 4 and 5. This chapter
introduces a new ethical definition for undue hardship however, it is still a framework definition,
allowing it to be modified and changed as technology and even religion allows.

This chapter compares philosophy to philosophy. That is, appraising the notions of
individual and organizational moral agency within the context of ethical undue hardship.
Through exploring moral agency and undue hardship, the limits of accommodation can be better
accessed at both individual and institutional levels. This analysis is illustrated neatly vis a vis
case studies of abortions (institutional morality—namely Catholic hospitals) and individual
moral agency (individual morality—namely ultra-Orthodox Jews). This question will be
explored by scrutinizing the regulations that exist within specifically US-based Catholic rural
hospitals. How religious and personal ethics may clash within this system (through conscientious
objection) is demonstrated differently in the USA and Canada in secular and religious hospitals.
This chapter also explores the opposite—what are the limits to personal religious agency within a
secular system. This too will be documented through both Canadian and USA lenses.

While chapter 4 documents how religious theology can be shaped to accommodate
changes in medicine, this chapter focuses on the secular understanding of whether and how to
accommodate religious moral agency. Healthcare accommodation is a two way street. While

hospitals must understand and accommodate certain religious principles, religious principles
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must also accommodate normative secular ethics. This chapter dissects the latter notion of that
statement. Can a rural Catholic Hospital adhere to all notions of religious moral agency when
faced with a possibly fatal condition? Likewise, can an ultra-Orthodox Jew reap the benefits of
organ donation without ‘giving back’ to the system, in keeping with his understanding of
individual moral agency?

3.A. Understanding Undue Hardship and Reasonable Accommodation in Canadian and
American Legal Contexts

This thesis using the scaffolding of legal and policy precedents to create an ethical
framework and definition for undue hardship. Thus, it is essential to fully comprehend the
definition of those terms in both Canadian and American legal contexts. However, this is not a
legal or policy analysis. Rather, this exploration serves to demonstrate how the legal definitions
of the terms are bereft of true, definable categorization. Thus, the emergence of an ethical

framework is so necessary in healthcare.

In Canada, human rights (the categorization of law that undue hardship and reasonable
accommodation fall under,) is governed by the Federal Charter of Rights of Freedoms. Each
province governs their own Human Rights Commission. For ease, this chapter will consult the

Ontario Human Rights Commission for definitions.

Legally, organizations have “...a duty to accommodate to the point of undue
hardship....”2% Reasonable accommodation is defined as: “something done to accommodate a
disabled person that does not jeopardize safety or pose an undue hardship for the party (as an
employer or landlord) doing it also; something done to accommodate a religious need that

does not create undue hardship for an employer”?7°
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There are only three considerations which can contribute to undue hardship in
accommodation: cost, outside sources of funding, health/safety requirements. There are no other
valid, legal concerns which can be considered in a place of employment. The burden of proof of
undue hardship rests on the organization, not the individual. It must be quantifiable via evidence
which may include expert opinion, financial statements, scientific data, etc. According to the
Supreme Court of Canada, cost of accommodation is further definable, to prevent organizations
from too easily claiming hardship. Costs can only be considered undue hardship is they are:
“...quantifiable, related [directly] to the accommodation and; so substantial that it would alter the
nature and/or substantially affect the viability of the enterprise.” 2! Outside sources of funding
must be sought out by the employee to assist with the cost of accommodation (when
applicable/available.) Further, health and safety concerns are further detailed to truly consider
risk assessment in deciding whether waiving a health/safety requirement to provide an
accommodation is reasonable. Notably, if waived, would this pose a risk to others? Would this
risk be tolerated by larger society? Risk management and assessment are unique to every case

and circumstance.

Whereas the Canadian Charter of Rights and Freedoms encapsulates religious
accommodation under the same legal umbrella aforementioned, America lacks such detailed
Charter. Instead, Title VII of the Civil Rights Act of 1964 protects discrimination against religion
in employment situations. The wording of Title VII is exposited differently than the Canadian
Charter and undue hardship is less detailed and carefully delineated. Indeed, an employee is
allowed to refuse to accommodate a religious belief if it would imposed undue hardship. In
America, undue hardship is defined as ‘more than minimal’ and examples of that are”...

violating seniority system, causing a lack of staffing, jeopardizing security or health,
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costing...more than the minimal amount.” The U.S. Equal Employment Opportunity
Commission advises that each accommodation be considered on a case by case bases.?’> The US
Department of Health and Human Services has further legislation guiding healthcare vis-a-vis a
“Protecting Statutory Rights in Health Care Rule” This is a new rule, scheduled for Fall 2019 but
has been delayed. If successful, it would assist in protecting those healthcare workers who
conscientiously object to participating in certain services/procedures due to their religious
beliefs.?”3 This procedures include, but are not limited to, abortion, sterilization, and assisted
suicide. The legalisation proffers its own characterizations of reasonable accommodation and
undue hardship. Accordingly, an accommodation is one that “e/iminates conflict ...rather than
reduce the conflict.” Their undue hardship definition goes beyond the Canadian definition, to
include: whether other employees will be overburdened and the number of employees who
request the same accommodation. Much like the Canadian Charter, the Rule indicates that cases

be mitigated on a case by case basis.

Whereas Canada and the United States of America have ample legislation concerning
reasonable accommodation and undue hardship, there are significant chasms in the case law and
legal literature. The law supports individuals going against an institution. There is no such
legislation protecting an institution (i.e., a Catholic or Jewish healthcare institution) pressing
their own religion on non-practicing patients. Further still, while undue hardship has been visited
time and again in Canadian courts, judges and even hospital policy-makers are hesitant to draft
formal guidelines that are unique to healthcare. That is, whereas an accommodation can be
acceptable within a workplace environment (as both Laws currently indicate) healthcare is a
completely deviant environment. The rules of healthcare cannot be found in other workplaces.

Medical technology progresses quickly. Decisions need to be made equally quickly. Resources
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require equitable allocation. Unlike employment or educational/disability law, patients are not
necessarily procedural. Each circumstance and pathology is unique. As such, perhaps the silent
Courts are correct. The Law is not an appropriate avenue by which to proscribe religious
accommodation within healthcare. Ethics, with its direct immersion in the realms of law, policy,
philosophy, theology and medicine is best equipped to create such parameters. Thus, it is
essential to explore what can be properly and ethically identified as undue hardship in both
individuals and institutions. It is easiest to being with the individual patient within a secular

hospital setting.

3.A.i. Individual Moral Agency and Undue Hardship

Religion’s importance in life and medical decision making cannot be underestimated. A
religious patient may find it difficult to render a medical decision completely divorced from his
religion. A religious patient consults leaders and teachers in his religious tradition to guide his
decision-making process. This begins a complex dialogue between an often centuries old
tradition as it encounters modernity. Religious hospitals are built around the same parameters to
offer best care and best religious comfort to patients. Roman Catholicism has a long history in
North America. As a matter of religious practice, healing the sick is an ethical imperative.?7*
Families were living in cramped quarters, and placing very ill patients in a hospitals’ care
allowed for the continuation of daily living by well family members.?’> Many of these hospices
were Roman Catholic. Catholic hospitals maintain a moral culture which all staff must follow.
Following Catholic thought is the moral imperative; the rock upon which the hospital is built.?7¢

Jewish hospitals have a long history in North America as well. Traditionally, these

hospitals were built out of need as Jewish residents were not permitted to have post-graduate

70



education in Christian hospitals.?”” Since most fundraising was accomplished by Jewish mothers
for their doctor-sons, Jewish hospitals were specialized maternity centers. 2’® Dietary laws were
observed and rabbis took chaplaincy roles. In contrast to Catholic hospitals, Jewish Law
(halakha) was not foundational within hospital walls. Thus, to provide apposite analysis, Israeli
hospitals are considered in this particular chapter. In Israel, the Health Ministry is governed by
halakha (literally, meaning ‘the path’; Hebrew term that means Judaic Religious Law).” 27°
Subsequently, Jewish Law is followed in all matters. While both religious traditions enjoy a long
history in healthcare, religious-based medical decisions may prove dangerous. Indeed, by
promoting a religious moral culture, medical care may be compromised. The Israeli methodology
has been creative: they have created committees, machinery and even monetary incentives to
mediate the Law and medicine. While Scripture determines Catholic teachings, final authority
rests with the Vatican.?8°

However, the crux of this chapter concerns itself with consideration of ‘undue hardship’
and patient safety. Indeed, while the right to religious freedom is sacrosanct, it may compromise
best medical judgement. Law and hospital policy are hesitant to define ‘undue hardship.’
Perhaps then, it is time for ethics to shape a definition. This thesis attempts to do solely that; to
create an ethical definition and application of undue hardship. Indeed, rigidity in religious
doctrines applying to healthcare may be risking patient care. It is thus essential to explore the
concepts that surround typical undue hardship applications.

Moral agency and moral culture in healthcare settings often betray tension. While moral
agency can determine individualized actions, the moral culture of a hospital may be juxtaposed.
In financially strained healthcare system, ethical tensions can detract from patient care. Conflict

between an individual’s moral agency and an institution’s moral culture can undermine an
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organization’s mission. Further, a moral agency of a healthcare provider is shifted into what is
considered a ‘greater’ moral culture. Rather than enforcing moral minimums, the Hospital
attempts to create collective moral ground.?8! There are conflicts however when moral agency
and moral culture juxtapose each other at the beginning of life, the end of life, and organ
donation. In a secular healthcare setting, a religious patient’s moral agency may compromise
what physicians consider best care. Thus, it is interesting to see how hospitals design their
medical interventions to conform with religious principles.

The core of this chapter is concerned with the concept of undue hardship, specifically in
the context of religious moral culture. Undue hardship is a companion of what is legally called
‘reasonable accommodation.” Undue hardship can be presented when reasonable accommodation
cannot be provided. In most cases brought before the Courts, ‘reasonable accommodation’ is
generally assumed to be the medical institution accommodating the religious patient. This
chapter purports to flip the onus of accommodation. Thus, the question becomes whether and
how the non-religious patient is accommodated within a religious hospital. This is a far more
nuanced query, particularly in Catholic settings when certain medical interventions are
prohibited. By using an ethical framework, this chapter hopes to establish a more precise
definition for undue hardship. Such a definition would better serve the medical world when
nuance is important. A (working) ethical definition of undue hardship is defined thusly:

Utilizing the previously described notions of hardship within the confines of human
rights Law, this thesis’s purported definition of undue hardship is understood to be withholding
or refusing any procedure which would be considered ‘best medical practice’ and/or ‘standard of
care.” This is exhibited in two distinct fashions. First, within a religious healthcare institution,

(such as a rural Catholic hospital), such a religious healthcare institution must morally cooperate
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with societal values as dictated by secular policies and aforementioned best standards of care,
especially in life-limiting circumstances; and/or, if there is not enough time to find a secular
healthcare institution. As such, refusal of care, or limited care when full treatment is medically
obligated, would be judged as unethical. Failure to provide adequate medical care is a broader
moral concern in which complicity is unethical. Secondly, when an individual patient requests
care which is over and above the standard of care, it too may be denied due to undue hardship. In
this case, again, societal values and secular policies dictate that standard of care. Where a patient
and/or their family is entitled to garner a second opinion, resource allocation and equity
protocols demand adherence to definable best medical practice.

3.A.ii Religious and Personal Ethics

In a religious hospital, the tension between moral agency and moral culture is a
permanent undercurrent. Religion is a binding community with individual moral codes.?%?
Religious directives and legislations obviates individual moral agency by dictating new universal
norms in the realms of both moral agency and culture to staff. This compels both organizational
and ethical changes.?® How institutions confront the challenges presented by moral choices
unique to their religious belief becomes philosophically interesting in healthcare. Indeed, all staff
(consciously) and all patients (perhaps unconsciously,) shift individual moral agency to combine
with the moral culture. In healthcare, moral complicity can be irrevocably damaging.?** In a
religious hospital, a physician is a dual agent; representing ‘best medical practice’ alongside the
religious moral culture of his institution.?®> Under a religious healthcare lens, there are
difficulties surmounting the concepts of moral agency, moral complicity and moral cooperation.

Notably, there is a lack of literature that focuses on institutional and religious moral agency

specific to healthcare. Subsequently, the literature focuses exclusively on the challenges
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encountered by moral agency in religious healthcare settings. As such, queries of loyalty,
engagement and organizational structure are apparent. So too is the challenge of whether and
how moral complicity and cooperation can be terminal in a religious healthcare setting. Concerns
of moral complicity and moral cooperation clashing with personal ethics are most apparent with
Catholic healthcare, as illustrated in the infamous Phoenix case. Indeed, the circumstances
surrounding this case construct further demand for an ethical notion of undue hardship in
healthcare.

In 2009, a young woman was admitted to the St. Joseph Hospital and Medical Center in
Phoenix, Arizona due to pulmonary hypertension. She was advised by doctors to terminate the
pregnancy due to her ever-worsening condition. After some tests, it was understood she was in
far worse shape than previously indicated. Indeed, the physicians believed that both lives
(mother and fetus) were in jeopardy and would prove fatal if the pregnancy continued. The
patient agreed to the termination. However, since she was already so ill, she could not be
relocated to another (non Catholic) hospital. Thus, her case and how to proceed was sent to the
Ethics Committee who, under the Ethical and Religious Directives, noted that an abortion may
not be performed, even in this circumstance according to Directive 45. However, Directive 47
allows ‘indirect abortions’ if the intent is not to abort the fetus, but to save the mother.
Subsequently, Sister McBride of the Ethics Committee sanctioned the life-saving abortion.
Somehow, the Bishop heard about the case and deemed the procedure enough to excommunicate
the Sister and the Hospital from Catholicism.?*® Naturally, Catholic commentary (and the
secular ethics world) debated the morality of each angle of the case: from the actions of the

Committee, to the physicians, even the Bishop.
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From the Phoenix case, there is indisputably a foundational concern of patient safety
within religious hospitals. Physicians who deem abortions medically necessary are denied the
right to perform them, due to the Catholic Directives.?®” Some physicians who find themselves
medically opposing the Directives in certain cases ultimately resign from the Catholic healthcare
system.?® Arguably, whereas patients may refuse treatment due to religious beliefs, medical
professions cannot have medical appropriateness stymied due to religious beliefs. In a large city,
a patient may be able to find another provider, even in an emergency. However, Catholic
hospitals purposefully serve underinsured and the poor. These two components obviously clash.
Catholic healthcare institutions have a right to showcase their religious identity.?®” Yet when this
identity compromises patient safety, it deserves to be reassessed. The issue of patient safety
surpasses even conscientious objection. According to a recent study, physicians at some Catholic
hospitals had difficulty managing ectopic pregnancies as per best medical practice.?*° Catholic
ethicists advise treatment without taking ‘direct’ action towards the embryo. According to the
study, these patients lacked full choice of options and were exposed to unnecessary risk.?!

3 B. Organization Moral Agency and Undue Hardship

This chapter seeks to appreciate the secular understanding of undue hardship as it
compares to a religious understanding. Indeed, most hospitals in North America happily boast a
multicultural clergy staff, kosher food option and in some facilities, prayer spaces.??
Anecdotally, some hospitals are happy to provide same-gender physicians when possible,
alongside more modest hospital gowns.?>3> Most healthcare institutions allude to cultural
competency being an integral part in medical care. The literature indicates a further importance
for enabling spiritual or religious accommodation in hospital. By all accounts, secular medicine

appreciates the importance of religion within their patients’ lives. However, cases of undue
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hardship and accommodation are mainly brought to bear when patients feel their medical care is
compromised and their religious concerns unheeded.?* Often these are end-of-life cases or
involving paediatric patients.?*> For a secular hospital, the ethical definition of undue hardship
rests on providing the best standard of medical care.

3.B. i: Institutional Moral Agency and Faith

The moral agency of a religious hospital is part and parcel of its moral culture. To wit,
what the institution deems to be ‘moral’ is a fundamental component of identity.?*® Thus, there is
an ethical contention at the outset. Moral agency is understood individually.?®” However, a
religious hospital governs individuals towards one moral, religious culture. As such, the moral
obligations of an individual are swallowed by the moral obligations of the institution.?*® As this
chapter will later develop, religious understandings of morality may also threaten patient safety.
In religious healthcare, the religious moral culture is arguably the largest stakeholder in decision
making. Traditionally, a stakeholder would have a multiplicity of loyalties and must balance
each in turn. The religious hospital has a singular loyalty that individuals must subscribe to. A
healthcare professional has further ethical guidelines, outside of religion, developed through a
distinct Code of Conduct. While these Codes are often parallel in ethical instruction, it can
sometimes create tension among stakeholders.?*® Hence, for stakeholders, moral culture trumps
moral agency. Ordinarily, stakeholders are concerned with the business of healthcare and
economic goals of the hospital 3% Assigning religion as the fundamental stakeholder forces
complicity or cooperation with religious moral agency.

Moral complicity is often predicated by dissenting views on intention/intentionality.3%! It
is a harbinger of concern when it affects what is considered best medical practice. Physicians are

ethically permitted to withdraw themselves under the premise of conscientious objection. 02
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However, in a religious healthcare setting, this may not be possible. It is understood that certain
hospitals hold certain moral values. Layers of ethical complexity are thus added. Religious

healthcare institutions strive to create moral communities.>%

Developing this moral community
perhaps eases fears of moral complicity. Indeed, religious morality is under the guidance of God.
Hence, by aligning one’s moral agency with the community, complicity is religiously and
morally prescribed. God as a “...unifying maypole” is an anthropological concept.’™ Yet, it is a
suitable concept for this discussion. A physician has two masters: the institution and a
professional Code of Conduct.3* Religious moral complicity may even provide a guise of safety.
To wit, medicine is ethically complex. Certain medical controversies have agreed-upon
outcomes in religious healthcare settings.3% Thus, moral complicity is moreover permissible,
since it can be dismissed as hospital policy.

Indeed, the ethical complexity of medicine is sharply definable through abortion.
Through a secular ethical assessment, abortions are medical interventions. Within a Catholic
ethics assessment, however, abortion proves more complicated as most abortions are viewed as
evil acts, under the Religious and Ethical Directives within the United States. While the
Catholic ethical approach towards abortions is famous, it, interestingly, is not well known to all.
In particular, patients who may not be Catholic (but seek care within a Catholic hospital,) may
not know that the hospital will nonetheless apply the Directives towards them as well. is an
interesting schism which may require clarification in the future. As illustrated in a 2020
empirical study women who received reproductive care at Catholic hospitals were not aware of
all the restrictions a Catholic hospital would impart, particularly if they themselves were not of

the faith. They wished that they had requested more transparency and/or that these policies were

clearly outlined either on the Hospital website or else, orally dispensed while checking into the
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Hospital itself. The women surveyed responded that had they been aware of all the religious
restrictions, they would have sought care elsewhere. They did, however, state respect for the
Catholic hospital’s religious rights, they just wished, as non-Catholics, for greater transparency.
This need for transparency and the Catholic Directives towards a fetus’s life is an ever pressing
concern, especially for Americans who may only be near a Catholic Hospital®’” As 0f 2016, 46
Catholic hospitals were deemed “sole providers” for a community. This is defined as another,
non-religious institution being 35 miles away or greater. **® Thus, while the Catholic healthcare
institution is entitled to its moral agency and faith, how this impacts the average patient seeking
healthcare, especially in a rural area, remains a problem requiring a solution.

As a further indicator of non-compliance with the Catholic Directives, is the exploration
of conscience objections. These objections do exist in Canada, however conscience objections
draw more attention in the States. In Canada, while a physician/nurse may certainly object ro
abortions or assisted death, tthey are also provincially mandated to cooperate in locating the
services for their patient. A patient cannot be ‘abandoned’.?% As discussed elsewhere in this
dissertation, Canadian Catholic hospitals are federally/provincially funded which mitigates how
the ERDs are carried out. Further, the Supreme Court of Canada stipulated in a 2015 ruling that
the Canadian federal government has one year to legislate physician assisted death in the
country. The original frameworks for physician assisted death (currently called ‘medical
assistance in dying’” or MAID,) stipulated that a// hospitals that receive government funding are
duty-bound to either provide these services, or otherwise cooperate to ensure a patient receives
the service. While the Catholic Health Sponsors of Canada released a statement vehemently
disagreeing with the Supreme Court’s decision, as of the writing of this dissertation, the issue has

yet to be finalized.>'® As a result, this dissertation will consider American-based conscience
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objections and conscience clauses. Additionally, this is due to the uniquely rural American
Catholic hospital,. In the United States, conscience clauses were enacted in 1973 by Senator
Frank Church which protected healthcare workers from directly being involved in performing
abortions and sterilizations. According to the most recent data, as of 2008, 46 states (and D.C.)
have similar clauses.®'! The ability to withdraw from services that makes a clinician morally (or
religiously,) uncomfortable cannot be ignored in this discussion. This is particularly important
since Catholic Hospitals, via their Directives, can and do refuse to offer certain procedures.
While the issue of abortion is arguably foundation to Catholic institutions within
America, Jewish medical ethics has similar, ethical viewpoints with the end of life, particularly
life support machines. The innovation towards this issue of moral agency occurs in Israel, Israeli
hospitals answer to two authorities: the Israeli Health Ministry and rabbinical authority. Israel’s
Ministry works in tandem with Jewish Law. In that sense, even a more ‘secular’ Israeli hospital
offers only religiously ordinated care.. These scenarios also demonstrate the relationship between
institutional moral agency and faith. Judaism places the dying person in a sui generis
classification replete with unique ordinances. These all have immediate application once a
patient is defined as a goses, one who is not expected to recover from their illness and who will
die in three day’s time.3!> The concept of goses will be discussed in greater detail in chapter 4.
Indeed, these legal-religious categories are distinct and impose halakhic considerations upon
people who encounter either the dying or the dead. However, modern medicine has disrupted the
statuses Judaism has depended upon for millennia, often creating tensions between medicine and
Halakha. According to the Talmud, saving a life trumps everything.3'® This is Halakha and
uncontested. Judaism simply strives to give every patient a chance at life; indeed, most rabbis

would caution even against hydration and nutrition tube removal.*'* Hydration and nutrition are
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considered a basic human need, and should not be removed from a futile patient, exceptional
cases aside.3!

In an attempt to mediate the aforementioned tradition with the modern understanding of
brain death, Israel has created a prototype of a life support machine.?'® The development of that
prototype stems from the fact that palliative care is not a recognized field within Israeli
medicine.*'” Perhaps this stems from traditional Judaism. Traditionally, one is in the legal-status
of being either living or dead. When a Jewish patient nears the end of their life, they are in a
Jewish legal state known as goses (someone who is ‘actively dying’) 3!8A goses is not permitted
to have their death hastened in any way; thus, questioning whether and how pain management
hastens death becomes important. Further, nothing can act as a “hindrance’ while a goses is
dying as any interference may prevent death’s onset. Whereas Jewish law, unlike its Catholic
counterpart, does not explicitly comment on ‘intention’ of an act, it is, nonetheless an inherent
consideration throughout the various Rabbinic responsa (religious answers to queries posed by
laypeople and Rabbis alike).

It is concerning that despite constant wars, terrorism and an aging Holocaust survivor
population, there is no recognition of palliative care in Israel. Thus, this new machine is
religiously motivated to solve a modern dilemma. The concept is simple. Modeled on
hemodialysis, a life support machine would not be continuous but rather, cyclical.?'® Traditional
life support machines run on a continuous cycle and need to be shut off manually. A cyclical
machine, or one that cycles off naturally, such as a hemodialysis machine, alleviates this issue.
For Judaism, it is forbidden to stop treatment once it has been started. However ,with a cyclical
machine, treatment would stop independently. Thus, the family is not transgressing Judaism and

the laws of goses and a medically futile patient is permitted to die via the cyclical machine
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simply running to the end of the cycle and not being permitted to be restarted. Eventually, all
Israeli respirators will follow this model.?° Since this machine is still a prototype, the ethical
ramifications have yet to be determined. However it is a novel approach towards conciliation of
medical realities. Previous rabbinical authorities have instituted that futile ventilation treatment
should be discontinued.3?! Yet these rulings are less popular in vitalist Israel.

The next section will take two controversial cases that demonstrate two distinct instances
of undue hardship at both the individual and the institutional level. The first considers organ
donation and the second considers abortion in far greater detail. Through this detailed
exploration, the scaffolding offered above, of moral complicity, moral agency and faith will be
fully realized in genuine clinical scenarios.

3.b.ii Case Study: Undue Hardship and Organ Donation

Judaism and Catholicism stand on the religious obligations towards charity, justice and
saving lives. In America and Canada, there is an ‘opt in’ system to become an organ donor. Most
organs are gleaned from patients on life support; heart death patients are assessed for cornea and
tissue donation.3?? It is well known that there is a lack of organ donors globally. Thus, it would
be the ultimate good deed for a Jewish or Catholic person to donate their organs. For the
purposes of this chapter, only post-mortem donation will be discussed, leaving aside issues of
inter-vivos donations.

Prior to discussing Judaic approaches towards organ donation, it is imperative to
understand the general structure of Jewish halakhic decision making. Jewish ethical thought
stems from precedents and anecdotes found within both the Written and Oral Torah. Judaism is a
text-based tradition and is governed by legal- status. There is an absence of ultimate authority

within Judaism. Further, there is a difference in inference and interpretation of Law (= Halakha).
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Rather, Judaism utilizes rabbi-experts (poskim) who have a wealth of knowledge in the survey of
the Written and Oral Torah and specialize in medical ethics.*?? Yet, each scholar can choose how
to interpret the Law; oftentimes one Law is analyzed differently by several poskim, causing
intellectual disagreement. Judaism, due to its de-centralized leadership has several factions.
There are philosophical and religious differences between the opinions of Orthodox (traditional,)
Conservative and Reform poskim.3?* Conservative and Reform Judaism, in contrast to
Orthodoxy, often incorporate societal, policy, or legal issues into their ethical decisions. When
discussing halakhic issues in bioethics, this dissertation will base its arguments on the
mainstream Orthodox scholarship. This is purposeful. The Orthodox community uses the same
hermeneutical methodology as the Talmud dictates. For Conservative and Reform Jews, halakha
is generally more permissive and aligned with more ‘secular’ ethics ideals. More often the not,
Orthodox Jews request rabbinical counsel and only consider their religious decisions/guidance
normative.

Judaism presents a problematic approach towards organ donations. According to the
Talmud, deriving benefit from the dead, or mutilating the dead is strictly forbidden. Further
complicating the situation is Judaism’s traditional lack of acceptance of brain death. However,
recent rabbinical authorities have supported organ donation. These authorities base their decision
making on the Torah-based principles of pikuah nefesh and loving thy neighbor. 32 In North
America, most Orthodox Jews are ‘living donors’ due to halakhic considerations.*?® Living
donors means donations that can be taken from a recipient while they are still alive. The most
common are liver and kidney. Donating these organs fulfils the Torah-based principles
mentioned above. Outside of these living donations, Israel ranks as among the lowest in organ

donation, possibly due to the ultra-Orthodox community. Generally, Catholic teachings, through
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the Pope, capitalize on the altruistic nature of organ donation. Catholicism does permit organ
donation, however with understood ethical barriers. Issues of autonomy and consent are at the
forefront of Catholic ethical reasoning. However, Catholic thought establishes limits within
virtuosity. These include mistaken diagnosis of death; a prohibition surrounding removing vital
organs from the living and; a fear of progressing towards removing organs from severely
disabled persons.*?” Judaism and Catholicism share trepidation surrounding a brain-death
diagnosis, which is imperative for heart donation.??® The Vatican affirmed brain death to be
permitted within Catholicism; Judaism recognizes brain death however certain communities do
not.>?° There are concerns regarding issues of market morality: specifically for Jewish hospitals
transplanting vital organs. There is a further issue of scarcity. While saving a life is sacred, there
is a scarcity of donors. Some Israeli hospitals are mitigating the lack of donors. While Catholic
hospitals encourage donation, donations after cardiac death are prohibited by the Church.3*° How
each religious tradition chooses to use the organ donation market is telling of their overall moral
culture.

In the healthcare market, there is an emphatic need to balance accommodation while
considering the reality of scarcity. This is magnified in the time sensitive and emotionally
wrought process of organ donation. To wit, organ donation demand is high; supply is low.33!
While some hospitals or even countries are considering a pay-for-donation scheme, most
healthcare institutions rely on altruism.3? The complexities of scarcity in the market are only
heightened with religious patients. Religious patients complicate matters at both the donor and
recipient level in a secular hospital. Regardless, the hospital is obligated to accommodate
someone’s religious beliefs until the point of undue hardship. There are two complications

towards organ donation and religious accommodations within secular hospitals. The first
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obstacle towards organ donation lies around brain death. This impediment is common to both
secular and religious hospitals. Most religious traditions have some concerns regarding brain
death.3¥ At the donor level, patients from several religious traditions struggle with
understanding brain death. Some factions of Judaism will not allow for certain organs (lungs,
heart) to be harvested.3** There are, however, nuances within Judaism when it comes to
accepting donations from non-humans. Importantly, there is a generalized misunderstanding
about Orthodox Jews being unwilling to accept heart valves from pigs or organs from non-Jews.
This is undisputedly incorrect. The concept of pikuach nefesh supersedes; as does written
commentary from modern rabbinical decisors.3* Judaism has a famous, overarching principle of
‘pikuach nefesh’ which literally translates into saving a life. It can also be translated as guarding
a life. Traditionally, all other Judaic tenants may be pushed aside in favour of saving a life.
Judaism’s omnipresent determination to ‘guard a life’ governs its ethical decisions, even to the
detriment of quality of life, which shall be explored later in this dissertation.

Certain states (such as New York with a large Orthodox Jewish demography) disallow
removal of life support mechanisms due to religious or ethical concerns.33¢ Under the law, a New
York hospital must notify a family that a determination of neurological death is imminent.
Should a family wish to voice a concern, the hospital is obliged to accommodate them.
Nonetheless, if there are limits to accommodation, the state is certainly not clear.3*” As a result,
individual hospitals have crafted a *24 hour’ policy by which religious or ethical objections must
be ‘resolved.” While the Chief Rabbi of Israel confirmed the reality of brain death and its
accordance to Jewish Law in 1988, a minority of observant Jews may yet doubt neurological
death, prolonging treatment needlessly. Further, insurance companies will not pay for patients

who are declared brain dead, regardless of religious or ethical objections. 3%
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The second obstacle is perhaps more immediate than the first. There are a lack of donors
for essential organs like heart and lungs. For Orthodox Jews, much of the reasoning stems from
theological and textual logic. At the risk of over-simplifying, this chapter will avoid a theological
textual approach. Rather, this chapter shall focus on the reasons that may be presented to
clinicians in a secular setting. The clinician may meet a two-fold problem. For some, removing
organs from a brain-dead patient is akin to ‘murder’.**® Secondly, there is Biblical precedent for
a Jew to be buried ‘whole.” Indeed, even amputated limbs are to be buried alongside the
corpse.®*" As a result, organs may only be harvested if there is a guarantee they will be donated
to a person rather than utilized for medical research purposes.**! For Catholics, organ donation is
an altruistic act that is encouraged. However, the Vatican too has wrestled with the concept of
brain death. Organ donation after cardiac death is not supported by the Vatican. ** Pope
Benedict X VI stated that vital organ donation is a genuine demonstration of charity. Unlike
Judaism, the Pope’s statement allows for organs to be donated to science, so long as it is
harvested respectfully.?** The Church is cautious towards overstating brain death to harvest more
organs. These concerns are equally pertinent in religiously-centered healthcare settings. Israeli
hospitals attempt to set up new systems that encourage pre-dedicated donation. Catholic
hospitals ensure that while organ donation is encouraged, organs are not harvested from patients
still considered alive, such as PVS patients. 344

Israeli Hospitals are taking a more policy-based approach when it comes to organ
donation. Rather than focusing on specific religious issues, the government has opted to
maximize the local organ market. The Israeli organ market is particularly unbalanced. While
Orthodox Israelis often do not donate organs, they are willing recipients of organs.

Consequentially, Israeli hospitals must acquire organs from around the globe, at great financial
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cost. 3+ Although some Orthodox Jews are willing to donate organs while living, very few
would after death. 3¢ Perhaps this is due to a general lack of education and confusion (even
within Orthodoxy itself) surrounding the permissibility of post mortem donation. To mitigate
this, Israel enacted the Organ Transplantation Law in 2008.347 Israeli Parliament too, has a
foundation in both secular and Judaic Law, rendering policies that arguably, are acceptable even
to the Orthodox community.

The primary concern with donations rests again on the concept of goses. Succinctly, a
goses 1s a term given to someone who is actively dying. A more thorough elucidation of this term
will be done in the next chapter. Shortening a goses " life is murder within Judaism. To prevent
this, someone caring for a goses is not permitted even to touch a goses. The Talmud bluntly
illustrates this by terming the person who closes a goses’ eyes as he is dying as a murderer.34
Modern Talmud scholars have attempted to re-interpret goses towards 215 century bioethical
concerns.** While a goses is traditionally dead within “three days time”, this timeframe is
refuted in other notable texts.?>® Rabbi Feinstein rules that if there is no longer an ability to cure
a patient (and only the ability to extend his life for a short while), the physician may not treat the
patient.®>! Potentially, a goses can be classified thus as soon as palliative treatment commences.
In so doing, perhaps more Jewish organs may be procured. Significantly, there is no academic
literature on the importance of pikuach nefesh on Jewish bioethical discourse. According to the
Talmud, saving a life trumps everything.33? The Israeli government is thus caught betwixt and
between. Halakhic protections of goses are strong; the lack of donations stronger still. Assuming
the halakhic life support machine comes to fruition, the framework of pikuach nefesh may be

enough. Until then however, the Ministry took a different approach.
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To encourage post-mortem donation, the Health Ministry will shoulder the patient’s
burial costs post-donation. There are further provisions for monetary reward for the family
(although not yet enacted upon.)*>* Finally, those who sign a donor card are placed on a priority
list should they—or an immediate relative—require an organ. This is a non-medical triage
component that has obvious ethical ramifications.?>* Finally, patients can choose to become
‘designated donors’ and can choose specific people if they are in need, or even specific ethnic or
religious groups. Generally, Israeli citizens are welcoming towards the concept. They are more
willing to give if they are more likely to receive.?>> Theologically, allowing donors to designate
the use of their organs mitigates the previous issue of using the organ(s) immediately. Further,
Orthodox Jews need not be concerned about their organs being used for research. Recent studies
show an increase in signed donor cards in Israel, which theoretically strengthens the local organ
market.3*® However, there are obvious ethical concerns. The State of Israel is already
dichotomous There are fears that designated donation will increase this social-cultural enmity. 3>’

More importantly, Israel is attempting to radically shift its organ market. The changes are
an attempt to personalize organ donation. Indeed, a citizen can choose to designate to save his
own family member; rather than altruistic donation to a stranger. It shifts the market to the
consumer, offering incentives and “power” to those who “opt-into” the system.3>® Yet, this
consumer-driven approach is disconcerting with traditional Jewish values. Putting aside the
titular notion of pikuach nefesh, another foundational value is tzedakah. Tzedakah is incorrectly
translated as charity; a more accurate translation is justice. It should be given freely and is an
obligation for all Jews. Organ donation is considered the penultimate in tzedakah and a

wonderful mitzvah (deeds of loving-kindness.)*>® While helping family is commendable,

arguably the tzedakah of offering an organ is tarnished. Indeed, those who agree to become
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donors are given priority as recipients. There are no parameters outlined for system failures: if
the person’s organs are not suitable for donation, if there is a more ill candidate on the list who is
not a donor, how much import does signing a card give a future recipient. While these new
policies solve the issue of market scarcity, it creates far greater ethical ones.

In almost stark contrast to the Israeli organ donation market, Catholic values are at the
forefront of organ donation decisions. The foundational Directives of forgoing treatment and
allowing a patient to die of underlying pathology seamlessly allows for organ donation.3°
Indeed, the Catholic values of caring, loving your neighbor and altruism are aligned with organ
donation.?¢! The ‘gift of life’ is referred to positively within Catholic hospitals.3¢? This contrasts
with Israel’s shift towards a consumer-driven market. Catholicism relies on its own religious
values to drive support, and ultimately ‘buy in’ for organ donation. This is essential a Catholic

value-dimension approach to healthcare. 363

Catholic theology finds value in quality of life, hence
the acceptance towards forgoing treatment. Catholic theology further lends values to death,
portraying it as a natural progression ordained by God. In this value-dimension approach,
Catholic theology allows death to be acceptable, welcome and even a gift vis-a-vis organ
donation. Organ donation both accepts that death is a natural, biological function and enables
others to benefit.3%

These value-decisions also prevent organ harvesting from candidates who are not
considered ‘morally dead’ in Catholicism. Organs cannot be requisitioned from PVS patients. 36
According to medical understanding, and mirrored by the Church, PVS patients are not brain
dead. Their brain stem functions although higher order brain function has ceased. Even without

mechanical ventilation, these patients will breathe.3%¢ Catholicism cannot accept organ

procurement until all brain function has ceased.**” Even a shortage of organs cannot undermine
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Catholic values. Further, Catholic values of love, respect and compassion administer the act of
transplant itself.3%8

Another interesting religious/medicine clash lies in the concept of abortion.
Understandably, comprehending abortion through a religious lens reveals complexities which are
potentially absent within a secular context.

3.B.iii Case Study: Undue Hardship and Abortion

Whereas abortion is allowable within Judaic law, a religious and medical committee
nonetheless supervises it in Israel.3* Each hospital offers abortions and a committee devoted to
evaluation abortion requests. The ‘abortion committee’ of Israeli hospitals consists of five
people. It is staffed by medical professionals in women’s health, neonatology and genetics
alongside a senior social worker. The staffing of a committee depends on the type of abortion
being considered: an early abortion or a ‘high-level” committee which can mean either a
significant fetal defect or a late abortion request. Abortion was legalized in Israel in 1977.37° The
Israeli Abortion Law has four categories that permit abortions. These categorizations are based
on careful analysis and interpretation of Talmudic source-texts. Upon close analysis, all four
categories place the desires of the mother tantamount to the fetus. These include social-familial
and mental health components. The categories of women permitted to request an abortion are:
woman under 17 and over 40; pregnancy from a crime, incest or outside marriage; significant
physical/mental defect in the fetus and; the pregnancy risks the mother’s life/mental health/or
cause physical damage.3”!

The third and fourth categories of the Law may be purposefully vague. A lack of

definition allows for the committee to consider the individual circumstances of each woman.

Indeed, the abortion committee, and Jewish law places impetus on the mother. The physicians’
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value a patient’s autonomy over and above the fetus.3’? Childbirth is life threatening. Thus, the
Law does not oblige her to take risky ventures.’”* Judaism further considers socio-emotional
issues that may arise due to a pregnancy. While Judaism does not encourage abortion, it is a
viable option, especially for the health of the mother. While the fetus does have value its value is
lesser than the mother’s.3’* The abortion committees have further concerns for the quality of life
of the fetus, especially if it is not initially wanted.*”> The committee serves perhaps as a marker
of religious decision-making. Whereas abortions are permitted, they are not done ‘at will.’
Judaism still protects the sanctity of life. There is a lack of literature indicating conflict of moral
agency regarding abortions in Judaism. This may further the justification for both the Abortion
Law and the committee. Whereas all religious hospitals refer patients to the committee, not all
abortions are permitted.3’® In so doing, Israel has attempted to create a balance between maternal
autonomy and protection of life. Statistics indicate that 98-99% of all requests were honoured by
the committees. 92-97% of late term abortions were approved as well. In Israel, late term
abortions (literally, at any stage of pregnancy,) are legal.>”” Most committee members view the
ambiguity of the parameters governing abortion as positive, since it allows them to evaluate the
family or requester more holistically. However, despite the permissiveness of the committees,
the allowances they make do not come lightly. Indeed, there is significant evidence of wrestling
with a woman’s autonomy and when a fetus has a value. Some committee members are
uncomfortable with later term abortions (30 weeks onward) due to the viability of the fetus.
However, for a late term abortion to be granted, significant genetic concerns are normally
present.3”8 Perhaps this is indicative to Judaism’s overall protection of life. Abortions are thus

carefully considered within the limits of the law.
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On the other hand, Catholicism’s famous stance on abortion may cause strife in moral
agency. Anecdotes refer to non-Catholic physicians working in Catholic hospitals who are
unsure about whether they can refer a patient to safe place to have an abortion.>” While religious
physicians must refer a patient in a timely manner, physicians working in a Catholic hospital are
barred from doing s0.3%° The Ethical and Religious Directives prohibit a Catholic healthcare
institution to engage in ‘cooperation.” In Catholic theology, there are distinct categories of
cooperation that can be applied to abortion, which differ based on intention. The first is formal
cooperation, in which the ‘cooperator’ intends the activity. The second is considered material
cooperation, whereby the ‘cooperator’ does not intend the activity, but can be morally culpable.
Thus, with abortions, direct referrals are frowned upon, indirect referrals are commonplace.?8!
Although, for some Hospitals, even material cooperation is prohibited. Nonetheless, material
cooperation permits a Catholic hospital to be part of a larger, secular hospital system. For
Catholicism, the sanctity of an unborn life has no parallel. The fetus is respected as a whole
person, from the point of gestation.*? Thus, the burden of undue hardship is placed upon the
fetus, with the exception of particular Double Effect cases. Here, the fetus demands to be born
and only extreme circumstances will prevent this from occurring.

Some Catholic theologians wish to extend the allowance of abortions to mothers who
show mental or physical objection to carrying the fetus. Some fear the loss of autonomy,
specifically if the pregnancy was due to rape or otherwise unwanted.3#3 A chasm is exposed
perhaps when best medical practice is compromised by Catholicism’s abortion provision. To wit,
much ink was spilled over the controversial and previously discussed ‘Phoenix’ case. In this
case, a young patient with hypertension tried to avoid pregnancy.3®* She nonetheless became

pregnant. Over the course of her pregnancy her cardiovascular condition worsened. Her risk of
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mortality was high and the pregnancy was terminated to save the mother’s life.?%> Whether this
abortion was direct or indirect is contested throughout literature. According to Magill, there is
yet still no consensus on how to mitigate such a dilemma. Catholicism prevents direct abortion,
even to save the life of a mother since evil cannot be done so something good can result. Thus,
for Magill and other Catholic scholars, the question the Phoenix case presents is ethically and
theologically puzzling. Indeed, what maternal medical condition can permit indirect abortion?
This thesis, however, considers the greater question being whether and how best medical care
can be achieved within Catholic reproductive principles. The religious definition of undue
hardship is different from that secular or aforementioned legal manifestation of undue hardship.
From the Phoenix case and other cases like it, there is indisputably a foundational
concern of patient safety within religious hospitals. Indeed, religious tenants may in fact
jeopardize patient health and safety. However, these are ignored by patient safety literature and
require separate isolation and analysis. *%¢ Instead, patient safety books focus on the questions of
miscommunication, handoff errors and hierarchy within the healthcare setting.*®” Physicians who
deem abortions medically necessary are denied the right to perform them, due to the Catholic
Directives.3# Some physicians who find themselves medically opposing the Ethical and
Religious Directives in certain cases ultimately resign from the Catholic healthcare system.*%’
Arguably, whereas patients may refuse treatment due to religious beliefs, medical professions
cannot have medical appropriateness stymied due to religious beliefs. In a large city, a patient
may be able to find another provider, even in an emergency. However, Catholic hospitals
purposefully serve underinsured and the poor. These two components obviously clash. Catholic
healthcare institutions have a right to showcase their religious identity.**° Yet when this identity

compromises patient safety, it deserves to be reassessed. The issue of patient safety surpasses
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even conscientious objection. According to a recent study, physicians at some Catholic hospitals
had difficulty managing ectopic pregnancies as per best medical practice.*! Catholic ethicists
advise treatment without taking ‘direct’ action towards the embryo. That is, no medical
intervention can be undertaken which would require directly impacting the fetus®**2. According to
the study, patients suffering from ectopic pregnancies lacked full choice of options and exposed
to unnecessary risk.3%?

While the literature skims the issue, the ramifications of religious-based healthcare is
apparent. Whether and how religious accommodations can be enveloped into patient safety is the
crux of the issue. There are significant ethical concerns when a patient lacks choice and is
exposed to needless risk. Patients and providers’ moral agency conflicts may in fact jeopardize
best medical practice. Although the onus of ‘undue hardship’ is pressed upon the institution,
ethics and law should come together to suggest that there can be limits to religious
accommodation.

As previously discussed, Catholic healthcare finds moral cooperation (specifically for
this analysis, in abortion,) unethical. For a Catholic religious institution, facilitating medical
partnerships are deliberate to avoid misperceptions.3** For example, Catholic hospitals would be
careful to avoid partnering with agencies that offer abortions. This is known as “complicity in
evil.”3% As in moral agency, there are two duties in conflict: the (medical) obligation to refer a
patient and the institutions’ moral culture. A physician working in a religious institution cannot
“transcend” the moral obligations of the hospital.3* However, being unable to treat a patient as
an individual deems medically appropriate may cause moral distress and burnout. Further, it
could sever the trust relationship between the physician and the hospital. Thus, the novel

approach of “...cooperation despite disagreement” (CDD) may be undertaken.3*” This is an
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assumed contract commonly between institutions that allows for medical cooperation without
being supportive of each other’s moral culture.3® While this is an innovative solution, it does not
apply to the contents of this chapter. The “CDD” contract is not commonly utilized in Catholic
or Jewish hospitals. Many patients find comfort in religious traditions during a health crisis.
While secular hospitals accommodate religious traditions, clergy and doctrines, they are not
formally held to them. To wit, limitations on religious accommodations may be justified over
concerns of best medical care. Undue hardship is rarely clearly definable. However in a
healthcare setting, so long as the religious practice does not impede ‘proper’ medical care, it is
permitted.**® The limits of undue hardship may be set by various parameters including
geography, finances, executive or medical opinion and underlying pathology. Nonetheless, the
difficulty in demonstrating a hospital has suffered undue hardship creates complex ethical
cases.*® This is perhaps most apparent at the beginning of life. Adding another layer of
complexity is the reality of two concepts of undue hardship: a secular and a religious one. While
these can exist together, ultimately, one must triumph. A secular understanding of undue
hardship varies from the religious understanding of the term. This is truly the crux of the issue.
The concept of undue hardship carries through Judaism’s understanding of abortion.
Indeed, while Judaism values the sanctity of life, life is only defined at a certain timeframe
within pregnancy.’! Whereas Catholicism values the fetus’ life as equally as the mothers’,
Judaism takes the counterpoint. The health of the mother—indeed, what she would define as
undue hardship is tantamount.*?> While there are variations within this generality, even Jewish
hospitals and physicians would place the mother’s wishes above all else. Certainly, there are
flexibilities. Some observant physicians may seek other avenues such as counseling before

preforming an abortion.*?* Genetics and hereditary diseases have a tremendous influence on
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termination of pregnancy; so too does the Biblical precept to be “fruitful and multiply.” 4% One
concept seems paradoxical to the other. Nonetheless, Judaism recognizes birth as risk taking and
dangerous to the woman’s health.

Conversely, Catholic’s view on abortion is absolute. The fetus cannot be terminated, save
for rare circumstances of The Double Effect.*?> Whereas Judaism places the warrant of undue
hardship on the mother, Catholicism places it on the fetus. It is the fetus’ right to be born.*%
Catholic hospitals may not provide abortions to patients. Whereas some Catholic theologians
wish to consider the mental/physical health of the mother, they are a minority.*” This absolute
prohibition may contrast with undue hardship and a patient’s rights. A Catholic hospital can
arguably cite undue hardship for not offering abortions. Indeed, from a religious definition, the
gravity of the sin contains the hardship.

In determining an ethical framework of undue hardship, it is essential to consider, (as
Taylor, Veatch and Rawls contend,) the normative values of society. As chapter 2 demonstrated,
pure secularism is always underscored by a religious morality. Thus, to truly evaluate undue
hardship concerns within a religiously motivated medical decision, another comparison must be
considered. As recent developments in Canadian assisted death protocols have revealed, patients
and even physicians are uncomfortable with a doctor prescribing and giving the injection to help
a patient die. Many physicians cite moral tension with the act and as such, are obligated to refer
a patient to another physician who will perform the procedure. As Veatch contends, a physician
cannot serve two Codes of Ethics. Thus, when creating an adequate understanding of how to
ethically define undue hardship as it can apply to religion, it is essential to find a superior
comparison. Physicians occupy a unique role in society: they are public servants and

professionals and yet, have their own moral agencies. Secular society demands that a physician
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set aside personal ethics (and religious ethics) in favour of professional ethics and codes. If that
were the case, all physicians would perform abortions and assisted death procedures. How then
do physicians adequality morally comply with religiously concerning procedures? Those are
circumstances where medical knowledge and skill are needed for society’s good, or for a purpose
outside that of the patient in front of them. An excellent example is from an oral interview with
the physician who went alongside the Mossad mission to kidnap Adolf Eichmann to bring him to
stand trial in Jerusalem. In his interview, the physician emphasized his moral struggle with being
asked to come and sedate the man for the plane ride from Argentina to Israel. The sedation
would need to be carefully calibrated. He eventually agreed to come and utilize his knowledge
since he was worried what would happen without a trained physician. He was so troubled by his
moral complicity, his participation was only revealed many years after his retirement.*® This is
echoed in another example: that of physicians who treat victims of torture by American
governments. They set parameters for torture, arguing that without their cooperation, it would be
far worse. Physicians who serve in institutions like the military or prisons are dual agents. Much
as those who work in Catholic hospitals, these physicians are governed by a code of ethics that
may deviate from the direct goal of their professional training. 4®° A possible solution to this
complex problem is found within the penal system, offered by legendary ethicist Edmund
Pellegrino.

Pellegrino offers another, nuanced moral complicity. There are physicians who serve as
agents to the penal system and must dispense lethal medications to death-row prisoners. Some
physicians (and even religious members of society,) view that as cooperation with ‘killing’ and
against the Hippocratic Oath. However, some physicians opt to ‘cooperate’ for purposes of

beneficence: these physicians generally develop a rapport with the prisoners over consistent
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visitations. The relationship is built upon trust. They are skilled in calibrating injections and
administering them, ensuring a smoother, arguably more humane process. Consequently,
prisoners present more calmly for their lethal injection.*!° To other physicians, the injection is
merely technical and can be performed by anyone. They purport that medicine is for healing, not
killing.#!' They would refuse the assignment and refuse to comply. It is likely these physicians
would never even consider serving in a prison system to avoid these issues of moral tension.

Interestingly, to create an ethical, secular definition for undue hardship, terminology and
concepts from religious thought are truly helpful. Again, this merely strengthens the ideology
that secularism and public sphere politics cannot be fully divorced from theology. The Catholic
concept of moral distance (vis a vis moral cooperation) is remarkably obliging. The more
‘distant’ a morally reprehensible act is from the physician, the more or less he is directly
involved with the outcome. That is, is the physician directly responsible for implementing a
moral evil? The greater the distance from the intention, even if harmful, a physician’s role shifts
to a neutral position—one of a facilitator. *!> A physician has an obligation to society and the
greater public good, which is also a consideration. To wit, take again the example of a physician
who does death row injections. The ethics of society weigh heavily on the decision to cooperate.
A death row prisoner was judged by a jury of peers. Arguably, the physician is performing
community service when he cooperates with society and injects the prisoner safely and
competently.*'3 He is therefore not operating as a doctor but as a member of the public. Society’s
role must be considered in deciding cooperation standards within religious healthcare
institutions, insofar as it can be recognized (by society) as undue hardship.

Moral agency and moral culture in healthcare settings often betray tension. Indeed, in a

profession that values healing the sick, there is nonetheless great concern surrounding the
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business of healthcare. While moral agency can determine individualized actions, the moral
culture of a hospital may be juxtaposed. Conflict between an individual’s moral agency and an
institution’s moral culture can undermine an organization’s mission. Further, a moral agency of
a healthcare provider is shifted into what is considered a ‘greater’ moral culture. When in a
secular healthcare setting, a religious patient’s moral agency may compromise what physicians
consider best care. Thus, in a religious hospital, there are established moral values that govern
medical interventions. It is interesting to see how hospital’s design their medical interventions to
conform with religious principles.

The core of this chapter is concerned with the concept of undue hardship, specifically in
the context of religious moral culture. The concept of ‘reasonable accommodation’ is generally
assumed to be the medical institution accommodating the religious patient. By using an ethical
framework, this chapter attempted to establish a more precise, ethical definition for undue
hardship. Such a definition would better serve the medical world when nuance is important. A
(working) ethical definition of undue hardship is defined thusly:

Undue hardship is understood to be withholding or refusing any procedure which would
be considered ‘best medical practice’ due to religious moral culture. A healthcare institution
must, ultimately, morally cooperate with societal values. As such, refusal of care, or limited care
when full treatment is medically obligated, would be judged as unethical.. Failure to provide

adequate medical care is a broader moral concern in which complicity is unethical.
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4: Religious Barriers at the End of Life

In medicine, religion serves two purposes. For some, it is comforting particularly in
difficult situations. For others, religion serves as a foundation upon which all medical decisions
are based. A religious patient may find it difficult to render a medical decision completely
divorced from his religion. In the Abrahamic traditions, a religious patient consults leaders and
teachers in his religious tradition to guide his decision-making process. This begins a complex
dialogue between an often centuries old tradition as it encounters modernity. Part and parcel of
modern medicine is accepting more nuanced definitions of death (such as brain death,) and,
understanding when medical treatment is futile.

There is a point at which medical treatment is futile. Medical interventions can slow
death but never stop it. Patients who are very ill require time to process the extent of their illness;
some need to be in control.#!* Futility and being unable to treat underlying pathology is in line
with a natural lifecycle. Rather than having nothing left to treat, a patient is permitted to
complete a natural course. This requires recognition and acceptance by the physician. Physicians
too must grapple with the notion that medical interventions may no longer be useful.*!> There are
religious concerns about the sanctity of life, Clinicians must thus shift their thought process from
intervention to compassion.

Spiritual care can assist in the transition between life and death and from medical
intervention to compassion. Further, it can assist in tragic or sudden instances of death. Some
religious patients cannot die without requesting forgiveness (Judaism) or last rites (Catholicism.)
Just as in life, religion and cultural norms and practices dictate how death is accepted. The rise of
spiritual care, specifically within a palliative or end of life setting was not recognized until the

later portion of the 20'" century. While religion and spiritual care of patients is considered
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important in patient care, it is still not wholly understood. Both racial and ethnic minorities
underuse palliative care, perhaps since their religious needs are not met at the hospital or, they
may distrust the process. Terminally ill patients are more likely to hold stronger religious or
spiritual beliefs as it enables them to manage and cope. As a direct result of this phenomenon,
several research tools were created to assist researchers in determining the spiritual care needs
of patients. From McGill University, the McGill Quality of Life Questionnaire assesses
achievement of “life goals and personal meaning” through several questions spanning spiritual
care and treatment options.*'® Another tool, the Functional Assessment of Chronic Illness
Therapy- Spiritual Well Being Scale 1s designed to measure the level of comfort a patient derives
from spiritual beliefs. The Systems of Belief Inventory measures religious and spiritual beliefs

alongside the amount of social support required for these practices.*!”

Currently, organizations
such as the Institute of Medicine and The George Washington Institute for Spirituality and
Health created a FICA Spiritual History Tool which assesses the strength of religious values on a
patient through Faith and belief, Importance, Community and Address in care. The institution
urges that “spiritual histories” be taken alongside a medical history.*!®

These tools are designed to make spirituality akin to measurable, documentable science.
Indeed, studies indicate that patients who have full access to spiritual care have better end-of-life
experiences.*!” Religious healthcare institutions such as Catholic or Jewish hospitals provide a
more holistic approach towards spiritual care. While they offer religious care alongside
medicine, patients and families feel more satisfied.. A recent study indicated that patients and
their family caregivers were not satisfied with the level of spiritual care at the end of life. Low

scores were reported in “spiritual domain” during the period of bereavement.*** Supporting a

family spiritually, particularly after a death should be a physician’s duty. Framing spirituality
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around the philosophical notion of compassion may be helpful to bridge the gap between
physician and patient. Compassion may also be redefined to include, as the recent ACA outlines,
discussions surrounding death and dying. Incorporating an aspect of spirituality (or including a
spiritual leader) may help facilitate these discussions. Physicians themselves are uncomfortable
with this conversation.*?! However awkward, these conversations can assist in putting the
patient back in control. Together with their physician, they can create a plan towards a peaceful
death.*?? Often, plans will include an aspect of spiritual care.*?® By freeing both physician and
patient from a cycle of futile interventions, the fear associated with death, dying and assistance in
dying can be suspended. If time allows, infusing the transition towards death with spirituality
could lessen the fears. This method would be within the realm of physician’s duty and an ethical
approach towards the end of life. Indeed, religion especially colours decision making at the end
of life.

A religious context may taint how to approach the end of life. Indeed, religious patients
may impose barriers that impede 'best practice' in healthcare. These barriers may also contribute
to the institution encountering undue hardship; finding a balance between accommodation and
medicine is essential. As such, this chapter explicitly highlights the pivotal clash between
religion and medicine: finessing death in an age of interventions. Death and religious rights are
the common-most contentious issue seen in Canadian court systems. Echoes of similar themes
are found in the United States, albeit to a lesser extent, due to insurance protocols. Creating an
ethical framework that balances religious rights within the context of death and dying is thus
essential. This chapter discusses death and dying in both adult and pediatric contexts. Further, it
distills an ethical-theological argument for Judaism that is novel, allowing the concept of brain

death within the legal confines of the religion. Accommodation must come from both within the
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religion and medicine. This chapter indicates a conceptual blueprint that incorporates the
essentiality of religion during medical decision making. Indeed, ethical accommodation does not
wrench religion from decision making. The opposite is true. Authentic ethical accommodation
understands the importance of religious decision making and seeks to find answers using the
language and value system of a religious patient. This method is the scaffolding that allows for
an ethical framework of religious accommodation within the secular healthcare system.

To fully illustrate this scaffolding, the idea of pain palliation in both religious traditions
shall be explored. Both Orthodox Judaism and Catholicism have parameters around the
preservation of life.*?* This is complicated by attempts to palliate pain. As such, both traditions
caution physicians to walk a fine line between treating pain without hastening the death of a
patient. While the intention of a physician may be to erase the pain, the medical reality is that
pain treatment may bring about death.*?* Catholic theology uses a principle called Double Effect
to determine whether a medical intervention can proceed, even with the moral risk.4?® Orthodox
Judaism has an overarching principle of ‘pikuach nefesh,' which translates into saving or
guarding a life. Traditionally, all other Judaic tenets are pushed aside in favour of saving a
life.#?” The definition, and subsequent limitations, of ‘saving a life’ are contested and discussed
in this chapter.

The Double Effect guides the painful end of life decision making. For example, while the
intention of palliating pain is indeed good, ‘bad’ effects (such as respiratory distress,) still
resonate and must be given weight in assessing whether the treatment is viable under Catholic
moral teaching.*?® Indeed, a palliative patient requires compassion—a tenet of Christianity and
Christian healthcare ethics.*> Whereas analgesics belong in compassionate care, it can shorten a

life span.*° Intentionality is the most crucial component of the Double Effect principle for pain
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management. Although the four components of Double Effect work in tandem, intentionality
ultimately determines the permissibility of relieving pain. Many Catholic ethicists permit the
dispensing of opioids to patients since the intention behind the action is 'good.'"! In the case of
palliative pain management, the intention of the act—to relieve a patient's suffering—outweighs
the 'bad' effect of potentially hastening death.

Further, the assumption is that the physician is choosing the best alternative with the
least harm.**? Consequently, the intention is undoubtedly knowable in Double Effect. While the
sanctity of life is integral to Catholicism, there is no requirement to prolong life if the quality of
life is compromised.**

These factors mentioned above complicated further within a pediatric context.
Specifically, pediatric hospitals focus on 'family-centred' care and thus, religious and cultural
considerations may add conflict. The complexity of balancing the autonomy of the pediatric
patient with their parent-decision makers is also a component. Pediatric palliative care is
considered a "total approach to care" involving emotional, spiritual, and social aspects of life and
offers support to the family. There is a 'fear of death' specific to pediatric palliative care and
indeed, in a time of heightened emotions and stress, a religious family may find it difficult to
render a medical decision wholly divorced from religion. As such, religious families may align
with religious beliefs, irrespective of the best medical practice. Trying to overcome these barriers
would serve as a reasonable religious accommodation. While it is important to consider the
possible barriers to religious adults at the end of life, religious decision making affects children
as well. Children, decision making and religion is a fraught triad since it is difficult to discern
whether the child firmly believes in the religion touted by his parents. Chapter six of this

dissertation will detail how to approach children and religion within bioethics consultations.

103



However, it is important to independently consider the barriers that exist within pediatric
care at the end of life. These are dual: medical and educational. There are several medical
barriers to pediatric palliative care that are common to all families, regardless of religious
practice. They include technology, 'fear of child death,' and communication about end of life
goals. As technology evolved, modern medicine does not consider a patient dying unless there
are no further medical interventions to be performed.*** Technological interventions have
shielded modern patients from the realities of death. Indeed, in the medical world, stopping
medical intervention can be viewed as 'causing' death.*** Dying children is both philosophically
and emotionally disarming. Further, physicians are traditionally more aggressive in their care of
pediatric patients, to give them a full chance of survival. However, a physician must lead patients
towards a compassionate understanding of death and dying.*3® Emotional hardship—and fear--
of children facing death is exacerbating. Arguably, enacting such conversations is the ultimate
act of compassion. Compassion is a different philosophical notion than sympathy or empathy.
Thus, 'compassion' is defined via three variables: recognition of suffering, benevolence, being
"personally addressed" by the suffering and; a desire to relieve the suffering. 43’ Together with
their physician, a family can create a plan towards a peaceful death for their child.*3®
Religious/cultural considerations may compound fears of death and end of life, but as
sociological studies indicate, they may, also, bring peace to the dying. Thus, understanding
possible religious/cultural barriers are imperative. Doing otherwise may erect a barrier to
palliative treatment.*** Accommodation is possible for some religious/cultural traditions. Clergy
can participate in mediation between cultural concerns and medical judgment. In secular
hospitals, chaplains and spirituality are regulated and controlled. However, within a Catholic

hospital, there is less territorial concern. Rather, chaplaincy becomes prominent and even easier.
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Importantly, within a Catholic hospital, there is a sense of homogeneity; more patients are likely
to be Catholic. The Religious and Ethical Directives are at the nexus the hospital, reinforcing the
importance of patient care and humanity.**° Moral/ethical issues are governed by Catholic ethics
and Directives, and there are limitations to certain medical procedures (such as abortions.) 44!
Clergy may be in leadership positions and spiritual care is assumed rather than optional.**? This
is perhaps the greatest delineation. The greatness of spiritual care is married with the importance
of medical care. Thus, there is a constant presence of clergy and religious leaders in all floors
and wards of a Catholic hospital. Catholic hospitals maintain a moral culture which all staff must
follow. Following Catholic thought is the moral imperative; the rock upon which the hospital is
built.*43 Religious healthcare institutions strive to create moral communities. Developing this
moral community perhaps eases fears of moral complicity. Indeed, religious morality is under
the guidance of God.

However, outside a Catholic hospital, chaplains are met with several barriers, the most
pressing of which is the physician-chaplain communication barrier. Most physicians report
consulting with appropriate clergy when a patient faces an end of life decision.*** Yet, a lack of
communication remains.

Jewish hospitals have a long history in North America as well. Traditionally, these
hospitals were built out of need as Jewish residents were not permitted to have post-graduate
education in Christian hospitals.** Since most fundraising was accomplished by Jewish mothers
for their doctor-sons, Jewish hospitals were specialized maternity centers. 446 In contrast to
Catholic hospitals, Jewish Law (halakha) was not foundational within hospital walls; however,

some still offer observance of Dietary laws (kashrut) and rabbis are the spiritual care leaders.

Just as Jewish doctors often built maternity centers, they also focused on the end of life and
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palliative care.**’ In old age homes, Jewish chaplaincy, religion, and culture are foremost. Even
non-Jewish patients participate in Jewish traditions. These homes provide Sabbath observance,
or a built-in synagogue.**® This provide a richness and guidance as patients transition towards
the end of life. Even non-religious Jews in secular hospitals wish to consult rabbis prior to
making a medical decision or while expecting death.*** Comfort is drawn from consulting both
medical and spiritual professionals during the end of life.*°

However, some families find that a clergy visitation is a harbinger of death. ¥*! Some
religious traditions will allow a patient/family to forgo treatment. Catholic moral theology takes
notice of the emotional toll on the family; Jewish families stand in juxtaposition to Catholic
thought. There is a theological discourse based on preserving and guarding a life, despite the
futility of treatment.*? Judaism’s zeal towards aggressive treatment and prolonging life is
particularly true with pediatric patients.

The religious zeal in prolonging life is further compounded within the realm of pediatric
medicine. Usually, a patient grants autonomous consent for life sustaining treatment (and all
treatments.) However, in pediatric cases, consent is an ethical landmine. In pediatric medicine,
a child may not yet be cognitively capable of granting consent. Thus, parents are tasked with
making medical decisions while keeping the pediatric patient informed. To some extent, decision
making rests solely on the parents, regardless of the child's age or ability to comprehend their

43 However, it is essential that children do have a role in their healthcare.

situation.
Subsequently, there is a notion of assent within pediatric medicine. The notion of ‘assent’
remains vague, however, there are some advised methods to assist healthcare institutions gain

assent. Recommendations suggest acquiring translators, writing research guides in lay-person

language to enable access across the barriers of language, socio-economic status and culture
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(specially, in the case of clinician trials.)** For all interventions, the child should be spoken to
in an age and developmentally appropriate method, so that she/he comprehends all risks and
benefits.*3 They should be encouraged to sign their own form; some younger children are
encouraged to draw their assent. If there is a language barrier, translators should be brought in
and all factors of risks and benefits should be explored. Regardless of language barrier, the
information should be given both through written lay-language and orally to both parent and
child.+®

Assent allows for flexibility. It cannot be used interchangeably with the notion of
consent. Assent empowers children participants while, also providing safeguards via parents or
guardian consent. Indeed, most children prefer ‘shared decision making” 47 The American
Academy of Pediatrics released a policy statement noting that the facilitation of a consent
discussion is directly influenced by a physician’s experience.*3® This is a further flexibility that
assent provides. A physician can modify the discussion of medical interventions based on the
patient’s age or maturity. Plainly, while ‘consent’ is legally mandated, assent provides flexibility
for family dynamics, the child’s cognitive ability and emotions, and shared decision making
which is foundational for family centered care.*® A full discussion of the differences between
consent and assent is beyond the scope of this chapter.

Nevertheless, not all families are agreeable to this. The cultural conviction is that the
prognosis will upset the child so much, he or she will cease to ‘fight’ the illness.*¢° Further, these
families may be hostile towards consideration of palliative care as it would stymie 'hope' and,
thus, the chance for a miraculous cure. 4! While the idea of hope is fundamental to maintaining
internal strength, ethically mitigating hope is essential. While hope and miracles may be

associated with religious or cultural beliefs, it is imperative to gain a complete understanding of
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the influence this may have on parental decisions. To wit, foundational belief in hope may lead
to reduced medical decision making. “> This chapter emphasizes that holistic palliative
approaches include spiritual care. This is done via a two pronged analysis: through a novel
approach of pikuach nefesh at the end of life and through an exploration of pediatric palliative
care. Pediatric care is brought into this chapter not to further complicate, but to further illustrate.
That is, greater care and attention is placed upon spirituality and religion in pediatric palliative
care programs. Believing Jewish palliative patients are also, perhaps, a different entity due to the
primacy of the pikuach nefesh principle. This chapter takes the importance of that notion into
account, however, offers a new theological interpretation, perhaps allowing for a more natural
death. End of life cases are represented heavily in the Ontario court system, with nearly all cases
citing religion as crucial to decision making. Thus, when emotions are high, this chapter
demonstrates the centrality of religion to decision making—and uses religion to mediate the

goals of medical interventions.

4A. Pain Palliation, Pikuach Nefesh and Double Effect.

Historically, death was part and parcel of living. Illness, lack of medication and wars
helped to shape the omnipresence of death.*%3 Additionally, there was religious weight to death
that made it acceptable and even desirous. #* Family members came to surround the dying in his
bedchamber. 4% Death followed a script: forgiveness from friends and family was acquired.*%¢ In
this capacity, death was normal; ritual guided the dying as it exhibited both the finality and the
reality of death. Tombs and gravesites are a further religious and ritual allowance for death. They
offer a public space for funerals and mourning. They stand as a physical reminder of the

coexistence of death, even in the middle of life.#” While the cemetery still exists, modern
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Americans prefer cremation to grave visitation. People do not make ‘pilgrimages’ to the
graveside anymore.*%® Modern Americans lose ritual, religious and ethical permissiveness for
death through the disuse of tombs and cemeteries.

The rise of the modern hospital revolutionized the comfort and mundanity of death.
Indeed, by removing death from home, a thought-shift developed, and death and dying became
alien to a modern citizen. Alongside historical change, rapid progress in medical technology has
turned death and dying into a medical ‘problem.” Rather than dying from a disease, people are
living with chronic diseases. This phenomenon merely allows for a slow decline until eventual
death.*® Historically, this rise in medical knowledge reduced illness and child mortality.*7
Indeed, the science of slowing illness has trumped the art of dying. By masking the natural
progression of death and disease, a cultural reformation has occurred. Patients think everything is
curable, treatable or medicated. Death cannot be stopped, even with modern medicine.

Although dying has been geographically moved to a hospital setting, physicians are still
uncomfortable with the notion of death and dying. A physician's discomfort with death is
apparent through the misuse of machinery. For example, physicians do not want to turn off
machinery; hence it is considered they caused a patient to die.*’! Scientific medicine is at war
with death and not merely disease. Rather than search for a disease or an illness, clinicians
should start feeling comfortable with death due to ‘natural causes.’#”> The dependence on
technology represents a dangerous shift of blame. Whereas previously, death was to blame for a
loss of life, the blame has shifted to physicians.*”? Physicians fear the pain they cannot
accurately diagnose; indeed, physicians fear dying patients. Nonetheless, the advent of palliative

care is forcing medicine to confront the idea of death directly. As several articles suggest, just as
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a physician has to treat diseased pathology, it is also their duty to lead patients towards a
compassionate understanding of death and dying.*7*

Recent government policies (such as the Affordable Care Act) attempted to mitigate this
issue. Albeit, it has mixed results. The policies attempt to align the patient and doctor in crafting
a ‘death plan.” Physicians themselves are uncomfortable with this conversation.*”> These
conversations, however awkward, can assist in putting the patient back in control. Together with
their physician, they can create a plan towards a peaceful death.4’® Patients and physicians must
undergo a cultural and academic shift. Further, futility in treatment must be considered not as
failure—but as natural. Humans cannot live forever. Futility is neither the last resort nor a failure
of medical intervention. Instead, this is inappropriate usage of technology; inventions to save
lives are instead impeding a natural course of death. The ethical discussion surrounding these
topics is essential. Traditionally, there should be no ethical concerns with dying; it is a natural
part of life

Catholicism’s Principle of Double Effect offers an ethical guideline for ethically
challenging end of life or palliative cases. At its essence, the tenet of intentionality guides ethical
decision making within Double Effect. Intentionality is most apparent during end-of-life care
and pain palliation. While all four components of the Principle of Double Effect are integral, the
'good' intention of preventing suffering is foremost. A physician intends to keep a patient
comfortable; he does not intend to hasten death.4”” Accidentally causing death is undoubtedly a
moral 'evil' within Catholicism. However, the 'bad' effect of (possibly) hastening death does not
outweigh the 'good' effect of easing suffering. Since a patient’s death is an indirect (yet foreseen)

side effect, the act of palliating the pain is morally good.*’® Recent scientific studies indicate that
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opioids hastening death may be a myth.4” If true, this strengthens the moral ‘good’ of alleviating
pain during palliative care.

Accordingly, the Principle of Double Effect is strengthened methodologically by the
help-mate concept of 'extraordinary' care. The purpose of pain palliation is ordinary care; to seek
extraordinary care at this point is not morally required. Other philosophical ideals of Catholicism
encase the concept of Double Effect. The progression of natural laws governing lifecycle, policy
and 'the American consensus' all assist in shaping Catholic methodology. The concept of
'extraordinary' care further shapes the morality of palliative pain management. It is not necessary
or morally required to perform extraneous treatments on a palliative patient.**° Indeed, the
effectiveness of the Principle of Double Effect is its nuanced application. The morally pure act of
easing suffering allows for a dignified death within a religious framework. This approach is
lacking within Jewish Halakha. The Jewish hierarchy of values indicates that pikuach nefesh
supersedes all else, even palliative care treatment, where heroic interventions are not justified.
Integrating the Catholic concepts of 'extraordinary' care and the understanding of intentionality
into Judaism offers a new care ethic and possible solution. Judaism, too can offer religiously,
legally and ethically dignified transitions to death.

Judaism holds a different concept of intentionality. There is an objective to strive towards
pikuach nefesh, which outranks all other commandments. After all, the Talmudic Laws are a
guidepost for living, rather than dying. *8!Although traditional Judaism posits a universal
demand that lives are sacrosanct, this is futile during a palliative care situation. It is difficult to
speedily change this situation because Judaism lacks a centralized religious-legal decisor.
Nonetheless, change is possible, so long as precedent is proven vis-a-vis interpretation of written

Law texts. There is precedent towards Catholic-like understandings of the Principle of Double
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Effect and the concept of limiting ‘extraordinary‘ care. While Judaism is a compassionate
religion, its futile attempts at pikuach nefesh in palliative situations seem at odds with this.

The Talmud itself indicates there is a natural end to life. Talmud compilations of
anecdotes offer many legal precedents for this. One such anecdote is particularly helpful for
understanding natural death. As a rabbi lay dying, his followers cried and prayed to God to
preserve his Earthly existence. A rabbi was unable to pass entirely into Heaven as his peers
prayed. Praying kept his body in a limbo state between Heaven and Earth. He was clearly in
pain, suffering on his deathbed. His maid, witnessing his suffering, urged the assembled to cease
their prayers and allow their teacher to die peacefully. When they refused, she broke a sword, the
sound shocking the men into silence, which allowed the rabbi's soul to depart the Earth.**> Many
poskim thus infer that death is often preferable to suffering. The rabbi’s maid has her virtues
extolled since she alone ‘saw’ the rabbi was suffering.4%3

While Judaism’s obligation to save lives is morally noble, it is not unequivocally ethical,
especially in palliative situations. Indeed, Judaism does not merely require pain management; it
further obligates futile interventions in an attempt to save a palliative patient’s life. The Judeo-
Christian ethical foundations of the past appeared to be shifting towards a less religious, more
'common' notion of morality.*** Ethics used to be a known, commonly understood certainty. 483
Currently, morality appears to be a shared “public system.”*% Systematically, it creates public
discourse, which encourages public policy to engage, at least partially, in the creation of
ethics.®” Likewise, current attempts to mediate policies surrounding physician-assisted suicide
are guided, in part, by ethics. Far from being a new phenomenon, the idea of an ‘American
consensus’ has been pertinent since 1990. 438 Religion’s encounter with, and willingness to

engage within the public’s generalized consensus has allowed some change. Modern Judaism is
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a continuous search to balance the essence of Halakha with the rise of contemporary ethical
issues. The quest for balance and change is illustrated through the less stringent rulings
purposefully left in the Oral Law since its first redaction. As such, this is further demonstrated
through continuous multiple interpretations of the Law by various poskim through the
intervening centuries.

Rabbi Feinstein deliberately notes that even if a future ruling is contrary to normative
Halakha, it is still considered permissible under the "fear of Heaven." As such, each rabbi or
posek must determine the most appropriate ruling for his community.*° The Talmud consistently
shows a precedent for this. Rabbi Hillel and Rabbi Shammai famously oppose each other on
various aspects of Halakha. Interestingly, rather than merely citing the ‘correct’ ruling, the
Talmud aptly notes both scholars’ arguments in full. ¥°Documenting both arguments allows
every generation to determine the correct ruling appropriate for their era. Indeed, the Talmud
proclaims both opinions to be "...words of Living God."*! Rabbi Yitzhak Colon mediates on
what he considers the “middle way.” Literally, not every Talmudic controversy is expounded
upon, and as such, there is no preference towards either stringency or leniency.*> Thus, whereas
reading the Principle of Double Effect into Judaism may allow pikuach nefesh to become more
nuanced, nuance must be determined by the legal decisors (i.e. reators of Halakhic decisions)
themselves. This novel approach is delineated within the next sections. Judaism's methodology
allows for various extrapolations and interpretations. Thus, it is reasonably simple to impose a
liberal reading on it. Whether a more liberal reading can impart change onto the ethics of

religion, however, is still in question.
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4.A. i Double Effect in Catholicism

The Principle of Double Effect is one of Catholicism's most famous ethical principles.
The four conditions of Double Effect are: 1) the action by itself cannot be 'morally evil'; 2) the
evil effect is not how the good effect is produced, (it is merely a by-product); 3)the evil effect is
not the intention and; 4) the evil response must be proportionate —the good effect must be of

sufficient value.*3

It allows an application of an ethical quandary to four tenets of the principle
to determine the correct action. The Double Effect principle is used when medical intervention
has both good and bad effects; hence the four tenets provide a way of determining whether if the
good intentions outweigh the bad. Applying these conditions in palliative pain management is
not simple; even experts disagree. For example, while the intention of dispensing the medication
is indeed good, 'bad' effects (such as respiratory distress) still resonate and must be given weight
in assessing whether the treatment is viable under Catholic moral theology. This assessment is
not simple. While pain management may hasten death in statistically few cases, the weight of its
potential import must be calibrated individually for each patient.

Beyond the scope of Double Effect two additional principles in Catholic healthcare,
ethics assist in strengthening the permissibility of pain management, without the attendant fear of
hastening death. These are the Catholic directives against ‘extraordinary’ care and the
methodological belief in a natural life cycle. Together, these three ethical parameters ensure that
a patient is permitted to die comfortably with their pain managed.

Whether and how pain management hastens death is at the crux of Double Effect. Indeed,
a palliative patient requires compassion—a tenet of Catholic healthcare ethics.*** Whereas

analgesics belong in compassionate care, it can shorten a life span.**> While the careful dosage is

certainly imperative, there are risks associated; palliative pain management techniques can cause
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respiratory distress and a loss of mental clarity.**® Individuals react to medication differently,
which additionally challenges dosages. For instance, patients who have utilized opioids in the
past may tolerate them better, compared to patients newer to opioid usage. As a patient declines,
the amount of pain relief required may be greater, increasing the risk of respiratory distress.
However, some clinicians refute these claims. Morphine, a common opioid, is classified as
harmless even while continuously injected in palliative patients. Some patients who develop
respiratory issues can trace these back to previous medical conditions, which cause distress
irrespective of opioids. Further, some clinical studies on palliative cancer patients demonstrated
no clinical proof of hastening of death due to pain relief.#°” While some palliative clinicians
dispute the ‘hastening of death’ effect of pain relief, it must be treated as true ethically.*®
Although clinical studies refute the science of the matter, it remains an ethical concern for
Catholic families and their physicians alike. Indeed, even some ethicists note Double Effect may
be irrelevant during end-of-life care.**® While causing death is a moral evil in Catholicism, this is
not the case for a dying, palliative patient. Indeed, we will all eventually die. It is precisely the
lack of unanimity that the harbinger of ‘good’ intent remains an issue. The importance of
intentionality in the Double Effect may designate that regardless of scientific controversy,
Catholic ethical, religious thought may trump medical concerns.

The modern understanding of the Principle of Double Effect originates with Thomas
Aquinas.>® He noted that one action might have two effects, a concept which later proved
essential and helpful to medical ethics. Intentionality is the most critical component of the
Double Effect principle for pain management. While all components of Double Effect work in

tandem, intentionality ultimately determines the permissibility of pain relief. Many Catholic

ethicists permit opioids since the intention behind the action is 'good'>"!. In the case of palliative
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pain management, the intention of the act—to relieve a patient’s suffering—outweighs the ‘bad’
effect of potentially hastening death. Eventually, if the weight of scientific evidence indicates
that opioid treatment during palliative care does not hasten death, it only strengthens the ‘good’
intention of the effect. The literature refers to this as a morally 'hard' case; to wit, it is clear that
doing some good with undoubtedly cause some harm.

Further, the physician is assumed to be choosing the best alternative with the least
harm.>%? Consequently, the intention is undoubtedly knowable in Double Effect. Although some
scholars argue conversely, within medicine, it is perhaps easier to note intention, since
physicians and nurses have their ethical obligations towards care.>%

When a physician prescribes pain relief, the intention becomes essential. Indeed, all
physicians intend for their patient to be pain-free; hence, the rationale for prescribing the opioid.
The possibility of harm thus arises through medical intervention. Additionally, these medications
are powerful; dosage and correct dispensing of them are tantamount, particularly in fragile
patients. The dosage calibrated deliberately to avoid as many side effects as possible. Hence, the
intended result is to end suffering from pain—not to end a patient's life.**Additionally,
Catholicism has a 'generalized consensus' built upon natural life patterns. While the sanctity of
life is integral to Catholicism, there is no requirement to prolong life if the quality of life is
compromised,*® Additionally, it acknowledges the vital fact that medical technology may
prolong life needlessly and that a natural balance must be struck between medically preserving
life (through life support mechanisms) and ending it 3° At some point, pain palliation would

negate the proper place of God in His Kingdom to give and take away life. Hence, the Catholic

principle of a natural cycle of life collaborates with the rationale of Double Effect. The intention
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of offering pain relief is clear: to ease the transition of a patient as they progress towards death,
without desiring to cause death.

Further proof in the importance of intentionality—and the allowance of pain
management for palliative patients—lies within the Catholic concept of 'extraordinary' care.
Indeed, these two concepts are separately categorized by Catholic ethicists. Catholics are not
morally obliged to seek out extraordinary care.>"” This belief has been echoed within the
Catholic Ethical and Religious Directives, formalizing its authority in Catholic healthcare in the
US.%% This distinction allows for a natural cycle of life to progress. Indeed, several principles
collaborate to ensure the dignity of a patient's life, all while allowing its natural progression
towards death. This statement is not paradoxical. Rather, it is a religious and ethical
acquiescence towards the natural cycle of life. The definition of 'extraordinary' care is care,
which is "...burdensome or disproportionate...to the outcome."**° Extraordinary means promise
little benefit; or in economic terms, the costs outweigh the benefits of care. There is no obligation
to preserve life at all costs (unlike Judaism’s vitalist stance) Catholic tradition does dictate what
extraordinary care involves, leaving little to interpretation. The Declaration on Euthanasia
clarified that if there are no other remedies for an illness (as with palliative patients,)
experimental or risky procedures can be forgone.>!°

Catholicism 1s more permissive and perhaps even encouraging of forgoing treatment in
futile situations. While Catholics may not ‘hasten’ death, they are also encouraged to welcome it
when appropriate.!! Significantly, being 'permitted to die' of underlying causes pays homage to
the natural pattern of life. Thus, one of the main differences between Judaism and Catholic
theology. Since palliative patients are going to die, there is an ethical allowance for them to do so

in Catholicism. Catholics infuse the word 'with-holding' with another definition: permitting
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someone to die. For a Catholic ethicist, "pulling the plug' can be morally correct and in line with
the 'American consensus’'? Allowing a patient to die of underlying causes is permitted by
withholding life support treatment. When medical care ceases to be useful, medical care ceases.
The Double Effect supports this in pain management within the context of palliative care. So
long as the physician intends towards merely ceasing pain so a patient can progress comfortably
towards death, this is ethically adequate.

4.A. ii. Pikuach Nefesh & goses in Judaism

Jewish thought has several principles or commandments that create a ‘hierarchy’ of
importance.>'? In Judaic ethical dilemmas, certain principles may outrank others when making an
ethical decision. The principle to guard and preserve life—pikuach nefesh—ranks above all other
principles.®'* Historically, pikuach nefesh has held this position in the ‘hierarchy’ of Jewish
values by most Rabbinic poskim for over two millennia. This concept presents ethical dilemmas,
specifically during palliative care. Whereas Catholic healthcare ethics permits forgoing
extraordinary care measures, Judaism does not draw such distinctions even in futile care
situations. A further complication during palliative pain management is Judaism’s legal
classification of a dying patient—the goses.

Judaism places the dying person in a sui generis classification replete with unique
ordinances. These all have immediate applications once a patient meets the definition of a goses.
A goses is a patient who will not recover from their illness and who will die in three days.>!'?
Indeed, these legal-religious categories are distinct and impose halakhic considerations upon
people who encounter the dying. However, modern medicine has disrupted the statuses Judaism
has depended upon for millennia. As such, the importance of pikuach nefesh coupled with the

classification of goses, does not permit individuality or leniency within palliative care situations.
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It is imperative to understand the historical and methodological importance of pikuach nefesh
and the Talmudic discourse on goses before attempting to apply it to modern medicine. Rather
than develop a religious exegesis, this section will summarize arguments for clarity and later
analysis.

Significantly, there is no academic literature on the importance of pikuach nefesh on
Jewish bioethical discourse. This absence is not accidental. According to the Talmud, saving a
life trumps everything.>'¢ The importance of this contest is echoed later in the Talmud, which
states that saving one life is akin to saving an entire world.>!” Thus, though centralized religious
authority is absent within Judaism, the notion of pikuach nefesh is definite within all discourse.
Whereas poskim argue about interpretation and application of the Law to modern medicine, the
importance of pikuach nefesh has never wavered. Maimonides argued for the pre-eminence of
the principle, overriding even the Sabbath in its importance.>!® Life is sacred in Judaism; hence
there is no concept of ‘forgoing treatment’ in Judaism. Instead, there is a theological discourse
based on preserving and guarding a life, despite the futility of treatment.>'” Judaism simply
strives to give every patient a chance at life; indeed, most rabbis would caution even against
hydration and nutrition tube removal.>?° Hydration and nutrition are considered a basic human
need, and should not be removed from a futile patient, exceptional cases aside.*! There is
surprisingly little distinction between the various sects within Judaism on the topic of forgoing
treatment. A physician is obligated to save a life, even if it is only for a short period.
Additionally, there is a mandate to relieve pain.>?? Together, this creates a strong case towards
not merely pain management but further attempts to stabilize a dying patient (such as through
feeding tubes). While some poskim such as J. David Bleich, note that withdrawal of everything

but pain relief may be permitted, he is alone in his convictions.
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Most modern rabbinic authorities utilize the Holocaust as additional support for pikuach
nefesh. Since Nazi experiments classified Jews as people unworthy of life, modern Jewish
ethicists have countered this forcefully. As a result, Judaism does not concern itself with 'quality
of life' as Catholic ethicists would. Instead, it maintains a discourse towards saving all Jewish
souls, irrespective of a patient's capacity for survival.>?* Likewise, the risk involved with pain
palliation is not an ethical concern in Judaism. Since pain causes bodily stress, it is permitted to
palliate pain to extend life, albeit however briefly.32*

There is one central Jewish text for dying located in the Talmud Eruvin. The text itself is
concerned with the concept of goses—a person who is in a state of dying. Hastening death, even
when imminent, is forbidden. Indeed, even moving the goses is forbidden. 32> Removing all
'hindrances' to death within the environment is essential for the goses. Whereas all poskim draw
attention to the importance of goses, disagreements surround what is considered a 'hindrance' to
death. Whereas Conservative poskim may consider life support machines a ‘hindrance’ to
(natural) death, Orthodox scholars refute this and insist that every moment of life is precious.>2¢
Even within a specific stream of Judaism, there are disagreements of how to interpret the goses
text to fit the modern era. Long-respected Orthodox poskim Tendler and Rosner allow a patient
to forgo treatment if it is futile. Rabbi Tendler holds a PhD in microbiology and is considered a
key leader in 20" and 21th century Jewish bioethics. He often collaborates with Dr Rosner, a
physician and Orthodox Jew who is a further expert in modern Jewish medical ethics.
Nevertheless, the Israeli Steinberg Commission, (also under Orthodox auspices) would disagree.

It predisposes that a patient would wish a chance at life.3?” A second concern mirrors the

Catholic fear of hastening death; the Talmud notes several instances that it can classify as
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hastening death.>?® In palliative pain management, both these concerns are topical for Jewish
ethics.

In the Talmud text concerning goses, a discussion abounds surrounding a woodchopper.
As a goses lies dying, he hears a woodchopper working in the forest. The goses' family asks him
to cease his chopping since the sound is troubling to the goses and may act as a disruption of his
dying process.*?® The modern legal analogy of a woodchopper is under considerable
disagreement in modern Jewish ethical discourse. In the modern example of palliative pain
management, there are several opinions about the most apt analogy for the 'woodchopper.' Some
equate it to life support mechanisms, while others consider the concept of a woodchopper to be
inconsequential. Rabbi Waldenberg argues that the sound of a woodchopper is not relevant, nor
does it interfere with the dying process.>** There is variability in the Talmudic definition of
goses. That is if a goses lives for more than three days ex post facto he was never truly a goses.
This variability is crucial since this is the only method available to change modern Jewish ethical
rulings. Hence, preserving the life of a not-yet goses is permitted. Within modern medicine, it is
difficult to determine if a patient can be an accurate classification of goses. As a result, most
Jewish scholars caution against withholding pain medication since the preservation of life is
vital.>3!

Parallel to Catholicism, Judaism wishes to prevent hastening of death, specifically for a
goses. While the woodchopper anecdote alludes to this, it is demonstrated explicitly within the
Talmud. Shortening a goses’ life is murder within Judaism. To wit, someone caring for a goses is
not permitted even to touch Aim. The Talmud bluntly illustrates this by terming the person who
closes a goses’ eyes (even as he is dying,) to be a murderer.>3? The Talmud has further

prohibitions lest death is hastened: removing a pillow is prohibited, nor can the goses be moved
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from where he is.>3* The Talmud further relates that it is prohibited to pray to restore health as a
patient then cannot leave the Earth in peace, and may suffer pain as a result.>** Contemporary
poskim do, however, offer some leniency for personal care: one may assist a goses in hydration
and cleaning. Importantly, hospital procedures such as blood draws are not permitted to a goses
since they are deemed ‘unnecessary’ to a dying patient.3> This modern distinction is interesting.
While the Talmud equates even a simple touch with hastening death, modern poskim allow for
cleansing and hydration. Indeed, the latter interventions are far more invasive than a simple
touch. Perhaps this is due to not fully be able to classify a patient as goses within modern
medicine, which makes the three-day period less predictable.

Conversely, this may also be permitted in modernity since it provides comfort to a dying
patient. Regardless, it does offer some rare leniency within Judaic law surrounding death and
dying. Indeed, as modern Judaism strives predominately towards pikuach nefesh, hydrating and
washing a patient may be classified thus. While Judaism and Catholicism hold shared values and
have similarities in moral thought regarding palliating fragile patients facing imminent death, the
methodology in both traditions underscores the differing value-hierarchy in each religion.
Judaism’s omnipresent determination towards pikuach nefesh governs its ethical decisions, even
to the detriment of the quality of life. Catholic ethics emphasizes quality of life, even in palliative
care situations.>3® The methodologies of each religion are apparent and telling. Jewish scholars
draw upon source-texts for their arguments. Thus, for Judaism to acquire a new ethical
interpretation in regards to pain management, change can only occur through textual re-
interpretation by respected poskim. Such reinterpretation is a time-consuming process. In the
interim, Orthodox Jews lack an approach equivalent to the clear-cut Directives, to inform them

and their families on the Jewish ethics on dying.
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Further, poskim do not offer delineations of 'extraordinary' treatments or use of quality of
life concerns. Instead, there is a theological discourse based on preserving and guarding a life. >’
Judaism simply strives to give every patient a chance at life; indeed, most rabbis would caution
even against hydration and nutrition tube removal.>*® Hydration and nutrition are considered a
basic human need, and should not be removed from a futile patient, exceptional cases aside.>*

Arguably, the emphasis and placement of intention is the main difference between
Catholicism and Judaism. In Double Effect, intention to palliate pain is imperative, whereas
Jewish ethics emphasis the intention of pikuach nefesh. Doubtless, Judaism’s intention impedes
the natural progression of death. Traditionally interpreted, pikuach nefesh is a no-win situation.
As long as a patient is not goses, the physician is obliged to do everything to save their lives.>*
Subsequently, when a patient is considered goses, there is confusion over what constitutes a
hindrance to death. As medical technology progresses, it is imperative to consider a more
nuanced approach towards pikuach nefesh. By reframing the conversation vis- a- vis the Catholic
approach towards 'extraordinary' and ordinary care, this nuance can be accomplished in palliative
care. Crucially, this re-framing stems from within Judaism's own source- text. Re-framing or re-
interpreting the source text is not without precedent. The Talmud encourages and even enables
future re-interpretations. In the Talmud Yerushalmi (the Jerusalem Talmud), there is a rather
amusing exchange between Rabbi Akiva and his students. A woman asks him whether she is
permitted to resume sexual relations with her husband after being ritually unclean.>*!' Rabbi
Akiva assured her she could resume sexual intercourse, and she leaves. His students are askance;
usually, the laws in this regard are more stringent. °*> Rabbi Akiva notes that there is the

majority (stringent) and non-majority (lenient) rulings in the text so that a scholar may choose

which is the appropriate solution.>** Within this spirit, re-interpreting traditional texts is
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permitted.>** Further, there is a precedent within Jewish methodology that allows for other
cultures to influence the practice and Halakha of Judaism. For example, to accurately dedicate a
new Jewish month, rabbis turned to astronomy to calculate the new lunar month>%.

The equivalent of ‘extraordinary’ care in Judaism is undertaking risk-taking treatment. It
is almost forbidden to undertake risky treatment to manage pain.>*¢ The words 'almost forbidden'
are purposeful. Rabbinical authorities would never entirely prohibit a procedure since pain is a
fearful and vital concept. Systematically, a patient in extreme pain would base their autonomous

347 Judaism recognizes that the

decisions on a biased scale whereby they can be pain-free.
intention of a patient in pain is pure: they wish to be pain-free. Pre-eminent Halakhic scholar
Rabbi Moshe Isserles brings the following rule through an anecdote. A son is permitted to
amputate his own father's arm (in the absence of professional assistance) since his father is in
pain.>* In this ruling, Isserles emphasizes the fear of pain as the crux of his ruling, not the
possibility of death from amputation.>*° To wit, many patients eventually reach a point when
they simply want the pain to cease, regardless of intervention risk.3° Executional autonomy—
the ability to physically perform and move independently—is compromised by pain.>3! Pain may
influence a patient's decisional autonomy. If a patient feels 'trapped' by the physical barrier of
pain, lest they are coerced into risky medical interventions. However, there are conflicting
values in Halakha and risk-taking.

A Deuteronomic commandment extols being "watchful" over human lives. This
commandment is primarily understood to be a general prohibition against risk-taking.>>2
However, again, this value is put aside in favour of the greater hierarchical value of pikuach

nefesh. Indeed, Judaism holds pain itself shortens a life.’>* A physician must strive towards pain

palliation above all else since the fear of pain is itself a barrier to health. If palliation is
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successful and a patient does die after administration of opioids, a physician is not morally
culpable. The halakhic push towards risk-taking protects from unwanted death.>>* This halakhic
consideration shares a loose similarity with the Catholic Double Effect. As such, the physician
intended to abide by Halakha. As such, this protects him should the patient dies. The physician
intended to ease a patient's pain, not cause his death.

While traditional Halakha encourages 'extraordinary' care, there is an alternative reading
that also parallels the more nuanced Catholic approach. In the case of a palliative patient, saving
a life is no longer the primary concern. The very definition of 'palliative' care determines this; it
stresses comforting the patient, not maintaining life. Thus, once a patient enters a palliative
approach to end of life care, pikuach nefesh is no longer a concern. Jewish approached to
criminal law can justify this concept, as it is akin to Catholicism's view of limiting 'extraordinary’
care.

The Talmud Sanhedrin shares a case in which a gang of ten men beats victims to death.
The legal concern is whether the man giving the final blow is guilty of homicide or whether the
victim died as a collective result of all the beatings.>>> A further anecdote from a Midrash
(exegesis on the Torah) concerning criminal law is also apt. In the time of Noah, thieves were
plentiful. These were smart thieves since they knew that punishment for theft would only occur if
individuals stole a specific value quantity.>® Knowing this loophole, they stole small amounts of
money as a group. God, Himself, came down to sentence them. God's anger at the thieves was
due to their taking advantage of loopholes to accomplish their goals. Although technically their
theft was at a monetary minimum, the multiplicity of small thefts became significant.’

Similarly, it is not the final blow that claimed the victim of beatings; it was the

accumulation of blows.>>® These blows are akin to 'extraordinary' care. Extending a palliative
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patient’s life through unwarranted interventions—however briefly—is analogous to a 'collection
of blows.' The disease is the final blow that kills a patient since death will result in any case.
Forcing a patient to suffer (through a collection of blows of final treatment) is thus futile.

Further still, using 'loopholes' within Halakha is allowing the value of pikuach nefesh to
trump the exemplar of a peaceful and dignified death offered by Catholicism. It would not be
within the spirit of the Law to support extraordinary care in a palliative care situation. Indeed,
poskim who steer aggressively towards pikuach nefesh are utilizing the loopholes that exist
within Halakha to justify an unrealistic conclusion. It is not the purpose of palliative pain
management to save a life. Instead, as the Catholic Double Effect suggests, its purpose is to aid
in the peaceful transition to death. The continuous push towards pikuach nefesh in any (and all)
situations is a multiplicity of misinterpreted text. Pikuach nefesh in palliative situations
resembles 'extraordinary care.' If Jewish criminal law can apply to palliative care situations, the
principle of pikuach nefesh need no longer apply.

Jewish authorities recognize the shortcomings mentioned above of traditional textual
interpretation. Modern Talmud scholars have attempted to re-interpret goses towards 215 century
bioethical concerns.>> Part of the religious-legal difficulty surrounding the goses is the
ambiguity surrounding a goses’ classification within modern medicine.>° While a goses is
traditionally dead within three days, other notable texts refute this timeframe.*¢! Potentially, a
goses can be classified thus as soon as palliative treatment commences. In so doing, the goses
becomes exempt from extraordinary care since it would become a hindrance to his death.

The original source for the three-day timeline of goses status is not clear. It may have
stemmed from questions concerning when to begin the mourning period. There is a further legal

classification- concept known as being “goses for a long time.” 3> Nonetheless, although he is in
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a prolonged state of demise, the prohibitions surrounding hastening of death remain. Most
Talmud commentators agree that while ‘most’ goses die within three days, others can remain in
that status for some time. Others claim that a goses can survive and continue a healthy life,
although this is rare.’®® Contemporary poskim note difficulties in applying an ancient status to
modern bioethical concerns. Posek Rabbi Feinstein determines a ‘modern’ goses to experience
"death throes," and modern medicine is obligated to intervene if a state of goses is reversible.
Rubenstein acknowledges the difficulty in accurately predicting a death-day, particularly in the
context of modern medicine.** The diversity of modern opinions within the context of one
primary textual source proves the complexity of the application. If, however, as Rubinstein
argues, a goses that survives for three days is not considered a goses at all, Catholic
‘extraordinary care’ limitations can be applied.

Due to modern technology, being categorized as ‘goses for a long time’ is common. Even
a patient receiving pain management can be classified thus. However, the notion of ‘goses for a
long time’ halakhically assumes the possibility that a patient may still recover. As a result,
pikuach nefesh may is permissible. If, however, the modern definition of goses is not based on a
(much contested) time frame but rather by the active status of dying, the limitations as mentioned
above to pikuach nefesh could be applied. If someone is actively dying, nothing may impede his
progression towards death. Moreover, it would allow a more nuanced interpretation of pikuach
nefesh acting as a hindrance to a peaceful death,

In keeping to a Catholic framework of differentiating between 'ordinary' and
'extraordinary care,' it is clear that the un-nuanced approach to pikuach nefesh is analogous to the

‘woodchopper’ who hinders a smooth death. The traditional interpretation of pikuach nefesh
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interferes with the dignity of death. In contrast, the Catholic Double Effect attempts to mediate
‘good’ and ‘bad’ intentions even in palliative pain management.

There 1s already some support among traditional decisors for this novel approach.
According to the Talmud text, even a woodchopper outside a goses’ room is considered
bothersome and can prevent death.’%> Rabbi Feinstein rules that if there is no longer an ability to
cure a patient (and only the ability to extend his life for a short while), the physician may not
treat the patient.>°® Rabbi Feinstein determines this rather revolutionary Halakha from his
interpretation of a Talmud source—indeed the same source from which other poskim ascertain
that medical interventions are obligatory.>¢” Feinstein's ruling is doubly monumental. It proves
that the re-interpretation of texts is commonplace. It also provides a foundation for pikuach
nefesh being considered a hindrance to death.

If poskim were to accept the analogy of pikuach nefesh as the 'woodchopper,' physicians
could do without 'extraordinary' measures for a palliative patient. A patient who would benefit
from pain palliation, however, would not be obliged to seek after extraordinary treatment. It
would enable patients to transition peacefully. Further, it would close several halakhic loopholes
that are medically redundant for a dying patient. Although Judaism will never reach a
generalized halakhic consensus akin to the Vatican, perhaps this allowance, which even the most

Orthodox posek supports, would be considered as an ethical guideline.

4.B. Pediatric Palliative Care

This chapter utilizes pediatric palliative care to demonstrate the importance of spirituality
within healthcare as a whole. Due to palliative care being a more recent specialty, children's

palliative care is thus evolving. Whereas there is a need for palliative services, it is not yet
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formally systematized. Further, palliative care for children may have non- temporal timelines.
Some children require palliation services for a prolonged time; others only a short period.
Pediatric palliative care includes symptom/pain management for the patient alongside latter
family support for death and bereavement.>®® Whereas adult palliative care is understood and
financed, pediatric palliative care is underfinanced and underdeveloped. Startlingly, the lack of
resources does not align with a lack of pediatric deaths. Data from 1997 indicates that
approximately 80,000 children/youth die annually in North America. Nonetheless, there are dual
barriers to pediatric palliative care: physician/medical barriers and family barriers. Family
barriers include social, cultural,/religious issues. Medical barriers include a lack of comfort with
pediatric death and a lack of specialized programs.>’® Hence, crafting a palliative care program
that mutually eliminates medical and family-based barriers is crucial. The literature agrees that
offering palliative care within a collaborative healthcare environment is essential. Serving the
family alongside the patient is also imperative.>’! incorporation of palliative teams into
normative children's healthcare, however, is still disputed. There are logistical concerns unique
to a children's hospital or healthcare setting.

The fears of death are exacerbated at a pediatric level. Moreover, aggressiveness is
compounded. Non-palliative physicians are hesitant to bring palliative care into discussions with
families. A study conducted with pediatric oncologists displayed this claim. Through collected
survey quotes, there is significant mistrust and fear towards the palliative care team. 3> Several
physicians noted ‘failure’ if they needed to include the palliative team. Further, some remarked
on the additional burden this would place on the family. Self-identified nurses and nurse
practitioner appear to disagree; they understand the importance of palliation in some patients.

However, palliative care is colored by its appointment as ‘end of life care’.>”3 Thus, there is a
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lack of understanding of the appropriateness and method of palliative care. Palliative care may in
fact encourage healing via symptom management and embracing palliative services at the onset
of treatment is encouraged by the American Academy of Pediatrics. They support palliative
treatment whether the child survives or dies.>’* Medical outcomes may be strengthened by
palliative care as it allowed the child (and family,) some reprieve of symptoms. Nonetheless,
there is stigma attached to palliative care; indeed, children with terminal illness do not acquire
palliation at the same level as adult patients.>’> In a statistical study, reasons for this phenomenon
were discovered. Some physicians may resist opioid treatment for children, even though there is
no indication that opioids hasten death. Neonates, as a group, receive poor pain management.
This is perhaps due to the difficulty in assessing their pain coupled with a misperception of how
neonates experience pain.>’® Whereas analgesics belong in compassionate care, it can shorten a
life span.>”” While careful dosage is certainly imperative, there are risks associated with pain
management. Palliative pain management techniques can cause respiratory distress and a loss of
mental clarity. Further, as a patient declines, the amount of pain relief required may be greater;
increasing the risk of respiratory distress.>’® Other pediatric findings indicate difficulty for
parents to accept the death of their child. This cannot be understated. Child deaths are ‘unnatural’
and tragic and the bereavement period is long and unrelenting. If, however, a physician
encouraged palliative services at the onset of treatment, perhaps those end of life discussions are
somewhat easier.>” Palliative care services also offer support systems for grief and family
bereavement.

For some pediatric patients, pain is difficult to assess. Pain can be interpreted as
emotional, generalized or specific; all of which crafts a different clinical diagnosis.>*° Treating

pain is both an art and science; particularly if generalized and imprecisely located. Ignoring pain
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can mean delaying treatment for potentially fatal diseases.®! Indeed, these layers create
complexity for patient care. The physical and psychological aspects of suffering are varied and
individual. This is heightened and made more complex in a pediatric environment. For a
pediatric patient, family or friends also carry the implications of suffering.®? Understanding
suffering changes during the end of life; knowing which treatments would cause further harm is
imperative.

A further medical barrier is enacting end of life treatment plans for children.
Undoubtedly, children dying is unsettling. Arguably, to enact such a treatment is the ultimate act
of compassion. Compassion is a different philosophical notion than sympathy or empathy. Thus,
‘compassion’ is defined via three variables: recognition of suffering; benevolence; being
“personally addressed” by the suffering and; a desire to relieve the suffering.3® To truly be
compassionate for each and every patient would be difficult, as a doctor would need boundless
capacity. This may not be within the realm of possibility and further would cause mental distress
among pediatric physicians. Perhaps, for a pediatric physician, end of life conversations are thus
not fully integrated with clinical diagnosis. Perhaps by allowing some ‘removal’ of the
possibility of death, a physician can better serve himself and the patient. However, fully
integrating end of life care could conceivably be the most compassionate action. Together with
their physician, a family can create a plan towards a peaceful death.>%* By freeing both physician
and patient from a cycle of futile interventions, the fear associated with death, dying and
assistance in dying can be suspended. This can be orchestrated in either a pediatric hospice
setting or at home.

Indeed, this chapter argues that palliative care is an ethical obligation of children's

healthcare. Moreover, it should be 'best practice.' However, creating a framework for such a
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service is the challenge. This chapter proposes that if organized via an ethical lens, children’s
palliative care programs can mitigate religious barriers and infuse a standard of care into
pediatric medicine. At its essence, two concepts are ethically and medically crucial to the proper
use of palliative care: education and care integration. Instructing physicians and families may
reprieve fears surrounding palliative care. More education leads to earlier integration of
palliative care programs. The literature notes the beneficial impact of earlier palliative
interventions.>®> Earlier integration could undeniably mitigate the reputation of palliative care.
Many—physicians included—assume their treatment to be a 'failure’ if there is a consultation
with palliative care.’%® Parents may be emotionally staggered when palliative arrives; again, a
result of education and poor reputation. Indeed, there is considerable confusion towards
children’s palliative care.>®” Whereas education can produce earlier integration of care,
normative pediatric ethical questions persist. Undeniably, the ethics of child autonomy, decision
making and truth-telling are all impacted by the integration of palliative services. Introducing
palliative care at any stage of illness causes a ripple effect. Hence, the ethical difficulties surface.
A more encompassing ethical concern is whether and how early integration of palliative care
services creates a better quality of life. The notion of palliative care being a harbinger of death is
an outdated approach. From analyzing pediatric palliative care, it is demonstrable that the skill
set of palliative physicians extends to far more than the last months or weeks of life.

Objectively, creating systematized palliative care service is not merely best practice; moreover, it
is an ethical imperative . It must promote both education amongst staff and families and
encourage early integration from diagnosis. Further still, palliative care has an impressive scope
that can integrate into all aspects of healthcare. For this dissertation in particular, how palliative

care integrates spirituality and religion at the onset is imperative and requires further analysis.
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The design of children's hospitals and hospices keeps little patients in mind. There is
room to run, bright spaces to play. Beds are limited to provide best-individualized care to the
patients.>® There are two current models for palliative care: either there is a designated space
within the hospital itself for palliative care or sending the patient to an external affiliate.
Mirroring adult palliative care, children may also opt for home-based palliative care.’® There are
inequalities in access to palliative care, based on geography. Hence, an alarming ethical issue is
apparent, perhaps due to a lack of federalized legislation. Increasing systemized palliative care
options and increasing access to care would be an advantage to health care professionals, the
patient and families.

There are several models of pediatric palliative and hospice services. 2006 brought
formalized core competencies to adult palliative care which can be exported into pediatric
care.>*® A major logistical concern of pediatric palliative care is the length of time treatment may
be offered. Unlike adult care provided during the last six weeks of life, pediatric palliation
treatments may be ongoing over several months.>*! Pediatric palliative care is divided into 4
groups who suffer from “life limiting illness.” These include children with life-threatening
illnesses such as certain cancers or organ failure; children who are facing premature death and
periods of treatment (e.g. cystic fibrosis); children with illness without a cure, with long-term
palliative treatment and; children who have a “severe neurological disability” but non-
progressive, but, are susceptible to health issues.?? Care can be accessed via the hospital’s own
in/out patient services, a children’s hospice or home-based services.>** Pediatric palliative
services is more broadly defined than adult palliative services. As such, it brings unique
challenges. Certainly the generally negative reputation of ‘palliative care’ is substantial. Patients

assume palliative care means the end of life. Pediatric care, by definition, is able to support its’
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patients long-term. Understanding the nuance of palliative care services for pediatric patients is
imperative to embracing it.

There are benefits and challenges to each palliative care option. Children dying at home
may appear upsetting; but surprisingly, parents and families had a reduction in psycho-social
ramifications when they cared for their little one at home during the end of life.>** Children’s
hospices have few beds (which may be a problem in more densely populated cities) but also have
reprieve programs. Some patients spend time there short-term to allow caregiver and family
members a respite. Some even offer programs for non-ill siblings. Children’s hospices were
created in 1982 in the United Kingdom, spreading to Europe and North America. Currently, the
United States of America has one ‘stand-alone’ children’s hospice.*> Children’s hospitals have
few specialized palliative care teams. In the United States there are merely 31 children’s
hospitals with designated palliative services. This number however is growing. These programs
blend attempts at curative treatment with comfort measures.>*® Families can seek treatment in
hospital, at home, or some combination of the two. Symptom and pain management are
mitigated and bereavement support and resources are part and parcel of the program. Nurses may
visit schools to help classmates understand and the program offers follow-up contact for the
family. >’

The American Academy of Pediatrics supports the blending of curative treatments with
pain management. Moreover, they press the importance of developing research in palliative care
and increasing education for medical professionals and families.>*® There is a significant lack of
hospice/home and hospital-based palliative care services. Often, families must travel a great
distance, which causes financial and emotional distress. This is an ethical issue that may be

lessened by further education and even research into the best practice of pediatric palliative care.
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According to the policy, failure to integrate palliative care in all its aspects could be considered
an ethical and medical miscarriage. The Academy outlines minimum standards for palliative
care. These include access to a pediatric palliative specialist 24 hours a day, 365 days a year. It
further delineates an interdisciplinary team that includes social workers, child life specialists and
nurses. >*° Whereas the Academy recognizes the importance of palliative care integration, access
and scope of service, it fails to address key issues. With these legislated minimums in place,
there is no indication of whether and how more specialists will be trained or if funding or more
hospice or mobile palliative services will be provided. The policy noted that insurance and
Medicaid may not support pediatric palliative care treatments. Yet, the policy offers no proposed
solutions for patients who cannot afford treatment. The policy is unquestionably well intentioned
and is correct in the minimums it recommends. Nevertheless, it does not provide an ethical

discussion on how to mitigate issues and ensure palliative access for all who require it.

4.B.i Religious and Educational Barriers to Pediatric Palliative Care

Earlier integration of palliative care services demonstrably creates better outcomes.
Earlier integration of services can only happen with the education of medical teams.
Circumstantially, earlier integration furthers effective communication. °® Palliative care
education is an ethical imperative to allow young patients a good death. Nurses and physicians
do not receive impactful training in how to communicate with children at the end of life.
Communication difficulties compound if a family opts for home-based care in a rural area. %!
Communication is not the only thing lacking. As previously mentioned, there is a significant lack
of skilled specialists in pediatric palliative care. If a sizeable city-based hospital has the
specialists, they are reluctant or unable to provide home-based hospice care.®*> When a

commission or hospital legislates educational efforts, the results are astounding and welcomed.
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This lack of education ultimately affects families. Parents and caregivers are uncertain of what
palliative care entails and, as such, are hostile, scared or confused about its' services.®%?
Ironically, the concerns of parents align closely with concerns of quality of life, the rationale
behind proper palliative care. %4

There are further impediments to communication that are cultural/ religious or even
psycho-social. These obstacles are closely related to the ethical implications of truth-telling and
the age of consent in a healthcare setting. Several studies have proved that proper education of
healthcare providers increases the utilization of palliative care. There are measurable differences
between nurses and doctors about when to engage in palliative care. Whereas physicians may
delay a consult out of fear of 'failing' the patient, nurses are more concerned with prolongation of
patient suffering.®® Notably, nurses and physicians have differences of opinions on the scope,
purpose and specializations of palliative care. Proper usage of palliative treatments ensures a
path towards a better quality of life and a more ethical option of care.

Sticky end of life conversations requires a level of confidence. Very few physicians train
or are comfortable with the notion of the pediatric end of life care. Thus, it is unsurprising that
they are not confident in integrating the palliative specialty into normative practice. Pediatric
residents lack formal training in palliative care initiatives. Physicians who lack palliative
education are physicians who are not competent in palliative care.%% This lack of full comfort
with palliative care limits the overall outcome of patients and families; the ethical ramifications
are resounding. There is an acute awareness in the literature about the lack of pediatric palliative
education and comfort amongst pediatric physicians. Positively, the mere presence of a
7

palliative care program alone improves the awareness and educational level of physicians.

Most physicians understand palliative care to involve pain palliation and end of life
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communication. However, most pediatric physicians are reticent to establish the need for
palliative care at the onset of treatment.®*® Many physicians also wish to learn how to discuss
death directly with their patients and help to mediate conversations with parents and family.®%
This propensity toward better education demonstrates an ideal. It would empower more non-
palliative trained physicians to supervise home-based hospice care for patients. Comprehensive
palliative education would alleviate the lack of pediatric palliative specialists and even make
home-hospice a more viable option.®!” The physical drive toward education is readily apparent.
However, the lack of understanding and resources is apparent as well. Learning the art of proper
pain is done through practice, and there is a lack of trained mentors.®!'! A literature review
conducted for researching this chapter betrayed a lack of knowledge of other palliative care
services. Indeed, searches for 'education' and 'physician' and 'palliative care' found abstracts that
are ignorant of other aspects of palliative services. Abstracts mentioned symptom management,
pain palliation and end of life conversations. Few articles mentioned the quality of life concerns,
except when discussing parental concerns. Other articles focus on a lack of training on pediatric
palliative care in medical school and later, pediatric residency. A lack of comfort with palliative
care, alongside a generalized lack of understanding, affects the parents/caregivers of a pediatric
patient. It is abundantly clear that more research or educational intervention is urgently and
ethically required.

The AAP policies support ongoing research in the field of palliative care. Indeed,
research on early palliative engagement would strengthen the specialty. Moreover, there is an
ethical imperative to research palliative care, especially since it is not yet widely offered nor
understood. Research allows for modification, improvement and engagement with the ‘elephant

in the room.” Indeed, promoting research in palliative care would force engagement and alleviate
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the misconceptions surrounding it. Research could potentially most impact quality of life
measurements. Quality of life is notoriously complex and tangible; making empirical studies of it
nearly impossible.®'? However, considering the long-term aspect of some palliative care
treatments for children, it would be essential to study. The empirical data reflecting the
anecdotally understood significance of palliative care would be a qualification towards extending
palliative services Indeed, perceptions of quality of life have been addressed in adults receiving
palliative care. For example, when researchers studied the positive affect of nursing homes, they
found successes. The creation of a home-like environment with natural stimulations (plants,
animals) leads to far less medication usage. While a nursing home is not a perfect simulation of
one’s own community, these stimulants can have resounding effect.®!3

Assuming the studies are conducted with research ethics board approval, the influence
can be formidable. Addressing the patients—the children and youth—directly would create an
impactful research method.®'* Moreover, considering the fears that surround death, talking about
quality of life could potentially assuage the fear. Research may also help to establish ‘core
competencies’ for pediatric palliative care teams. A recent study formalized the importance of
this objective and establishes the motivation for further study. Clearly delineated competencies
may enable a growth in pediatric palliative specialization.®'> The six generalized core
competencies noted by the study represent a small survey of complexities. These identified
competencies are generalized (like patient and family care, and systems-based practice,) however
is it notable that an unfulfilled niche has been established.'¢

Pediatric palliative care involves all aspects of emotional, social, mental and physical
care. Rarely do parents fully comprehend this. Perhaps some of the blame can be placed on the

physician's lack of understanding. From a parent's perspective, communication and
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understanding of palliative services are reduced.®'” Parents appreciate a transparent, didactic
approach to poor prognoses. If a child is dying, they wish to be told compassionately and relayed
by a professional with whom they developed a relationship. Overall, parents do not quite
understand what palliative care means, even at the end of life. Some felt abandoned by their
normative care team once palliative treatment took over the care of their dying child.®!® Further,
some parents revealed that they did not realize the goals of care were changing. To wit, while
they focused on curative treatment, the physicians and nurses shifted to palliative treatment.
Parents associate palliative treatment with end- of- life and pain palliation and felt it
inappropriate treatment for their child.®'® Besides a general lack of understanding of the scope of
palliative services offered, parents prevaricate over the goals of palliative care. Specifically,
parents struggle with understanding whether embracing palliative care is them letting their child
go or, in contrast, "preserves" the quality of life of the child. This nuance is important. It harkens
back to the policy goals of the AAP: that palliative care can be complimentary to curative
treatment. %2° This policy encapsulates a key and lesser-known goal of palliative care—to achieve
a quality of life as determined by patients and families.

There is a time when futility is natural and even welcomed. Although pedantic death is
always untimely and tragic, 'letting go' via palliative care is sometimes misunderstood by parents
and physicians. By allowing a patient to die, a doctor is allowing the underlying pathology to
take its natural progression. Indeed, doing so may even ease the suffering caused by medical
intervention. Perhaps parental fears can be mollified by referring to palliative care as
compassionate care. It is compassionate to relieve pain, and not fear it. Futility can even be

measured medically and understood compassionately. Regardless, physicians ‘refuse’ to let
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patients die.%>! Comprehending the notion of suffering will enable the possibility of ending life
compassionately, still within the ethics of physician care and duty.

Just as religious beliefs can sway patients' interpretation of disclosure, understanding—
that is, the ability to process information based on physician's disclosure—can be heavily
influenced by religious beliefs. There are two barriers to full understanding. The first barrier lies
in communication and how effectively physicians communicate complex medical
terminology.%?? The second barrier, more critical to this discussion, is unique to religion and
concerns itself with how the patient understands their religion in the context of their illness.
These two barriers significantly impact the autonomous decision process. When a physician
discloses a medical diagnosis, they are responsible for explaining complex medical terminology
to a layperson. ®2® The lack of foresight is most ethically apparent in the element of
understanding. That is, patients lack knowledge of how they will feel after the surgery, and what
complications can ensue. %4

Beauchamp and Childress address concerns of information processing (for example,
focusing on survival rather than death,) and ‘false belief’ (if a patient is not adequately informed
or ignorant.)®? Each of these can be re-interpreted from within a religious framework. Some
religious believers think that God brings illness or suffering upon them. Thus, for a religious
person, real understanding it not derived solely through a medical diagnosis. Instead, it derives
from their belief, their acceptance that they may have this illness for a reason. 'False belief' gains
another dimension, as it is religious beliet—however interpreted-- that may inform a decision.
Rather than ignorance preventing a free choice, it can be a religious belief that informs a
decision. Whereas religious choices can indeed challenge physicians (for example, urgent blood

transfusion with a Jehovah's Witness,) it can be perplexing to overcome. To gain true
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autonomous consent, a physician would have to discuss understanding and recommendations
through the lens of what the patient permits under their personal understanding of religion. This
analysis would prove a very necessary though ultimately daunting task; despite the doctor's best
efforts, the patient may still find it challenging to separate autonomy and consent from religious
mandates.

It is essential to recognize the importance of influence on 'autonomous' medical decision-
making. %26 Religion is a tremendous influence on many—, particularly in medical situations.
Religion could be classified incorrectly by health professionals as coercion or manipulation. %2
Instead, religion must be viewed as a vulnerability that will influence people to varying
extents.%?® For some patients, their autonomy is significantly impacted within the confines of a
particular religious tradition, while others may see the relevant tenets as more variable. However,
even when giving consent, it is difficult for a physician to know whether it is an autonomous,
consensual decision and what decision is influenced by religion. Thus, measuring other
mitigating factors outside of religion (such as competence and capacity) alongside religious
conviction is essential for valid autonomous consent.

Sometimes, parents and children are unable to come to terms with palliative care due to
cultural, religious or psycho-social concerns. For some, religion serves as a foundation upon
which will base all medical decisions. As parents can be emotional during their child's illness,
they may place greater importance on religious-decision making. Indeed, in a time of heightened
emotions and stress, a religious family may find it difficult to render a medical decision wholly
divorced from his religion. A religious patient consults leaders and teachers in his religious
tradition to guide his decision-making process. Not being culturally sensitive to religious or

cultural traditions can erect a barrier to palliative treatment.®?° Latino parents may refuse
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palliative treatment, believing that every intervention must be taken. Christian African-American
families believe in miracles and, thus, are also aggressive with treatment and dismissive of
palliative care.®*° Clergy may be called in to mediate between cultural concerns and medical
judgment. However, some families find that a clergy visitation is a harbinger of death. ! A
further, often overlooked cultural barrier is language. Some languages do not have adequate
words to describe what is occurring.®*? Some cultures infuse power into language. Hence,
translating that the child may die will force it into being.%** The meaning and function of non-
verbal cues and physical touch shifts from culture to culture. Native American families find
touching a dying child's face disrespectful; Vietnamese families harbour concerns about touching
a patient's head.%** The perception of pain also metamorphoses across cultures and traditions.
Ladino families fathom pain to be spiritual punishment. South-Asian communities share similar
views; their suffering is the pain of incarnation in progress.® Due to this pain being spiritually
significant, these populaces general underreport pain and shy away from pain management. %3
Some Asian populations also are reticent to ask for additional pain relief as it is considered
disrespectful of the physician's original orders. A physician can remedy this hesitation by
explaining that it is permissible to ask for additional medication. Some cultures may seek
traditional treatment outside of, or in addition to palliative care.®*’ The location of end -of -life
care is also crucially impacted by religion or culture. Some cultures designate individual rooms
for specific uses, possibly making home-based hospice care more difficult.®3® Regardless of
culture or tradition, it is apparent that palliative care and end of life decision making is a family-
dominated decision.

The zeal towards aggressive treatment and prolonging life is particularly true with

pediatric patients. A common pediatric ethical trope is the concept of truth-telling. Cultural or
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religious upbringing also colour this trope. For Chinese, Korean and Russian families, non-
disclosure is the norm. A child is never told of his condition. %*° For these families, words have
value and can determine that their child does indeed die. Alternatively, the prognosis will upset
the child so much, and they will cease to 'fight' their illness.®° Decision making rests solely on
the parents, regardless of the child’s age or ability to comprehend their situation.®*! Comparably,
a patient’s psychosocial background may erect a barrier in understanding death, dying and
palliative care. Parents should be candid with physicians, so that true, autonomous and informed
consent is given for all treatments, including palliative care. While Judaism and Catholicism hold
shared values and have similarities in moral thought regarding palliating fragile patients, the
methodology in both traditions underscores the differing value-hierarchy in each religion.
Judaism’s omnipresent determination towards pikuach nefesh governs its ethical decisions, even
to the detriment of quality of life. Catholic ethics places emphasis on quality of life, even in

terminal situations. %42

The Church proscribes responsibilities that every Catholic parent owes their child.
Parents are obligated to keep their child well both physically and spiritually. Difficult decisions
are made based on paternal authority. This paternal parental authority is mirrored directly on the
authority of Jesus Christ. This Divine authority comes into direct conflict with secular authority
that values consensus and individual autonomy. According to the Vatican and other scholars,
wife and child must submit to the husband/father in difficult decision making. However, it is
difficult to watch a child suffer. Indeed, the human value of a child, and his suffering, is
tantamount in Christianity. % Whereas palliative pain is a difficult subject in Catholicism (due to
fears of hastening death,) pediatric pain in Christianity is treated differently. Pain, especially for

younger children, is unbearable. A child cannot fully express the amount of pain they are in.
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Further, they cannot understand if it is temporal or chronic. It is also uniquely communal: parents
suffer alongside the child.®* However, if pain is required for proper treatment of the child, then
pain is allowable—even welcomed. Pain, so long as it is not excessive, can be character building.
However, there is also a desire to treat and help those who are suffering. Nonetheless, aggressive
treatment should only be pursued as a last resort. In Catholic teaching a child is not autonomous;

regardless of age. All children must therefore use parents as a proxy for decision making, 643

Judaic views towards children and their autonomy is abundantly clear. Like Catholicism,
there is patriarchal domination in decision making. In Jewish law, a minor cannot appoint a
proxy decision maker because they have no legal status. In Biblical times, a father could give his
daughter’s hand in marriage without her consent. Later Rabbinic sources altered this
arrangement. If a child is physically injured, damages must be paid to the father. %46 Legally,
(according to the Talmud,) daughters can become emancipated from fathers when they reach the
age of majority which is 12. At this age, she traditionally is demonstrating some signs of
puberty.%7 She is also emancipated if and when her father dies. Although less is explicitly
written about the minor male, he comes into the age of majority at 13. Similarly, once mature,
the male can accept his own financial damages and enter into vows.®® It is not a logical stretch
to assume that Jewish families would allow the father or mother to assume decision making
capabilities. Once a child reaches the legal age of majority, some parents may take that into
consideration. Importantly, the age of majority exists for /egal matters: financial damages,
making vows, marriage, divorce, buying and selling. Most Jewish families would consider
healthcare decision making to be done either as a family or under parental authority. It would

vary from family to family how much autonomy they would allow their child. While 12/13 is the
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age of majority, it is doubtful if a secular hospital would assume this age to be an age of maturity

without individual assessment.

The question of ‘who decides’ will be explored in Chapter 6 of this dissertation.
However, it is important to understand the particular psychological makeup of a child who is ill.
Arguably, these children are capable beyond their years. There is research that indicates children
with prolonged illnesses (such as cancer or organ diseases) exhibit a higher level of medical
understanding and maturity than their peers.®*® These children may be considered more ‘capable’
due to the time they have spent directly living with their illnesses. However, pain and illness can
shift understanding and the consent process. It can tangle with the concepts of capacity and
competency. A patient in extreme pain would also base their autonomous decisions on a biased
scale whereby they can be pain-free.®° Indeed, the most important framework for autonomous
decision-making and consent is context. As patient context shifts, the patient’s autonomous
ideals do as well. A patient who is riddled with chronic pain also has their autonomous consent
compromised.®! When a patient is presented with the ability to be pain-free, their overall
competency may be unreliable. %2 For chronic pain, standards of obtaining autonomous consent
should be modified. Analyzing a patient’s capacity for competence and some elements of
informed consent require evaluation. Context—in this case pain—may cause a normally
competent individual to be swayed into non-fully consensual choices.%? The theory of autonomy
also shifts to accommodate the impact of chronic pain on decision-making. The intention of a
chronic pain patient is simple: they wish to be pain free. This reality shifts their perspective of
autonomous choice and consent since every decision may be influenced by the promise of being
pain free. There is a fine line between making certain choices to being pain-free versus being

considered an incapable patient. While uncontrollable pain can cause incapacity for decision-
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making, patients with pain are generally competent.%** Children with intense pain may make
intentional decisions towards ceasing their pain. True autonomous choices then, are difficult to
dissect from a child in pain. Just as a religious person cannot separate their religion from their
decision-making processes, a pain-riddled patient cannot imagine a life without pain. The power
of pain, and the promise of being pain free, is enough to motivate a patient to decide devoid of
true understanding. Physicians must carefully modify their discussions surrounding informed
consent to ensure that there is a balance between true autonomy and the influence of pain if they
wish a child to participate fully in their decision to pursue palliative care.

Conventional pediatric ethic topics involve concepts of the mature minor, truth-telling,
and decision making. These have been explored through the lens of religion. However, religion
aside, the lack of uniformity and understanding in pediatric palliative care is an ethical concern
on its own. Limiting palliative care to end of life patients is dangerous. Not only does it stymie
excellent care to a few, but it overlooks the powerful scope of palliative practice. Palliative care
is ideally suited to mitigating pain in typical situations. Children with illness that affects the
quality of life are essentially robbed of palliative services. Indeed, the overall goal of palliative
care is improving quality of life. Moreover, it should be considered ‘best practice’. Children’s’
palliative care programs can mitigate barriers and infuse a holistic standard of care into
paediatric medicine. By educating physicians and families, fears surrounding palliative care may
be reprieved. Greater education leads to earlier integration of palliative care programs. The
beneficial impact of earlier palliative interventions is supported by the literature.%>3 Earlier
integration could undeniably mitigate the reputation of palliative care. Introducing palliative care
at any stage of illness causes a ripple effect. Indeed, pediatric hospitals are familiar with death

but few offer specialized palliative care teams. It must promote both education amongst staff and
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families and encourage early integration from diagnosis. Creating a systematized, robust and

fully integrated palliative care service is not merely best practice. It is an ethical imperative.

While an analysis of pediatric palliative care reveals its tremendous awareness of the
importance of spirituality and religion. The literature reveals a focus towards incorporating
religion/religious practices during end of life in pediatric situations in particular. At the same
time, there is a lack of causativeness. Granted, religion and spirituality is impactful for families,
especially at the end of life. However, the literature does not fully comprehend nor empirically
qualify the value of incorporating religion into everyday decision making. This dissertation,
using the obvious impact of religiously motivated pediatric palliative care is an attempt to truly

showcase the importance of religion throughout all decision making processes.

147



5. Religious Barriers in Clinical Care: Specific Cases and Circumstances and the Confines

of Cultural Competency

It is essential to understand the limits of undue hardship and the concept of reasonable
accommodation as they apply to specific cases and circumstances. The previous chapter
discussed individual undue hardship and institutional undue hardship. This chapter will carry this
concept further, presenting finite situations that are difficult to encounter in a clinical ethics
situation. This chapter will parse four separate clinical case circumstances where religious
accommodation is requested. These cases span mental health (using the Hasidic community,)
public health, (the HPV vaccine,) individualized health (genetic engineering,) and pediatric
health (oncofertility.) Thorough discussion and analysis of these four cases betray similar
themes essential to the crux of this dissertation. In short, each of these cases presents an ethics
duology whereby religious and ‘secular’ medical ethics grapple for triumph. Whether and how
undue hardship can apply, however, differs in each case. In the instance of broader, societal
issues such as mental health and public health, religious undue hardship cannot be applied. In the
cases of more individual decision making, indicated vis a vis genetic engineering and pediatric
oncofertility, a different type of hardship is presented which this dissertation dubs flipped
hardship. Flipped hardship occurs when religious accommodation or religious permission is
perhaps antithetical to secular medical ethics. In such cases, limitations on religious
accommodation would be ethically permitted. To be clear, this dissertation crafts two definitions
for ethical undue hardship in healthcare. The first is undue hardship whereby a ‘secular’
organization is treating a religious patient who asks for a treatment or procedure that goes against
secular healthcare ethics. The second, more novel concept is dubbed ‘flipped hardship’ where a

religious organization treating a patient who does not identify with the religious ideology of the
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organization wants a treatment that the organization is unwilling to offer. However, this
treatment is acceptable from the perspective of secular healthcare ethics. As shall be illustrated
later in this chapter, flipped hardship is not applicable if the request goes against social contract
theory and/or, if there is a certain interpretation from within the religious organization itself
which would permit treatment.

In the case of Hasidic Judaism, basic knowledge of Judaism is not enough to offer full
appreciation for expressing undue hardship. Hasidic Jews clinically present differently from
other Jewish sects, and subsequently, the religious accommodations they require are unique to
their communities; thus, in this chapter, the limits of religious accommodations are presented
vis-a-vis a specific patient community. Furthermore, the time spent on the Hasidic community
servers another, more generalized purpose: to demonstrate that mere cultural competency may
not suffice in every clinical encounter.

Recent events in the news media have raised the alarm over religious objections to public
health matters. The measles outbreak in New Y ork demonstrates a nuance in law that is harmful
to the public at large. Hasidic Jews, in particular, have been targeted by the public for refusing to
vaccinate their children due to religious objections. The religious objection clause that allowed
the Hasidic community to forgo vaccination has been overturned by the state legislature due to
the public health crisis. As such, a very recent demonstration of how religious rights may be
vetoed for public health concerns.

Thus, this chapter would be remiss to ignore a current maelstrom between religion and
the public good. Rather than merely focus on proven vaccines such as measles and MMR, this
chapter chooses to explore the more controversial HPV vaccine. While the science of the HPV

vaccine is sound, religious communities balk at the very notion of the vaccine. Both Jewish and
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Catholic communities believed the vaccine promoted sexual promiscuity. The Catholic School
Board in Canada, in particular, challenged the public health initiative when the vaccine was
offered in schools. This demonstrates another very relevant case study that signifies the
importance of creating justifiable limits on religious accommodation for the demonstrable public
good.

Finally, this chapter introduces a new concept called 'flipped hardship.' This is defined as
when the hardship is placed upon the religion, rather than the secular medical institution. The
demonstration of an example of 'flipped hardship' is best-illustrated vis -a- vis CRISPR
technologies. Presently, Judaic scholars have yet to analyze the promise of CRISPR within
Judaic law. Catholic scholars have adopted a negative approach to the genetic engineering tool.
This chapter attempts to build the halakhic scaffolding, which would enable the usage of
CRISPR due to past halakhic precedent. Philosophically, Judaism's potential for a more lenient
approach to CRISPR may grapple with future secular ethical protocols. Catholicism's blanket of
rejection may also clash with secular CRISPR ethics. As such, the hardship principle is flipped—
Jewish patients may request treatments or services that are beyond the secular norm. Would this
be considered undue hardship? How could this define undue hardship in the future for more

understood concepts such as brain death?

SA.Religiously Triggered: Background to the Hasidic Community and Their Nuanced

Mental Illness

Whereas Hasidim are included in the umbrella term of Haredim (ultra-Orthodox,) Hasidim
are distinctive since each community follows a specific Rebbe, a spiritual teacher-leader and

rabbi. A note on terminology: the term Haredi refers to ultra-Orthodox Jews as a collective
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whereas Hasid (s.-Hasidim-p.) refers solely to the followers of the Ba’al Shem Tov. ¢ There are
various sects within the Hasid community, each lead by its own inspirational rabbinic leader.

This important difference is often absent in the scientific literature. As such, treatment
options must be exclusively bespoke to this community since Hasidim hold contempt for both
the secular world and psychiatry.%” Many, if not most Hasidic families speak little English,(even
in North America,) are patriarchal and do not make medical decisions without rabbinical
consultation. Further, the notion of mental illness is still taboo in this insular society. Rather, it is
the result of the yatzar ha-rah or ‘bad spirit’ that can be exorcised via prayer, study and
repentance.®® Indeed, religious ritual governs every minute of life. Additionally, some Hasidic
communities encourage midnight graveyard visits and religious visions; actions which a secular
physician may find aligns with mental illness.®° Some rabbinical leaders attempt to mediate an
ill community member via prayer and supplication.®®® A Hasidic patient is thus isolated dually:
by his illness and by his community’s resistance to secular, Western medical intervention.

In the middle of the 18™ century, the Ba’al Shem Tov (literally, Master of the Good Name—
Rabbi Yisrael ben Eliezar) was widely recognized across Europe for being a miracle worker.
According to legend, he was masterful at healing through Kabbalah and encouraged his
followers to worship G-d through dance, song and joyous fervor.¢! His magnetic personality and
unusual practices attracted many followers and proliferated across central and eastern Europe.
Hasidim observe the Torah code stringently and gender roles are traditionally delineated. All
men are encouraged to study full time and women are expected to work (in approved roles,) and
take care of domestic life.%? There are several Hasidic courts each lead by a Tzaddik (s.
righteous individual,) referred to as Rebbe. The Rebbe advises, counsels and creates the doctrines

for his followers. While some Hasidic courts have not appointed new leaders, all yeshivot (p.
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house of study) have a rabbi who gives counsel. Rabbinical decisions are sought for both profane
and the mundane. The level of comfort with secular society varies from court to court; for
example, Beltzer and Toldos Aharon, two streams within Hasidic Judaism, are considered
rigorous and unbending.®* Hasidic Jews have a close relationship to mysticism and
ecclesiastical demonstration of worship. Regardless of court, all Hasidism believe in the
philosophy of creating religious ecstasy and the significance of mystical texts.

The Ba’al Shem Tov created twelve principles that all male community members must abide
by to be considered a Hasid. Some of these principles encourage a sense of devout spirituality
and mystique in the everyday. These principles are important to the discussion of mental health
within the Hasidic community. Indeed, many secular or Jewish psychiatrists unfamiliar with
Hasidut question whether visions and other esoteric experience are psychotic or religious in
nature.®4 Rabbi Zalman, an early Hasidic leader, noted that “...all reality is nothing...this is
worship itself.” Further, Rabbi Hal.evi, Zalman’s pupil cited that losing a sense of self is
required to fully worship God.%® Another notable theme is that of divine oracular. Rabbi Karo (c
1533) frequently spoke in the voice of the Shekinah (the feminine ‘side’ of God—Iiterally
translating as ‘divine presence.”)® Thus, fervent Hasidim long to be engulfed by the Shekinah to
hear the wishes of God. Finally, there is constant theme of dueling moralities: of the ‘light” vs
the ‘dark’ or the Godly vs. the Satanic.%’ Rebbe Nahman (the leader of his own Bratslav
Hasidim in Uman, Ukraine, 1772-1810) encouraged visions of demons and angels and his
followers are famous for nocturnal graveside visits of scholars. Hasidim may also demonstrate
self-neglect (for greater spiritual piety) and paranoia with Messianic undertones.%*® Thus, for
mental health interventions to be impactful on this community, a clinician would have to be well

versed and comfortable with these tenants of Hasidic Judaism. Most hospitals understand and
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accommodate the need for same-sex therapists or kosher food. The esoteric philosophy of
Hasidim however adds further complexity to both diagnosis and treatment. It is essential to
understand the complex makeup of Hasidic society and how those aspects may influence a
patient’s presentation or care. Further, the Hasidic perspective and reaction to the symptoms of
mental illness enhances insight into the community. All academic literature and observations
comes from the outside, secular world.

Mental illness is not restricted to one gender. Unsurprisingly, there is a lack of literature
surrounding Hasidic women. This demonstrates a notion beyond gender bias. Hasidic women
dominate the public sphere and are the backbone of familial piety. They are expected to stay
within the shrouded community. Hence, their health issues are cloaked even more than Hasidic
males. However, Israeli and New York based researchers have been successful in identifying
mental illness within this population. Hasidic women are predisposed to eating disorders (ED)
and obsessive compulsive disorder (OCD), the trigger of which is unique to the religious world.
To adequately treat these patients, secular physicians must be knowledgeable of the ‘menstrual
purity laws’ and the dietary laws. ®%°

When a Rebbe or family decides to utilize Western mental health services, it is orchestrated
in a manner that still ensures spiritual purity and rabbinic permission. In Israel specifically, this
community utilizes a rabbinical letter of introduction to refer a patient to a mental health
professional or institution.®”° These letters offer a unique window into this insular world.
Several themes from these letters emerge. The first is discomfort. Most rabbis are pained leaving
their students under secular care. Subsequently, they require regular reports or send a mashgiach

(s. supervisor, or in this case a supervisor of the patient’s neshama or Jewish soul.) Another

theme is spirituality/mysticism. The rabbis often allude to the treatments they recommended to
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the patient which may include praying, learning Torah or being “more social” in the community.
The rabbis’ express disbelief at the failure of spirituality and belief to help. A final theme is
reluctance/acquiesce. Even some years ago, Hasidim would never seek out secular assistance.
Each rabbinical letter alludes in some way to hospitals and physicians serving as the last choice.
They also require updates on the patient via telephone or letters.%”! The Hasidic community has a
stereotypical view of psychiatrists and psychiatry. They believe all practitioners to be atheist—
even those who are Jewish. Further, they expect that the doctor will ‘prescribe’ leaving Hasidic
Judaism to be cured of their mental distress.®”?(The rabbis incorrectly assume that physicians
will advise leaving a religious environment to become less psychotic.) Finally, there is general
worry about leaving a Hasidic Jew inside a secular hospital where women, magazines,
televisions and general secular society can harm or entice. Moreover, Hasidic society likes to
keep its ‘dirty laundry’ within itself. Going outside the community for assistance may be
necessary so long as it is done quietly. Discretion is key for mental health issues in Hasidic
society. Stigma and fear still surround mental health; even for treatable and common issues like
depression.®” The stigma creates problems for young people who are going through the
shidduch (Yiddish; ‘match-making’) process. Within Jewish matchmaking, the purity of yichus
(Yiddish; genealogical line) is essential. Physical illnesses and mental health issues are to be
avoided in matchmaking. Marriage within an endogamous society is self-limiting. Mental health
problems are misunderstood and considered a ‘blemish’ to getting an advantageous match.%7*
Some rabbinic leaders encourage matchmaking to ‘cure’ mental health symptoms; in their view,
the commandments of marriage and children create a spiritual healing for the mind. Being
married with mental illness is a hardship on the family. Judaism is a family-based religion.

Within Hasidic Judaism, each person plays a unique role within the household. The absence of a
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father or mother due to mental illness destabilizes the nuclear family unit and is considered a
blow to the community.

Hospitals in both New Y ork and Jerusalem have wrestled with providing cultural and
religious accommodation. However, doing so may create a point of undue hardship. The concept
of ‘reasonable accommodation’ is generally assumed to be the medical institution
accommodating the religious patient. Yet, seeking culturally sensitive avenues may be risking
patient care. To truly determine undue hardship within mental health care, it is essential for the
Hasidic community to accommodate mental healthcare. By ‘meeting in the middle’ the Hasidic
community can receive culturally sensitive care that is respectful of their religion up until the
point of undue hardship. Hasidic Rebbes must permit leniencies to accommodate treatment; this
would fall under the foundational notion of pikuach nefesh ([Hebrew] = saving a life).%”> Once
the Hasidic community accommodates pikuach nefesh for mental health, undue hardship for
religious accommodations may be applied. The application of undue hardship will, in turn, create
a template ethical best practices that assures adherence to treatment and hopefully, a path to
recovery. Ifa Hasidic community does not recognize mental health as pikuach nefesh, a limit on

religious accommodations may be best for practical and effective patient care.

5.A. i. Hasidic Men: ‘Social Deviance’, and complex mood disorders

Gender norms are stereotypical within Hasidic Judaism and interestingly, the literature points
towards ‘gendered’ manifestations of illness as well. Hasidic men tend to have serious mood
disorders like schizophrenia, bi-polar disorder and manic-depression.’® Hasidic men live in the
public sphere; going to lectures and study sessions. Likewise, their illnesses appear to be ‘public’

as well. At first, many Hasidic men can hide their illness through religious zealotry. Most men

155



are brought to hospitals by a concerned Rebbe or friend.®’” Hasidic women tend to have illnesses
that mirror their domesticity: postpartum depression, eating disorders and OCD stemming from
the family purity laws.%’8 They suffer more privately than their male counterparts. Most self-
identify for treatment once they notice their illness harming their family life.¢”"

Several case studies illustrate common elements to Hasidic men displaying “social
deviance;” often the first sign of acute mental illness. This deviance incudes no longer waking
up on time to study, withdrawing from study partners or social events and being antagonistic
towards others.%®" Importantly, social deviance can be an umbrella term to describe all actions
that do not adhere strictly to religious life. Hasidic life is demanding for men. They are required
to study full-time in yeshivot (houses of study.) They are required to be fluent in Jewish law and
prayer. Men who have learning disabilities or ADD find themselves isolated and appear
‘deviant.” Further still, men who are not capable of understanding the logic games of Talmudic
literature may find themselves ‘passed along’ rather than assessed for more suitable
occupations.®! Even men who wish to question rabbinic authority or have a moment of ‘teenage
rebellion’ are viewed as deviant within the cloistered Hasidic society. This all becomes
compounded within the shidduch system. Most families want their daughters to marry a ‘good
learner’ who has proven mastery of Jewish text. Thus, men are forced to confirm with
community. Those who are ‘passed along’ are presented with a match in hopes that marriage to a
virtuous Jewish woman will be curative.®8?

Common themes within mental health treatment centers include: fervent adherence to
religion, hostility to those outside the Hasidic community, and an interwoven relationship
between psychiatric symptoms and religious observance. With Hasidic men, the greatest

challenge becomes separating expressions of religious belief with expression of possible
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psychosis.®®? Also, many patients are hostile towards their physicians, Jewish or not. Further
accusations of atheism, being a ‘non -Hasid’ or being accused of homosexuality are common.
Hostile attitudes further delay proper diagnosis and treatment. The literature notes that lingering
hostility prevents successful treatment. Additionally, Hasidic patients are difficult to follow-up
after initial hospitalization.®®* This may be due to a reluctance to be continuously ‘labelled” as
mentally i1l inside the community.

Very often, the hallucinations reported in case studies are Biblical or Messianic in nature.
Other times, the hallucinations are richly metaphorical; puzzling if the clinician does understand
Hasidic theology and philosophy. For example, many men only have vivid hallucinations at
night. While this can be dismissed as minutiae, nighttime holds spiritual weight in Hasidic
thought. %% Many of the written texts allude to the dangers of night: both physical and spiritual.
The Queen of Demons—Lilith—takes victims who wander alone at night. All Hasidic Jew
ritually wash their hands immediately after sleeping to ‘wash the sins’ of the night before
commencing holy actions during the day. This ritualized action can manifest considerations of
spirit and demons.. The hallucinations can also be sexual. Sometimes, a patient speaks of
pursuing a woman nightly via hallucinations or he hears a woman’s voice (or a man’s voice)
calling him to sin. Hasidism shelters and separates genders until the matchmaking process.
Sexual desires, especially dreams and sexual emissions through masturbation, are
unambiguously forbidden. Homosexuality is an absolute sin within the Hasidic world. 3¢
Clinicians find it difficult to convince Hasidic men that they are not being punished spiritually.
Moreover, they find more opposition when prescribing medication. Hasidic patients have
difficulty understanding that pills will take away hallucinations and ‘evil’ thoughts. Additionally,

adherence to medication schedule is difficult. Most lose touch with clinicians and health
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professionals after the initial few sessions or hospitalization. %’ Instead of being aware about
their illness and using pharmacological interventions, Hasidic patients view themselves as being
spiritually tested like the great Rabbis of the past. Just like those great leaders, they too will
overcome their illness through greater prayer and devotion.

There are some Hasidic men who are called ‘socially deviant’ due to falling away from
their Hasidic upbringing. These cases may be religious rebellion but often is a signal for serious
illness. In these cases, their wives are the first to intervene, often noting despondence or even
rage during commonplace family rituals.%*® Family and home life are central to Hasidic Judaism.
Thus, it becomes quickly apparent when religious behavior suddenly deviates from the norm.
Refusal to participate in Sabbath dinners, becoming lax over dietary laws or forgetting common
blessings are all cited as concerning for their partners. Children are the driving force that cause
Hasidic women to seek secular health services. Often, they report their children being fearful or
commenting on their father’s behavior. While mediating this change in their husband’s behavior
women keep silent within the Hasidic community. They report socializing less, and avoiding
neighbors who ‘may know something.” As caregivers, Hasidic women do not get community
support. Rather, they carry on in their domestic tasks and hope that God will bring healing to
their family. %

5.A.ii. Postpartum depression, Fertility OCD, and eating disorders among Hasidic women

The role of a Hasidic wife cannot be understated. Her adherence to the laws of kashrut
([Hebrew] = kosher) and menstrual purity create a spiritually pure Jewish foundation for her
family. Failure is not an option. Perhaps not unsurprisingly, women’s mental illnesses do not
deviate from her domestic sphere.® Obsessive Compulsive Disorder (OCD) is exceptionally

linked to the complicated laws of menstrual purity.
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Procreation is holy and the main objective for marriage.%! Moreover, Hasidic women are
socially obligated to conceive due to status and traditional domestic sphere roles. Although the
matriarchs and women in the Bible are often barren, they are holier because of it. Indeed,
whereas they are not obligated to conceive, their pain, suffering and humility come forth
organically through prayer. They are pious, religious women for whom child-bearing is the
ultimate gift of dedication and beliefin God. Yet, as depicted by the barren Rachel, wife of
Jacob, a woman feels unworthy of life without children.®? A Hasidic woman should be content
with having children and raising them in the Hasidic way. Just like their male counterparts,
Hasidic women think they are being spiritually tested when they encounter postpartum
depression. They may view themselves as failures in spiritually and as mothers. They too believe
in God’s intervention and seek it as a cure. Women only seek out secular care services when
advised to by a rabbinic authority and/or their family members notice that something is wrong.
However, women prefer to seek help further from their homes, for fear of being observed.
Obviously, the stigma of mental health does not erode once married. While psychotherapy is
eschewed since it is often ‘too modern’ for Hasidic communities, but women are more likely to
accept and adhere to medication protocol so long as they are short-term. This is a direct result of
stigma and a closed society. Living within a sheltered community compounds the issue; friends
and family think that a postpartum woman should focus on other things and put her trust in God

as a curative.%?

Crucially, there is scant literature on postpartum depression within the Hasidic
community. This is not surprising. Often, postpartum depression is an illness fought silently and

independently. If a woman does not act dangerously towards herself or her child, it can be

dismissed as fatigue. A Hasidic woman is often alone in the home for hours until her husband
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comes home. Thus, depression is further isolated within the domestic realm. Eating disorders,
however, cross into the public realm which is perhaps why it enjoys more academic analysis.
Eating disorders (ED) such as anorexia or bulimia are present across all ages in the
Hasidic world. Girls as young as 15 demonstrate early experimentation with, to full-blown eating
disorders. Interestingly, one study claims that more observant girls have lower tendencies
towards eating disorders. Several other studies note the opposite.®* It is clear however that fears
related to matchmaking is often what triggers the disorder initially. Religious men want thin
women. Additionally, Judaism revolves around feast festivals and Shabbat meals; designed to be
rich and multi-coursed in observance of the holy days.%®> Talmudic law prescribes how much is
to be eaten during some feast-days. Some researchers couple anxiety over ritually mandated food
consumption with anxiety over finding a good match, triggering eating disorders.%% Disordered
eating is a control mechanism. A Hasidic woman leads a proscribed existence; eating may be a
way to demonstrate individual governance. Although eating disorders may be a conspicuous
mental health disorder, there is nonetheless demonstrated lack of awareness for the severity of
the issue within the Hasidic world. Poor parental support (via forced limiting eating) is common.
Young girls also feel ‘stress’ at home since they are often responsible for caring for younger
siblings. Many report anxiety and stress over shidduch prospects. Mothers often unconsciously
promote disordered eating; they may have a disorder themselves.®7 Interestingly, once the
disorder becomes severe, more Orthodox families seek out treatment earlier. Orthodox children
are statistically much younger upon initial hospitalization. When they are hospitalized however,
their disorder is compounded with depression, panic disorders or self-harm. Researchers note
that in the Hasidic world, women marry and give birth at a very young age. Thus, they may not

be mature enough to self -regulate and utilize self-care. The literature notes that this may be the
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only form of rebellion these women know. Like in all mental health circumstances, rabbinic
authority is required; more so since there are several fast days within the Judaic calendar. A
rabbinic degree (called a heter, [Hebrew] = permission/leniency) may allow a woman to eat on a
fast day, for the sake of her continued treatment. 8

Just as precisely as Judaism delineates religious laws, it dictates times and motivations for
sexual intimacy between a married couple (dubbed onah). Judaism places great importance on
fulfilling the woman’s sexual pleasure and desires—so long as there is no “...destruction of
seed...” 9 Sexual intimacy is holy when performed within the bond of marriage and thus, must
be governed under religious boundaries of niddah ([Hebrew |=ritually impure.) Niddah refers to
the time when a woman is having her menstrual cycle and some measured time thereafter, to
ensure that menses has truly ceased. During this time, she is ritually impure, and unable to have
sex or even touch her husband. Once her niddah period is over, she becomes ritually pure and is
allowed physically to her husband.

A normal niddah period lasts for seven days, after which she washes her clothing, and
“regains” purity after dipping in a mikveh ([Hebrew|= ritual bath.) However, modern Rabbinical
law doubled the ‘unclean’ time of niddah to 14 days rather than seven. During this time, the
woman must be careful as to not sexually excite her husband and must take precautions around
domestic tasks, touching, handling the same vessels, and even casual displays of intimacy. All
Hasidic couples have separates beds for this time period. Further, a menstruating woman must
make her circumstances known to her husband obliquely, so as he too is aware to not transgress
during the time of menses and subsequent checking for cleanliness. 7°° Additional restrictions

exist for women who give birth to a male or female child; their impurities last longer than the

Biblical seven days; for a male baby, she must wait 33 days and for a female, 66 before
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immersing in the mikveh.”®' Many women have felt isolated, “dirty” and unloved, triggering
OCD over finding even a spot of blood and ensuring she is completely ritually clean. Talmudic
lore suggests that horrific things that can happen when a baby is produced if a woman if unclean.
Further, intercourse and intimacy during a menstrual cycle lead to serious repercussions in
Talmud times and is still considered a grave sin in modern times.”*? It is important to realize this
is not superstition for this community; it is a way of life that demonstrates piety even within
primal actions. The laws of menstrual purity are precisely governed to optimize contraception.
Twelve to fourteen days after a woman concludes her cycle, she enters a period of ovulation
when she is ovulating and is most primed for pregnancy.’?* Hence, Orthodox couples who follow
the laws of menstrual purity almost guarantee themselves conception whenever they copulate,
hence, fulfilling the mitzvah of both coitus and procreation. Adhering to this mandated cycle of
sexual relations is considered holy and the reward for adherence is a child.

However, if a woman’s natural procreative cycle commences ovulation prior to the twelve or
fourteen days of niddah is concluded, she is religiously unable to have sex and hence, would find
it difficult to get pregnant since her ovulation occurs outside of the rabbinic timeline. In the
Hasidic community, the misalignment of a natural menstrual cycle to the Torah cycle is called
halakhic infertility. Thus, hormonal intervention for the purposes of niddah regulation is not new
to the community at large. While birth control is generally shunned, using it for this purpose is
allowable under rabbinical decree. If a woman commences oral contraceptives, she can force her
natural menstrual cycle to conform to rabbinical purity standards. Medical studies that report on
religious infertility clearly define the woman under study as infertile due to “pre-coital
ovulation.”’* Indeed, women may be fertile independently, yet the laws of niddah render them

unable to conceive because their time of fertility ends before they are permitted to have sexual
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intercourse. Thus, the tightly mandated laws of niddah have led to far more than halakhic
infertility. Many women find the onus of tracking their cycle becomes a trigger for obsessive
compulsive disorder. Some may also suffer from body dysmorphia or depression due to their
bodies not adhering to what Torah law prescribes.”® One study attempted to evaluate the
demographic size of ultra-Orthodox (both Haredi and Hasidic) women seeking treatment for
religious infertility. The researchers extrapolate that 21% of the ultra-Orthodox population
suffers from religious infertility. Another scientific study involving ultra-Orthodox women and
oral contraceptive usage to shorten or lengthen their cycle met with positive results. 7% Women
can only utilize contraceptives by rabbinical allowance.

Women feel anxiety, panic and obsess over their menstrual cycle. They fear they are bleeding
even a small amount and check themselves constantly throughout the day. Checking involves
inserting a white, clean cloth into the vaginal canal to ensure no trace of blood remains. Some
women have developed serious lacerations due to frequent checking.”” Their worry decreases
only during their menstrual cycle. They often consult multiple rabbis to ensure they are ritually
clean. Fears of transgressing a foundational commandment creates significant emotional
disturbance. One case study reports a woman so fearful of being impure, she begged her
gynecologist to remove her uterus. Some women do have sexual relations with their husbands at
all since they are unsure if they are ritually pure. Women who display OCD tendencies earlier in
life later find these tendencies develop into obsession over menstrual purity. Some obsessions
arise naturally from the techniques involved with adhering to niddah.. Women are asked to check
purity by inserting a cloth; if they find a trace of blood they are to consult a rabbi before washing
in the mikveh.. Many women show a Rebbe their underwear so he can decide if they are ritually

impure.’®® Moreover, the religious culture and language surround menstruation is negative,
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possibly influencing OCD behaviors. Women are also at risk to develop depression or more
severe symptoms of pre-menstrual mood disorders.”® Adhering to religious ritual can create true
psychiatric disorders.

The complex dynamic of religion and medicine results in a hegemonic relationship
apparent in rabbinic/medicine dialogue. 7'° Hasidic women seek rabbinical council over medical
advice. Furthermore, the significance of adhering to the laws of menstrual purity cannot be
understated. There is a triad in medical decision making for a Hasidic couple who are infertile.
This doctor-patient-rabbi- relationship is fraught with frustrations as two codes of ethics attempt
to communicate. 7' However, utilizing hormonal birth control is not devoid of risk. Some
rabbinical authorities are more comfortable with utilizing reproductive technologies rather than
allow for contraceptive use. Using reproductive technologies is not simple under Judaic and
Hasidic belief.

Infertility treatments like artificial insemination and invitro-fertilization initially caused
concern for Hasidic Judaism since conceiving a child outside of sexual coitus was misunderstood
by the community. Replacing sexual intercourse with science troubled modern scholars due in
part to fears of spermatozoa switching; a large concern for Jewish lineage and adultery claims.
The aforementioned prohibition against masturbation was a barrier to accessing fertility
treatment as well. As the techniques evolved and became safer, those aforementioned treatments
have become commonplace with Jewish couples. Albeit, not without caveat. Despite the
importance of fertility, Jewish law is careful to legislate the manner of intercourse. Rabbi
Waldenberg, one of the foremost authorities in the field of Jewish medical ethics admonishes
those who use artificial insemination, “ruin[s] the tents of Israel...” 7' Opposing viewpoints

claim that artificial insemination does not ruin the holiness of marriage, since a husband’s own
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sperm does not render the act adulterous and it enables a struggling couple to conceive. For
many Hasidic families, assisted reproduction is a means to an end and enables the fulfillment of
the commandment of being fruitful. This leads to some restrictions in the permissibility of
certain methodologies utilized to harvest sperm. Hasidic Judaism eschews the usage of condoms
since it would restrict sperm ejaculations from entering the vagina; which is religious
misconduct. Using a Jewish-medical condom (which has small holes allowing for some sperm
to escape) is prohibited by Hasidic authorities. Even testing sperm for possible issues is
prohibited. Thus, the onus and reproductive treatments fall solely on the woman, often utilizing
invitro-fertilization (IVF.). This creates a feeling of pressure, anxiety and failure if the treatments
fail. IVF is also risky and often fails; compounding the sense of anxiety a Hasidic woman feels.
Additionally, if a women bleeds at any point during her IVF treatment, she is considered niddah
to her husband and he cannot physically touch her.”"3

IVF is incredibly invasive and expensive. First, the woman is injected daily with fertility
drugs to boost production of eggs. Often a husband injects his wife. However, laws of modesty
dictate that a woman self-inject.”'* Over the course of treatment, frequent monitoring of the
ovaries via trans-vaginal ultrasound and blood tests are paramount and frequent. Once the
ovaries’ eggs are ready to be harvested, minor surgery is performed to remove the eggs from the
woman’s ovaries. In a laboratory’s Petri dish, the doctor fertilizes the egg. After five days of
monitored growth, the embryo shows proof of viability. At this stage, the embryo (or multiple
embryos depending on the doctor,) is placed in the woman’s womb. In order to achieve
pregnancy, the embryo needs to implant itself in the lining of the womb. If the implantation
process fails to result in pregnancy, the couple must undergo the entire cycle again. The current

IVF success rate is 26%.7'5 The emotional and psychological toll IVF takes on secular women is
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probably compounded in the Hasidic world. The social and religious obligations to create a
family are great. By strictly prohibiting semen emission or even testing, the onus of procreation
rests solely on the Hasidic woman. Thus, creating more anxiety, panic and depression due to the
social norms of her community.

Religious infertility can easily be solved using low-dosage hormonal birth control pill or
via hormone treatments. However, physicians struggle with the ethics of prescribing hormonal
birth control for non-medical reasons. While the Pill is often prescribed for ‘off label’ usage like
acne control, there are risks associated with birth control including stroke, blood clots and
migraines. 7' Most physicians are familiar with Beauchamp and Childress’ Four Principles and
use this as a guide towards determining ethical concerns. Indeed, the literature indicates a
concern over autonomy and beneficence/non-maleficence.”!” For a religious patient, it is difficult
to separate autonomous choices from religiously informed pronouncements. Ultimately, this will
impact the consent element of ‘decision’ in favor of a medical intervention.”'® Beneficence and
its corollary, non-maleficence is also applicable. Both these principles encourage the physician to
do what is ‘in the best interest’ of the patient. Thus, by prescribing a Pill that is medically void,
the risks associated with the prescription do not outweigh the benefits. The religiously infertile
woman would be risking bodily damage without medical benefit for a problem that can be solved
outside the medical domain. The principle of non-maleficence would be broken. The beneficent
physician would be advised to not prescribe the Pill nor hormonal interventions, as religious
infertility is a religious problem and not a medical one.”" By allowing it to be solved with
science, rabbis are categorizing healthy women as infertile; a label which bears emotional weight
and stigma and can cause other psychological ailments. The literature is silent on the taxing

weight placed upon Hasidic women. Most fertility doctors advise first testing sperm before doing
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further interventions.’?° There should be an ethical concern here for justifying invasive and
expensive fertility treatments without first adhering to medical ‘best practice.” Certainly, the
issue of religious accommodation within healthcare is apparent throughout the discussion on
Hasidic Judaism and mental health. Cultural competency approaches, as the next section will

analyze, can only begin to broach the issues found within this niche community.

5.A. iii Hardship and religious accommodations in mental healthcare: whither cultural

competency?

While the Hasidic community’s adoption of pikuach nefesh would ease integration of
cultural competency principles, it is not the current reality. Thus, the solution requires a greater
deployment of cultural competency as demonstrated in National Health Services’ Hasidic-
centered psychiatric service and the new hospital in B’nai Brak, a city in Israel near Jerusalem.
These services bridge the divide using the best practices of cultural competency. The NHS
leadership openly seek community approval through rabbinical endorsement, they attempt to hire
mostly observant or observantly-aware Jewish staff, they try to create Sabbath-friendly therapy
modules. In return, participants agree to continue their treatment and follow-ups as required or
else, lose the valued services. Britain’s NHS is publicly funded; crucial since most Hasidic Jews
are below the poverty line. This dual-approach ensures that the community sanctions mental
health and its care approaches. This partnership further attempts to remove the stigma of mental
health by making care more nuanced and accessible for this particular community.

Just as the NHS initiative, the B’nai Brak hospital is careful to create a more curated
space for their Hasidic clientele. Indeed, the B’nai Brak hospital employs rabbis who ensure

males continue their religious studies. However, this program is considered a privilege and can
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be revoked or modified if treatment is not being adhered to.”?! Yet, these are tremendous
undertakings. They require financial backing and training in Hasidic thought and religious
practices.”?? They are also the result of dense populations of Hasidic communities within the
UK and Jerusalem. This may not be feasible, even in the UK, for an extended period of time. The
program was given funding for a finite period of time, whereby it would undergo re-evaluation.
Currently, (as of 2018) the program is still in existence. However, whether this is sustainable is
questionable, particularly with the advent of the novel Coronavirus in 2019-2020. Further still,
while public education and outreach is certainly required, it is essential that change—indeed,
accommodation—come from within the religious community itself. Thus, it is perhaps even
more essential that Rebbanim redefine and reduce the stigma of mental illness. Change is not
foreign; even to Hasidic Judaism. Within this spirit, a re-interpretation of traditional texts can be
assumed. > Further, there is a precedent within Jewish methodology that allows for other
cultures to influence the practice and Halakha (Jewish law) of Judaism. For example, to
accurately dedicate a new Jewish month, rabbis turned to astronomy to calculate the new lunar
month’?*, In those times, the practice of astronomy was concerned to be pagan, done by other
religions and sects. However, by embracing these ‘other’ notions, the rabbis enabled the Jewish
calendar to be calculated accurately for centuries. Following this precedent would revolutionize
the approach the Hasidic community (and the broader Orthodox community,) takes towards
mental health. Moreover, it would permit secular medical intervention to be rationalized and
deeply encouraged as it is for physical illness. Incorporating mental illness into the umbrella of
pikuach nefesh creates a new vocabulary that creates acceptance of mental illness and reduces
stigma. This is an innovative approach to accommodation; a dual approach. Indeed, just as an

institution can accommodate nuanced communities, as the NHS demonstrates, the religious
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community must also accommodate broader changes in medicine. Decidedly, this goes over and
above the expectations of cultural competency.

The aforementioned dual- accommodation approach, is, in the opinion of this
dissertation, very different from cultural competency. Cultural competency is a foundational
concern for clinical ethicists. Indeed, proper cultural competency curriculum can eliminate
racial/gender bias, and acknowledges the importance of culture or religion in patients’ lives. Yet,
this “competency” is often both simplified and Western-biased.’?® Often, this promotes
stereotypes rather than true understanding, humility and conversation with the community itself.
To wit, utilizing cultural competency approaches as they currently stand would not be sufficient
for the Hasidic community . ‘Tolerance’ can only stretch so far.”?¢ Ethical relativism lacks
gravitas, particularly in a medical environment where decisions must be made. Herein lies the
limits of cultural competency; while it is important to educate and inform medical professionals
of cultural/religious differences, it is suitably important to justify decision making firmly within
the confines of standard medical practice and values. This dissertation is not suggesting that
cultural competency is no longer valid or important to ethics and healthcare. Rather, this
dissertation presents two suggestions. The first is that there appears to be a schism between how
literature presents as cultural competency versus what is practiced in a clinical setting. This
schism does ill service to the field itself and to ethics. Secondly, this dissertation suggests that if
cultural competency is not enough to mediate or understand a situation, the dual accommodation
approach can perhaps, serve better. Indeed, as dual accommodation has demonstrated, not all
religious values can be equally valued and assessed as important. Thus, as moderate naturalism
suggests, facts based on biological factors are important. However, contextualizing the values or

decisions that need to be made is also, equally important.”?” Admittedly, ethical relativism and

169



cultural competency are two different things. However, they are often conflated; a sad
consequence perhaps of busy medical institutions. Just as the NHS and the hospital in B’nai
Brak have demonstrated, integration of cultural nuances creates more competent care. Further,
this type of nuanced understanding appears to encourage more patient cooperation. Perhaps the
limits of cultural competency allow for the rise of cultural humility. Instead of trying to claim
expertise in religion, physicians can acknowledge themselves as learners, and collaborate
accordingly with their patients.’”?® Indeed, accommodation must be reciprocal within a medical
decision making. Religion can and must demonstrate their own notion of tolerance for secular
medical ethics. Perhaps then, this is a broader notion of cultural competency—one that also
expects and helps to realize sanctioned change within a community itself.

Indeed, this ‘tolerance’, can be demonstrated viably via Jewish ethics, which allows for
balancing and shifting the weight of ethical principles within the context of a particular situation.
The principle to guard and preserve life—pikuach nefesh—ranks above all other principles.”
Historically, pikuach nefesh has held this position in the ‘hierarchy’ of Jewish values by most
Rabbinic authorities over two millennia. Traditionally, all other Judaic tenets are pushed aside
in favor of saving a life.”** Pikuach nefesh requires all life- saving medical interventions to
occur if a life can be sustained for even a short amount of time. The importance of this contest is
echoed later in the Talmud, which states that saving one life is akin to saving an entire world.”?!
The importance of pikuach nefesh has never wavered. Maimonides argued for the preeminence
of the principle, overriding even the Sabbath in its importance. It is also imperative to alleviate
physical pain, since pain causes bodily stress.”*?

Rebbeim who encounter mental illness are aware of the suffering and even of the physical

and spiritual pain it manifests. They even write to that effect expressively in their letters to
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hospitals. Thus, it would not be fanciful to equate ‘spiritual’ pain and suffering with physical
pain and suffering, requiring treatment. Medical treatments are permitted over the Sabbath and
the follow up is essential. Indeed, the very word nefesh suggests its utilization for mental illness.
In Hebrew, nefesh means soul. In many letters to physicians, the Rebbe refers to his student’s
nefesh being hurt or troubled.”3 If Hasidism view mental illness as spiritual illness, then
permitting secular intervention to ‘save souls’ is undoubtedly required. As the B’nai Brak new
hospital proves, the Hasidic community is slowly evolving to understand that nefesh incorporates
a triad of mind, body and soul. Perfect cultural competency does not exist as it is limiting and, in
the case of bioethics, fails to establish authority due to ethical relativism. The concept of

humility assists in the reciprocal relationship of religious accommodation.

5 B. Public Health or Personal Interest: Vaccines, and Genetic Editing/ CRISPR

Creating a system that can meet the needs of an entire religious community has proven
successful in England and Israel. Whereas a more nuanced cultural understanding can bridge the
gap for caring for the mentally ill Hasidic community, how far can similar religious
accommodations extend? Particularly, how far can religious accommodation extend in the
context of public health and progressive technologies? There are recent instances which
demonstrate the need for limited religious accommodation in public health issues: most notably,
in the realm of vaccinations. Further, a new frontier for the clash ofreligious and secular ethics
may be in the field of genetic engineering/CRISPR. This dissertation anticipates this discourse
and presents possible outcomes.

This chapter cannot ignore another recent medical advancement which deftly indicates

the clash between religious communities and public health. Indeed, the human papilloma virus
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(HPV) vaccine is a recent addition to youth and young adult immunizations. The HPV vaccine
was first made available to females between the ages of 9-26 to guard against sexually
transmitted HPV virus which can lead to cervical, uterine and other cancers affecting the
reproductive system.”** Now, it is recommended that young men get vaccinated as well. It is
suggested the vaccine be taken first prior to sexual activity, with an optional ‘top-up’ dose
acquired in the mid-twenties.”> The most current research indicates that the vaccine assists even
after sexual activity, as it may help the body shed the virus faster.

Unlike other childhood vaccinations, participant usage of the HPV vaccine is sub-
optional; surprising since cervical and other reproductive cancers are often recognized too late
for curative treatment.”3® Researches have concluded that religious sexual ethics is to blame for
this phenomenon. Indeed, according to parents and school boards, acceptance of the vaccine ipso
facto 1s acceptance of non-marital sexual activity. For both Catholic and Jewish ethics, sexual
activity is exclusive within marriage. However, whereas education can shift the Jewish
community towards immunization, Catholic ethicists view the vaccine as condoning sexual
promiscuity.”®’ As such, the HPV vaccine was vocally and publicly opposed by the Canadian
Catholic School Board. The exploration of their religious ethical values versus the values of
secular public health is an excellent exploration of more recent barriers in public health
initiatives. Whereas some members pushed for immunization, it took years for public health to
be formally welcomed into the Catholic school’s hallways. Moreover, does this acquiescence
demonstrate a case of flipped hardship? Does the burden of undue hardship shift to the Catholic
School Board? That is, are their religious ethics being unduly swept aside for secular (public
health) ethics? The concepts of flipped hardship and its definition can be equally studied vis-a-

vis a relatively new concept in genetic engineering known widely as CRISPR.
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The advent and dominance of CRISPR-Cas9 (hereafter just CRISPR) is recent; shattering
previous genetic therapies first in 2013. It contains a strand of ribonucleic acid (RNA,) which
can match any genome.”3® There are two potential options for CRISPR: it can render a gene
inactive or, modify it with a preferred (non-mutated) gene. This technology is quick, effective
and most importantly, cheaper than previous options.”*® The implications are tremendous:
muscular dystrophy, cystic fibrosis and even Alzheimer’s can be identified and replaced with
CRISPR. In 2016, testing was approved to apply CRISPR to human embryos. The ultimate
objective would be to ‘correct’ genetic mutations or diseases in utero. CRISPR would need only
be injected into one cell before it finds every mutated cell and remedies it. Further still, once
grown, CRISPR-edited humans cannot pass on mutant genes—eliminating illnesses that are
genetically carried. Germline editing is a novel and exciting concept. However, it still holds
many ethical concerns. The shadow of eugenics looms large in ethical discussions regarding
genetic manipulation. Within CRISPR, the fear of eugenics is exacerbated since diseases in the
germline can be eliminated permanently for future generations.”*® Further exploration of what
diseases or conditions to eliminate is controversial. While diseases like Tay-Sachs and cystic
fibrosis are devastating, there are questions over whether and how to classify and eliminate
diseases that are not fatal, but nonetheless impact quality of life, classic examples being
Autisim/Asperger’s and Deafness. Further, eliminating one disease may take effect on another;
thereby causing an unpredictable ripple effect.’#! Hence, whether and how to erect ethical
policies around this evolving technology is still developing. Thus, this dissertation focuses on
CRIPSR’s effects on elimination of diseases with poor prognoses or negative consequences on
quality of life. CRISPR can arguably be supported within the confines of Jewish ethics.

Conversely, Catholic ethics are demonstrably against the very premise of CRISPR. For many
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Catholic ethicists, the ability to ‘play God’ is outside the purview of humanity. Thus, the notion
of “flipped hardship’ is introduced. If Jewish ethics permits the usage of CRISPR technologies
(potentially, over and above the confines of future secular ethical guidelines) does refusal of
certain procedures demonstrate undue hardship to towards particular religious convictions?
Likewise, would a Catholic patient’s objection to CRISPR technologies (if and when they would
become medically normative under ethical protocols,) be considered pressing hardship?

Flipped [undue] hardship is when a religious individual could perceive their religious
beliefs to entitle superlative medical interventions that are beyond the standard of care. For
religious institutions, flipped hardship can be perceived when an organization refuses medical
interventions for all individuals that are within the standard of care. Plainly put, the patient or
organization believes that it is their religious right to customize the medical services offered.
This can create an unethical binary of patients: those who are believers and who request such
services, and those who are not. The religious patient (or religious healthcare organization,) may
assume that hardship is being placed upon them since they are not able to enact their religious
beliefs in healthcare. This dissertation demonstrates that oftentimes, religious notions can adapt
to modern medical discourse, negating hardship concerns from the outset. However, it is not all
that simple. The next subsections of the chapter isolate cases where flipped hardship may occur.
Nonetheless, what each section didactically proves is that flipped hardship cannot be enacted in
most cases explored below. This is because each scenario generally falls under the notion of
superlative care for an individual (often in Jewish cases,) , or refusal for a// individuals within a

standard of care based on religious protocols (often in Catholic organizations.)
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5 B.i. Religious right? HPV vaccination opposition in Judaism and Catholicism: Flipped
hardship?

Public health campaigns can find its philosophical underpinnings in John Rawls social
contract theory. Simplistically, subscribing to the theory forces basic assumptions on what is
considered a ‘right’ in society.’*? To that end, Rawls institutes the notion of ‘original position;’
whereby there is an agreement that there is “...something essential to the activity of moral
reasoning...” but also decided upon socially, as a collective.”® Routine vaccinations can fit
comfortably into a modern application of Rawls’ contract theory. Indeed, society has found
immunizations essential; the collective morality of herd immunity is scientifically established.”*
Nonetheless, parents refuse common vaccines for their children. Refusal can be grouped into two
themes: a lack of communication and safety/side effect concerns. The antithesis to refusal may
be found in parent education. The literature is rife with exemplars of how to educate families on
vaccine safety, quality and importance.” Thus, this body of literature claims that informed
education may sway parents from refusal to acquiesce. Some families feel that physicians do not
communicate effectively regarding safety studies; most feel dismissed when they rely their
concerns.’* Some parents may be concerned about side effects. Vaccination side effects are
usually minimal, involving localized pain and perhaps a low grade fever. However, parents are
more preoccupied with rare side effects like asthma, anaphylaxis and mortality.”*’

The HPV vaccine is quickly becoming part of routine vaccinations, with the first dose
administered to pubescent individuals. Yet, whereas measles, mumps and rubella (MMR) and
chickenpox are viral infections, HPV is spread primarily via sexual contact. So, the objections of
religious parents of children eligible for the HPV vaccination are also religious in nature:

children who abstain from sexual intercourse until marriage are safe from disease. Many parents
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felt the HPV vaccine removes the fear of this STI, and thus, promotes promiscuity. It is
important to note that the HPV vaccine purely protects against that one virus; it does not and
cannot prevent transmission of other sexually transmitted infections or pregnancy. The Catholic
School Board of Calgary in Alberta, Canada did not refute the claims of the vaccine at all.
Instead, they only refused to allow public health officials into the schools to inject the vaccines.
It was not a refutation of science, it was a refutation of religious-ethics.”#®

In 2008, the Alberta Roman Catholic Bishop’s office refused in-school HPV vaccination.
The School Board noted that even if alumni contracted cervical cancers, they would not waiver.
The Calgary HPV vaccination program was introduced in January 2009. 70% of students were
vaccinated in the public school system. Calgary Catholic schools had 18.9% vaccination rate.
Many former members and administrators of the Catholic school district maintained the ethical
imperative of proactive protection over and above sexual-religious principles. A 2012 study
noted that HPV vaccination does not increase sexual activity. Many thought this study would
calm the Bishop and force his hand. Instead, he wrote a circulatory letter which, regardless of a
clear proposition, allowed the Board to vote to consider in-school HPV vaccinations. In
November 2012, the Board voted to allow vaccinations to occur in Catholic schools, despite the
bishop being disappointed at the outcome.’”*® While the Calgarian bishop was opposed to the
vaccine, the Catholic Medical Association (CMA) echoes the importance of the vaccine as
prevention for fatal cancers. To wit, they efficiently state that “...preventing disease...is a moral
good. Prevention of HPV infection is distinct from, and should not be construed as encouraging,
the behavior by which HPV is spread.” 7>° Profoundly interesting, is that the CMA does not
believe the vaccine should be mandated for school enrollment. They cite alternative ways to

avoid HPV and that parents should be the ones who teach and promote chastity and sexual
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ethics. The CMA states that parental (ethical) objections should override the public health
vaccination initiative. Whereas the HPV vaccine can guard against reproductive cancers, it does
not quash the other perceived consequences of premarital sex including suicidal ideation,
depression and divorce. While the vaccine is medically and scientifically proven to be effective,
the CMA views the vaccine as a potential vehicle to promote conversations of chastity.”! This
is a purposefully nuanced position paper. The CMA is careful not to dispute the claims of the
vaccine and overall believes it to be an act of mercy and moral good. However, they separate
their understanding of scientific fact from religious ethical philosophy. Indeed, while the CMA
does not negate the vaccination, it does not mandate it. This is in keeping with the chapter in this
dissertation that discussed the Catholic notion of moral cooperation. Indeed, while the vaccine is
medically excellent, the values associated with the vaccine may be considered secular. As such,
the CMA cannot cooperate by fully permitting endorsement of this vaccination.

One opinion paper by a Catholic physician-ethicist proffers a compromise between
keeping Catholic sexual ethics and promoting approval of the HPV vaccine. For the author, the
exemplary Catholic position would be to show mercy to teens and young adults who may stray
from the sexual ethics of their parents. Why should they suffer a potential great harm? The
argument is strengthened by two points: that the poor and under-insured lack alternative methods
for cancer screening (i.e. regular Pap smears,); and it is the parents’ obligation to frame the
vaccination and its purpose as cancer-preventing. Moreover, if an individual comes to the
marriage bed chaste, what if a partner is infected? The desired outcome of the vaccine is to
prevent devastating diagnosis-which should be the yardstick by which the ethical onus is
applied.”? This is using yet another important Catholic ethical foundation of Double Effect.

Whereby the (sexual) act of acquiring HPV is not condoned outside of marriage, preventing

177



terminal cancer is the crux of inventing the vaccine. For the Catholic physician who wrote the
article, the positive effect arguably outweighs the (assumed) negative effect of premarital sex.
This belief is reinforced by the assumption that parents should educate their children on sexual
ethics whereby medical professionals should guard their health.”>3

Similar themes are echoed within the more observant Jewish community in Israel and the
Jewish diaspora. Compliance for ‘school-based’ vaccines (like varicella, MMR) is 90% in Israel,
whereas HPV is around 10%. The reason is perceived to be overall low rates of cervical cancers,
along with sexual conservativism and the taboo nature of premarital sex. Ritual circumcision is
also supposed to lower HPV infection rates. Ritual circumcision is performed widely in the
Jewish and Arab populations in Israel, which may account in turn for the lowered HPV infection
rates. HPV vaccination acceptance increases when women feel supported in their choice to
vaccinate by their social peers or by their physician. 7** Societal acceptance and subsequently,
education of the vaccine is the key for increased participation in vaccination. This is supported
by two studies that statistically measured parents of girls and boys (independently) to determine
how many promoted the vaccine to their children after being educated by a nurse about its
purpose. Interestingly, mothers were more predisposed to vaccinate their daughters than their
sons (65% and 14% respectively.) 7> Whereas sexual promiscuity/non-martial coitus is not
expressively permitted in Jewish law, it is not wholly proscribed as it is within the Catholic
doctrines. What appears to drive Jewish mothers towards vaccination is education, rather than
fear of premarital sex. However, outside of Israel, Jewish Orthodox communities share the
concerns of Catholic believers. A study was conducted in the UK which accessed the barriers to
the HPV vaccine. As in the Catholic School Board circumstance, Jewish mothers struggled with

the claim that the vaccine is preventative since their daughters are to be chaste until marriage.
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Further, some mothers wanted to wait until the vaccine was better studied, and/or their daughters
were old enough to consent for themselves.”>® Mothers who accepted the vaccine based their
choice on it being supported by public health initiatives and that while they prefer their daughter
keep to Jewish sexual ethics, they cannot predict their actions. Thus the vaccine serves as a
protective balm towards future sexual choices..”’ This study demonstrates similarity of a classic
clash between public [secular] ethics and religious ethics in two seemingly different religious
communities. While the CMA noted the difference between medically and ethically condoning
the vaccine, the Jewish view of vaccination—even for HPV—is overwhelmingly positive.
Failure to immunize, even with the smallest risk, would be akin to parental negligence.”>®
Although Judaism does not condone premarital sex, there is a small risk either they, or their
marital partner, may have had previous sexual encounters. Thus, according to some more modern
Orthodox rabbis, it would be imperative to vaccinate against HPV.”>® Whereas the vaccine
would likely not be welcomed into the Canadian Catholic school systems (outside of Alberta,)
the medical importance of the vaccine is notable and even commendable under Catholic ethics.
Thus the question of undue hardship remains. Could the Alberta Catholic school have
utilized the concept of flipped undue hardship to keep the vaccine outside of their hallways? The
pressure Albertans put upon the Canadian Catholic school system may, at first blush, be viewed
as flipped hardship. That is, allowing HPV vaccinations to be promoted and acquired within
school corridors places undue hardship on the principles of Catholic ethics. Under Canadian
law, undue hardship may fall under the following categorizations, purposefully left broad. There
are only three considerations which can contribute to undue hardship in accommodation: cost,

outside sources of funding, health/safety requirements, as outlined and discussed in greater

details in chapter 3 of this dissertation. Under those protocols, the Catholic school system cannot
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claim financial hardship/ source of funding since costs would be covered by public health.
Further, health/safety of accessing the vaccine would be a nonissue in a school as the nurses
would create a sterile environment to vaccinate consenting students. Thus, the school board
would have to petition the case under the Charter, noting that their religious freedoms are
compromised for this particular public health initiative. It is outside the scope and mandate of
this thesis to parse the possibilities of such a suit in the Canadian courts. However, if considering
the ethical considerations of undue hardship, as this dissertation does indeed suggest, the
Catholic school system could not assume flipped hardship. This is due to two important markers:
Rawls’ social contact theory, and the ability for the Catholic ethical Principal of Double Effect
largely aligning with public health goals. Again, according to the framework this dissertation
proposes, flipped hardship cannot be claimed in the case of social contract theory and/or if the
religious institution itself can find alternative interpretations allowing for the medical

intervention. Flipped hardship cannot apply in this circumstance.

Under the auspices of Rawls’ social contract theory and the importance of public health
goals, it appears that flipped undue hardship could not apply. However, this dissertation offers a
nuanced perspective for the HPV vaccine and religious accommodation. Herd immunity is not a
consideration with the HPV vaccine. Rather, the vaccination only protects those who are
individually inoculated. Arguably, the Catholic Medical Association extended an excellent
duality where the HPV vaccine is concerned. Medically, the vaccine is sanctioned for its obvious
benefits and significant harm reduction when it comes to acquiring certain cancers due to herpes
infection. Under religious ethics however, it should be considered a preventative vaccine in case
of sexual exposure. It is not endorsed formally per se, but rather acknowledged as a shield

against future harms. While an individual may ascribe to typical Catholic sexual ethics, there is
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no guarantee their partner was as meticulous. The Catholic Medical Association neatly aligns its
argument with the four pillars of Double Effect: a) the action is not intrinsically evil; b) the intent
of the actor is to achieve the beneficial effect; c) the beneficial effect is not achieved by means of
the harmful effect; d) the beneficial effect is greater than the harmful effect.”® It can be argued
(as it has by several additional Catholic physicians and scholars,) that the vaccination in and of
itselfis not evil. The benefit of the vaccine and its protection from infection, is not achieved by
sexual promiscuity. Finally, the noted reduction in reproductive cancers is noted and can
outweigh the fears of sexual promiscuity—which aforementioned studies have since refuted. 6!
As this thesis demonstrated with Hasidic mental health approaches, religious ethics can indeed
also accommodate public health initiatives. Since the argument for acceptance of the public
health protocols can indeed be made via PDE, the ethical determination of undue hardship

cannot be assumed in this circumstance. Flipped [undue] hardship can only be considered if the
religious institution itself cannot find an alternate interpretation within its own religious edicts
and/or social contract theory cannot apply. A version of this may be more neatly found with the

Jewish approaches towards genetic engineering and CRISPR.

5.B.ii. Jewish approaches towards CRISPR: Flipped hardship?

Jewish identity is a layered complexity. It is at once history, religion and identity. This both
complicates the relationship of genetic engineering to Judaism and creates a foundation for its
vast utilization through innovation and technology.

Indeed, Jews are born into the faith: a Jewish mother determines a Jewish child. Further, a
son is classified into one of three Biblical castes; some of which come with religious obligations

and prohibitions. Finally, even in the 215 century, marrying within the religion is encouraged.
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Literally, the importance of inherited traits is found in the Old Testament and Talmud.”®?
Uniquely, Judaism utilizes genetic science to further the continuity of Judaic tradition. Through
organized genetic testing services, Jewish couples can mitigate the mutations that often arise in
endogamous groups.’®® Judaism can serve as a true exemplar of fulfilling the importance of
religious lineage while safeguarding (and arguably strengthening) the genetic future of its
followers. To determine whether and how technological advancements can be considered within
the realm of Jewish Law, it is helpful to look towards Israel.

The Rabbinical Council in Israel approves all healthcare policy decisions based on principles
of Jewish halakha. As medicine charges forward, halakhic experts must find ways of interpreting
the ancient texts to fit modern challenges. 7** However, Israeli policies also allow for particular
usages of genetic testing—mostly sex selection prior to implantation of an embryo-- all of which
are directly related to Jewish law. However, the Israeli Ministry of Health does warrant caution;
parents must have ‘particular circumstances’ to require sex selection. Further, there are
regulations and various phases towards the Ministry granting a request. Since 2005, two out of
thirteen petitions for PGD were granted based on religious circumstance. Indeed, these grantees
were Kohanim (priestly caste—this lineage is passed only through the man directly to his male
progeny,) using donor sperm. If a male child were conceived, he would not be a Kohan and thus,
be subject to public embarrassment. 6> Other couples petitioned the Ministry for ‘family balance’
according to the Talmud’s elucidation of procreation. For those couples, fulfillment ofthe
religious imperative was based on conceiving one male and one female. While Israel prohibits
‘social’ reasons for sex selection, this reasoning was permitted, perhaps due to an understanding
of the religious philosophy.”%® Other scholars note that PGD can produce children without

genetic diseases—without requiring an abortion or emotional duress abortion may cause.’¢’
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Indeed, if Israeli law can enable PGD to occur for the fulfillment of Jewish principles, this can
function as a helpmate towards crafting a theological ethic towards CRISPR.

Gene editing and manipulation is undoubtedly part of the medical future. Secular ethics
and researchers must grapple with pertinent ethical choices. At a base level, there are two
schools of thought: those who embrace genetic therapy which can enhance lives and lessen the
burden of diseases., and those who are critics who desire to ‘draw an ethical line’ around the
technology.’%® Indeed, Ashkenazic Jews (Jews of European descent,) have known high
predisposition to several rare genetic conditions including the BRCA1, 2 gene and Tay-Sachs.”®
Reducing or even elimination of these genetic conditions would be welcomed. However, there is
balance. Judaism rejects interventions which enable aesthetic changes or sex selection for
vanity.”’? Jewish religious views on genetics suffers from a lack of textual sources from which
to glean. Genetic testing and gene editing takes many forms. While Judaism can allow for
embracing of the positive effects of technology, there is an overwhelming note of restraint
indicated by the rabbinic literature and commentary on the issue. Indeed, all humankind 1s
manufactured b 'tzelem Elokim (literally, in the image of God.) which is a fundamental
consideration when encountering genetic technologies.”’! According to Mackler, modification of
DNA does not fall under the “image of God” however, since so much of our DNA makes an
individuals’ personality and traits, an abundance of caution is advised. As such, healing is
encouraged, so long as respect for persons (and the Divine hand in its creation,) is respected. Yet,
Mackler echoes secular ethics by expressing hesitancy in demarcating between therapeutic DNA
modification and enhancement. Indeed, according to the Mishnah, diversity reflects God’s own

image. Thus, Jewish parents desiring a smarter or taller child cannot do so, according to the

majority opinion .7’ This aforementioned reluctance to markedly manipulate God’s creation is
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amplified in CRISPR’s raison d’etre. Permanently altering germline cells can be considered
creating, as opposed to PGD which individually accesses embryos. This is an important
delineation and ripe with dogmatic consequences. Whereas individual changes, even
enhancement, can be considered science, permanently altering DNA for a complete pedigree
resounds with themes of genesis. Moreover, whereas God has put apparent limitations on
human’s attainment of perfection, science may not yield to a lack of perfection.

Achieving perfection cannot always be scientific. Indeed, the fears of genetic
enhancement or even generational disease eradication CRISPR could provide is dependent on the
‘domino effect.” While CRISPR can potentially eliminate ‘unwanted”’ traits like schizophrenia, it
is unknown whether and how ‘unwanted’ traits may be related to ‘desirable’ ones. For example,
many artists and musicians suffered from poor mental health. However, their genius too was
apparent and potentially wrapped in their illness.””3 Rabbinical scholars appear to focus on the
‘unwanted’ traits; indeed, Jewish bioethics tend to focus on this delicate interplay. As such, the
concept of humility, of “walking humbly with G-d” can potentially soften Orthodox zealous
pursuit of genetic enhancement.”’*

Genetic manipulation for preservation of health is not new to Judaism. In fact, Jewish
approaches to genetic testing services have been lauded for education, organization and
eradication/lowering rates of genetic diseases. Pre-marriage genetic testing vis-a-vis Dor
Yeshorim and more currently, JScreen, have provided comprehensive genetic testing and are
studied by other ethnic groups as a benchmark.”” Both groups are currently based in the United
States, however JScreen is accessible globally. Dor Yeshorim began in 1983 in an effort to
reduce the occurrence of Tay-Sachs.”’® When a person gives blood to the program, it gives them

an ID number. When they meet someone they wish to pursue seriously, they call and give both
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ID numbers and birth dates and find out if they are ‘compatible' or ‘not compatible.' If a couple is
tested after they have already married, and determined to be incompatible, they are provided with
genetic counselling. If a married couple is tested before pregnancy, they are given further testing
and counselling if one or both is deemed to be a carrier. This is all done free of charge to all
participants.”””

Dor Yeshorim is strongly associated with the Orthodox community. As a result, JScreen
was developed through Emory University for all Jews, regardless of religiosity. In the privacy of
home, one produces a saliva sample and gets tested for a myriad of Jewish (Ashkenazi and
Sephardic) illnesses. JScreen sends the results directly to the patient or their physician, along
with recommendations for genetic counselling. JScreen serves all Jews regardless of marital
status or religious observance.””® Dor Yeshorim has 90% participation rates within the
Orthodox community. Regardless, as early as 1996, the Tay-Sachs ward in Brooklyn, New Y ork
was closed. Previously, they had a waiting list for services.””® This has been undoubtedly linked
to the success of genetic screening.

Modern medical problems must be resolved with ancient texts, according to Judaism.
When a new medical technology arises, several rabbis and scholars will study the procedure and
look at source-texts to see whether or not they apply. However, the answers are not always
simple. The application of ancient religious text to modern bioethics dilemmas is controversial
within Jewish thought. While Talmudic scholars encountered many medical and socio-cultural
dilemmas, linear parallelisms to the modern discourse do not always exist. 7*° Thus, when
applying textual anecdotes or precedents onto modern cases, there is a substantial fear that the

posek’s own views are being “read into” the application.”®! Yet, the proper application of Judaic

law can be mitigated via certain foundational realities that shape the law itself. Indeed, Jewish
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thought is constructed upon principles (what Brand defines as ‘religious ideology.") This
ideology serves as a balancing controller towards the modern application of texts. As such, so
long as the ideology of Judaism is preserved through modern applications, the posek can
satisfactorily apply text to modern bioethical predicaments. Religious ideology has intrinsic
biases that may promulgate or negate medical advances. Posekim also have biases, personal
interpretations and hierarchical understandings of Judaic principles. Secular ideologies and
contexts may colour what should be a purely halakhic decision.”®?> Whether and how the ‘truth’
of halakha is displayed within a decision becomes the heart of the decision.

However, even the Talmud was not blind to socio-cultural or other impactful ideologies.
Mirroring the Talmud, these socio-cultural and emotional leniencies are unequivocally being
utilized in modernity by rabbis. Religious codes cannot be created independently of other
considerations. Perhaps a more accurate interpretation of ‘truth' in applying ancient sources to
modern predicaments lies upon understanding the human condition and its complexities.

The only literature on Judaism’s approach to germline modification is written by Dorff, a
Conservative rabbi and scholar. Normally, when considering Jewish Orthodox approaches, the
Conservative movement would be considered as philosophically (and in some cases
theologically,) different. However, Dorff is staunchly traditionalist and moderate in his rulings.
Moreover, Dorff’s argumentation has several weakness that can be refuted (and strengthened
perhaps,) by this dissertation’s approach to Jewishly framing permission for germline
modification. Dorff dubs germline alteration ‘modifying human nature.”’83 Dorff’s naming it
thus connotes a sense of Godliness. Dorff (and Zoloth before him in Jews and Genes,)
contemplates genetic modification being akin to the Talmudic understanding of magic.

Moreover, Zoloth’s application of the Jewish tradition of [social] justice is anemic. Zoloth insists
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that germline editing would be inequitable to those who cannot access or afford it. This is true
and important to the discourse of medicine and accessibility, however Orthodox Jewry would not
consider this approach. Instead, they would probably favor legally based Talmud precedents that
would indicate whether or not the technology can be utilized. 78 As there is a significant lack of
literature and rabbinic opinions on this topic, this chapter proposes one. Thus, this chapter
suggests basing a Judaic ethic of germline modification on the following three principles:
Judaism’s approach towards abortion and its understanding of embryos; the obligation to
preserve heath/Judaic approaches to risk and; Judaic approaches to cosmetic procedures. While
this 1s a religious-ethical theoretical exegesis, it does, later in the chapter, lay the conceptual
understanding for applying flipped hardship. That is, if a religious tradition can justify
potentially controversial medical interventions, what limits can be ethically applied? Thus, the
religious ethics must be formally and rigorously applied, in order to truly ‘test’ the limits of
hardship.

Thus, the potential Judaic precedent for germline editing stems from three principles.
Each will be analyzed in turn. The first principle involves Judaic views of abortion and embryo
usage in research. This is important as early experimentation in human usage of CRISPR would
be conducted on embryos—which is considered ‘fluid’ under Jewish auspices.” According to
Jewish scholars, embryos were intended by God to be human and thus, demand respect and value
in their usage even in experimentation.’%® Conception is considered creation and thus, Godly in
nature. Destroying creation may only be permitted if the value of destruction is comparable.
Indeed, using embryos in an attempt to alter the gene for cancer or MS may be considered a
worthy purpose for destruction. 7 The Judaic approach would consider the overarching value of

gene modification (to eliminate suffering,) to be considered a virtuous purpose. Thus,
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experimentation done by harvesting cells from embryos is permissible in Judaism. Importantly,
embryos cannot be created for the sake of experimentation. Jewish ethics are clear that these
embryos must be remainders and donated from previous IVF attempts.

The second principle to be considered would be Judaism’s obligation towards health and
risk-taking. CRISPR is a risky venture and risk within Judaism is a complex notion. Even if a life
is saved for a short period of time, a physician is obligated to attempt to do so. Additionally,
there is a mandate to relieve pain. Zealotry towards saving life is also mirrored in the
pronouncement to preserve and prolong health; moreover, to shun risk-taking procedures. The
concept of risk, particularly in medicine, is understood as inherent. Even the most routine
practice holds risk: for example, some people react negatively to vaccinations. Yet, the small risk
of adverse reactions is mitigated by the larger risk of being susceptible to often debilitating
illnesses. A physician often does the risk-benefit analysis, sometimes dictating whether or not a
service is even offered to a patient. The most high risk procedures should be avoided at all cost;
except for the purpose of saving one’s life.”®® Indeed, one is permitted to desecrate the Sabbath
in order to save someone who is trapped, even if they are not expected to survive for much
longer. Although, if great risk is the cost for even a short period of longevity, the patient can
choose to accept or refuse treatment.’®® This is an important paradox. Whereas great risk must be
avoided, it can be embraced for even short term gain. However, a patient is permitted to fear high
risk and even refuse care.

It is true that Jews are prohibited from taking non-required medical risk, however,
Orthodox rabbis permit cosmetic surgery, despite the associated risks.”° This dissertation is not
the first to draw an ethical/logical parallel between genetic manipulation and cosmetic surgery.

However, the literature is often one dimensional and cursory. Moreover, it leaves no mention of
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CRISPR or other genetic science. Thus, this dissertation attempts to advance the conversation.
This serves two purposes. First, it allows greater understanding of the logic Orthodox scholars
apply to potentially allow for genetic enhancements. Traditional Judaic textual sources are silent
on genetic engineering. Thus, the third principle of this approach is being considered. Being able
to understand the Jewish Orthodox approach of genetic intervention from drawing a parallel to
the Jewish approach to plastic surgery is a typical exemplar of creating modern Jewish bioethics.
It may also serve to offer boundaries towards genetic enhancements. The genetic future of
medicine is no longer speculative. It is thus essential that religious traditions create a viable
foundation towards approaching them. However, Judaism’s pro-natalist ethos may conflict with
anticipated secular ethical guidelines.

CRISPR may save lives. Arguably, that is its purpose: to stop genetic diseases that
impinge upon quality or duration of life. Therefore, CRISPR must be classified under halakhic
terms of risk. As CRISPR develops and continues to be tested it would be classified as high risk
since the impact and side effects of germline modification is not yet realized. However, for Jews
who suffer from CF or other life limiting illnesses, this risk, however high, is permitted for even
a moment of additional life. However, there is a tremendous caveat: a patient is able to refuse
treatment if the risk is too high. Germline modification affects all future patients, can one
individual decide for his future generations? Moreover, the modifications made on the
‘defective’ gene may have implications on healthy ones. Or, more philosophically, what one
person considers to be life limiting, another may be able to adapt to. Consequently, what value
does Judaism place upon autonomous choices, when an individual choice affects the collective?
To solve this query, two ethical parallels may be applied here: not requiring permission to save a

life and, destroying a pursuer.
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According to the Talmud, permission is not required to save someone. Indeed, if someone
expresses not wanting to be saved, one is obligated to ignore his wishes and save him
regardless.”! Additionally, there is a famous responsibility to stop or even kill a pursuer to save
someone else. Even minors are obligated in this commandment.”? Anecdotally, an individual’s
actions has impact on the collective. Illustrative of this, if one person refuses to join a prayer
quorum, all men present lose the merit of his prayers.”* Together, these principles create a
powerful argument towards accepting CRISPR. A person with a genetic mutation does not need
to ask permission of all his (potentially) affected kin; the mutation is a ‘pursuer’ and must be
eradicated. Indeed, if a person did not wish to utilize CRISPR, his progeny would lose the merit
of the technology, from his ‘selfish’ decision. While this creates a rather tidy case enabling
Judaism’s embrace of CRISPR, the problem of enhancement—or improving God’s own work—
remains. Hence, analyzing Judaism’s approach towards cosmetic surgery which literally
‘perfects’ God’s work is a novel parallel.

A paradox exists within Judaism. Whereas a patient is religiously obliged to seek out
treatment, they are also commanded to mitigate risk. Medical interventions which are considered
‘high risk’ with little benefit are to be avoided. Thus, cosmetic surgery would fall into this
categorization. Additionally, enhancement surgery is considered to be against the integrity and
beauty of God’s own creation.”®* Further, according to Rabbi Walenberg, a doctor is not licensed
to perform these procedures, since there is no reduction of harm or pain.”®> Rabbi Walenberg’s
position goes against other posekim who permit plastic surgery. His approach is creationist and
serves to ‘protect’ the sacrosanct nature of G-d as knowledgeable and formidable creator.

Further, he attempts a literal interpretation of the physician’s obligation to ‘do no harm.”7® This
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reiterates Mackler’s important yet difficult distinction, that it is difficult to demarcate between
therapy and enhancement.”’

However, most rabbinical decisions encompass the aforementioned socio-cultural
ideologies. Much like abortions are considered based on the mental/emotional anguish of the
mother, the desire for a person to improve or change their appearance is measured in terms of
emotional duress.”® Indeed, if a person seeks physical changes in order to get a better spouse,
this is approved. Further, if one’s appearance always caused them emotional harm, they are
permitted to use a surgical corrective approach. 7 However, the literature often utilizes the
example of a person desiring rhinoplasty, sanctioning it for aforementioned reasons. Yet, there is
almost a purposeful silence about whether this allowance would extend to ‘vanity’ procedures
such as breast augmentation. To properly extend this logic to genetics and CRISPR, defining
‘vanity’ cosmetic procedures is integral. A rabbi may condone a rhinoplasty, but is less likely to
permit breast augmentation. A nose is in the ‘public’ domain and is easy to observe whereas
breasts are sexualized and in the ‘private’ domain. However, this may be merely an exercise in
semantics. Whereas a larger nose may cause emotional harm from bullying, the argument may be
made that a woman unhappy with her breasts may suffer from reduced self-esteem.

That definition would enable Judaic scholars to truly encapsulate whether certain
diseases fall under the scope of ‘vanity’ (and thus, should not be mitigated with CRISPR) or
medically, emotionally or socio-culturally necessary to mitigate. The academic literature is also
silent on such definitions. However, cosmetic surgery is permitted if it will alter one’s prospects
(admittedly, for finding a spouse). Indeed, in this sense, we are assistant to God’s creation;
moreover, we are obliged to perfect our lives. While self-mutilation is prohibited, there is a

Talmudic duty to fix what is broken.?”® CRISPR then can be seen as a co-creator; a fixer of what
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is broken. While this does not solve the dilemma of classifying what genes are considered
‘broken,” Judaism may be able to create classification based on the Talmud. Talmudic Judaism
had a rudimentary understanding of disease, particularly hereditary diseases. It cites that a person
should not marry into “...a family of lepers...” and that “...an albino man should not marry an
albino woman...” so the children are ‘sheltered’ from the illnesses of their parents. 8! This
under-developed logic is the basis for endogamous genetic mutations. In a direct, modern
correlation, CRISPR should only be utilized to correct inheritable, life limiting or terminal illness
that has an excessive likelihood of being passed on. Talmudic precedents create ample
permission for Jewish patients to fully embrace CRISPR technologies.

Religion is a binding community with individual moral codes.?%> As such, this dissertation
outlined the uniqueness that exists within Jewish and Israeli law in order to promote Jewish
continuity. Yet, while Jewish ethics may permit CRISPR technologies, secular ethics may limit
its usage. What may be beneficial to the Jewish community may be questionable in secular
ethics. Moreover, genes that particularly affect the Jewish community may not be considered
first in CRISPR’s initial usage. CRISPR’s technology can be subsumed under Rawl’s social
good theory. That is, if federal funds and dollars are supporting CRISPR, the technology would
first stand to serve those genes which are assumed to be either wide-spread and/or life limiting.
While Jewish ethics allows one to decide for many, innovations in science often base decisions
upon the collective and who this technology may impact the most. For example, if a gene marker
for diabetes can be obsolete, far more citizens would be positively impacted, as would the health
system as a whole since complications from diabetes would be virtually eliminated. Whether and
how germline modification can be permitted must be determined not by the individual

undergoing the procedure, but by society. Likewise, while hereditary diseases plague the Jewish
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community, CRISPR’s powerful ability to alter the germline is, for many, a slippery slope. Some
scholars caution against using the technology in a eugenic sweep.?? The line between
‘therapeutic’ and ‘enhancement’ would become more blurred. Further, the impact to society must
be considered. While Jews would consider even high risk beneficial for a modicum of life,
secular ethics is concerned with the risk of changing society itself.

Jewish scholars would deem their acceptance of CRISPR as promoting health. Secular
ethicists, however, are concerned with whether it promulgates a slippery slope towards a hostile
eugenics. Scientists caution that the technology is still high risk. Moreover, the risk-benefit
equation varies from disease to disease.?* Hence, the umbrella permissiveness proffered by
Jewish sources is antithetical to the realities of the technology. Using CRISPR in some tissues on
adult patients may cause excessive tumors to grow. Other cells may be overtaken from ‘target’
cells. Ethicist also consider the possibility of the human race getting ‘hooked’ on enhancement
technologies.?® This is certainly not far-fetched. Many rabbis allow plastic surgery procedures
since it has become apropos in modern society.3° The same may hold true for genetic
modification. As a result, the yearning towards creating ‘better’ humans may result in a rise of
eugenics, not seen since the Nazi era. Technology has currently outpaced ethics and policy. As
such, many European countries have banned CRISPR.®7 It is thus imperative that ethics help
shape the dialogue for the future of genetic medicine, so that society does not lose its diversity
nor mimic the horrors of the past. Some secular ethicists have apprehensions towards deciding
which genes deserve to be edited.?”® Whether and how genes would be ‘triaged” and categorized
remains to be seen. A final fear in secular ethics is that CRISPR would eliminate diversity and
tolerance. The cost of CRISPR technologies will also divide the social classes. Society may even

be further divided into what should and should not be edited out of the human genome.?” Some

193



of these fears are outsized. The cost of CRISPR may first slow its dissemination into society,
thus enabling ethics and policies to be codified. However, there is great importance in diversity.
Thus, germline modification must be carefully adjudicated and perhaps even limited to life
limiting illnesses, so that diversity and tolerance is never lost to society. There is also ‘societal
backlash’. That is, the ‘science fiction’ nature of CRISPR may override the facts and dominate
the conversation.®!? This too would hinder society as fear may overwhelm progress. A balance
must be struck then to fully explore the actuality of the technology before potential distress
overwhelms its promise. Thus, whereas Judaism’s religious ethics may permit CRISPR, its
relative permissiveness cannot be supported by future, general, CRISPR procedures. To wit,
Judaism would permit parents to seek out genetic engineering protocols which could be
considered eugenic by secular ethicists. Whereas Judaism supports the ideology of an individual
pursuing any medical means to extend or better one’s life, this will clash with public health
notions of safe, communal pursuit of health. As a result, Jewish patients who want to partake of
genetic engineering must do so within the public parameters and would be unable to request
certain modifications. Flipped hardship cannot be assumed here—for, as indicated throughout
this section’s analysis, public health and eugenic fears overrides Judaism’s possible emboldened
approach to genetic ethics. As previously discussed, while Judaism could very likely sanction
more lenient approaches towards genetic engineering, it cannot be considered flipped hardship.
The reasoning is based on the aforementioned concerns on eugenics and public health ethics and
funding. Indeed, while research and potential cures for rare genetic conditions should and must
continue, at first blush, religion should not be permitted to singularly serve as a reason to pursue
CRISPR for these diseases. Since CRISPR has irreversible changes for the entirety of future

progeny, the innovation should be first utilized in a way that could potentially help many, rather
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than a few. As the technology becomes more affordable over time, and scientists better
understand its implications, Jewish families may partake of private clinics to explore utilizing

CRISPR for more rare conditions.

5.B. iii. Catholic approaches towards CRISPR: Flipped hardship?

Catholicism’s stance on CRISPR is less conjectural. Catholicism is hesitant to play the
role of G-d. Similar to its approaches towards reproductive technologies, Catholicism takes a
more naturalized approach towards genetics. However, Catholic ethics is not wholly against
utilizing scientific progress, so long as it is done in keeping with natural order. For genetic
engineering, the Catholic approach is nuanced. A distinction is delineated between engineering
that can be considered therapeutic and thereby condoned by the Church, and manipulation that
could “...alter the human genetic patrimony...”%!! This would automatically negate the usage of
germline editing—the very intervention CRISPR is designed for. For the Church, the reasoning,
is clear and stands on four primary concerns. First, to alter germline genes may alter one’s soul.
Secondly, the Church seeks to stem potential abuse from CRISPR technologies. The Church also
fears that germline editing 1s too akin to ‘playing God’ and usurps Divine authority to give gifts
as He sees fit. Finally, the Church does not support experimentation done for its own sake. 81> A
further parallel can be found with the Church’s approach towards synthetic biology of agriculture
and the environment.

The Commission of the Bishops Conference of the European Community released a
detailed opinion on synthetic biology. Genetic engineering can be categorized as such. Indeed,
according to the opinion, synthetic biology is defined as the ability to create or reengineer human
life forms. The Opinion refers to a paper published by the Commission of the Bishops’

Conference of the European Community. This Commission is largely made up of bishops from
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the 28 European Union states. Together, they represent the Catholic Church in the EU, and
publish opinions on ethical issues that are relevant to the Church written by expert commissions.
The Opinion itself is not limited to medical usage of synthetic biology; it further
explores the repercussions of it on agriculture, energy and the environment. This is important;
the Opinion is welcoming of “human intervention” on nature or agriculture. The scientific
advances are viewed as a gift from God, entrusted to the proper scientists to use. 813 This mirrors
the Judaic approach to [medical] technology, and may yet offer a window by which germline
editing would be accepted. The Opinion urges caution, and only utilizing scientific progress for
the best intentions and to not compete with God, or view humans as deities. In summation, the
correct “moral ends” are encouraged with any and all synthetic biology usage.?'* Curiously, the
Opinion ends noting that many religions, including Judaism, do not create prescribed bioethics
statements but do have statements of opinions. As such, the Opinion does not offer policy or
ethical frameworks for which synthetic biology may or may not be used. Rather, it asserts that
the Catholic opinion is in keeping with mainstream ethics concerns of caution and reflection
before usage. This is echoed throughout the (scant) literature on Catholic approaches to CRISPR
technologies. It would be interesting to discover what a Papal pronouncement would and would
not permit for genetic engineering. While Judaic approaches could possibly be aggressive,
secular approaches would undoubtedly be more reticent to categorize what is a disability that
hampers quality of life. The Opinion notes that Western ethics is built upon the foundation of
Church values. Perhaps then, the Church should lead the leap into genetic engineering and
clearly define what can and cannot be done. Under the definition proffered earlier, this may
indeed be the one instance where flipped hardship does exist. Assuming a Papal pronouncement

would be even more cautious than even the secular ethical standards for CRISPR, Catholic
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individuals may feel that their own religion is restricting their partaking of a medical
intervention. That is, if a Catholic patient wishes to partake of CRISPR technology, but the
Church does not sanction the particular edit they desire, this individual patient could very well
feel hardship, but from within their own religious tradition. In a case like this, where secular,
ethical standards and approaches deviate from the Church, (as in abortion, euthanasia, etc) a rural
Catholic hospital may be compelled to offer the service. This shall be discussed in detail in
chapter 6. For a city-based Catholic hospital, a Catholic patient may have to go to another, non-
religious institution to partake of the service.

5. C. Foresight: Onco-fertility Religious Accommodation in Clinical Care

Another clash between religious and secular ethics happens during pediatric cancer
diagnosis. Similarly to CRISPR, oncofertility and subsequent Catholic or Jewish religious
accommodations cannot be perceived as flipped hardship. This will be delineated later in this
subsection. Cancer diagnosis at a young age is often no longer a harbinger of finality. An array
of new methods have lengthened the life spans and improved the prognoses for patients
diagnosed with cancers that would have been deemed fatal only twenty years ago.®'
Consequently, more physicians and health care providers are engaging in discussions of
reproductive future. Cancers that involve radiation and chemotherapy treatments may risk
damaging the male’s delicate sperm or affect a female’s ovum making fertility difficult.3!® This
conversation is called onco-fertility—and is considered a new phenomenon in cancer care and
treatment.8!” There are several ethical concerns. Secular ethics questions the decision and
consent process, particularly for youth and young children. Further, the method to harvest sperm

or preserve ova may be considered invasive and inappropriate.’!8 Religious ethics have

additional concerns. Both Judaism and Catholicism place prohibitions on masturbating to
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procure sperm.®!? Judaic text also questions a minor as decision maker. Catholic doctrines dictate

reproductive technology and thus, onco-fertility.

5.C. i. The process of preserving fertility in pediatric patients

Regardless of age, sperm harvesting is a simpler and far less invasive medical procedure
than ova collection.??° The technique used to procure adolescent or prepubescent sperm remains
like techniques utilized on adult males. Simply, the male must ejaculate into a medical container
and the ejaculate is then put into freezer storage.®?! However, when the patient is not yet
physically mature, this method is ethically questionable and may even be deemed inappropriate.
Some studies counter this ‘natural’ approach in favour of electro-ejaculation which forces
ejaculation while the patient is under mild anesthesia.®?> While quick and devoid of any sexual
paraphernalia, this method is too, not without concerns. Various studies have shown that sperm
collected via surgery or assisted ejaculation is not ideal—whereas sperm harvested through
traditional means of self-procurement is stronger and more vital specimen.®?? Young boys who
are of pubescent age may be given hormones to speed the process along, or testicular tissue may
be sampled in hopes of ‘growing’ mature and viable sperm in the future.®?* The former option
has its downfalls: hormones like testosterone may create mood swings and irritability in a male
and may also jeopardize his cancer treatments. Further, many ethicists question the use of such
hormones to rush adolescence.®?

Whereas sperm procurement is less evasive, ova harvesting is far more complex since it
involves undergoing surgery, often coupled with hormone therapies to facilitate easier
collection.??¢ These cryopreservation techniques have a low success rate. Further, there are

concerns as to whether procuring oocytes prior to fertilization is scientifically responsible, as
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freezing has been known to cause permanent damage to the delicate tissues.®?” Females who
choose to freeze their eggs are scientifically advised to freeze an embryo as it can survive in a
prolonged frozen state, compared to mere ova.??8 Yet, to create an embryo, one requires a donor.
Few parents are comfortable with requisitioning sperm for their young daughter. Finally, there is
another, still complicated surgery to protect female reproductive organs. The complex and
limited ovarian transposition surgery attempts to ‘shield’ the ovaries from the damage of
radiation by placing it lower in the pelvis.®?° This procedure, although preformed somewhat

infrequently, is not considered normative medical practice.3*°

5.C.ii. Fertility and Reproductive Technology in Judaism

Although Judaism is focused distinctly upon reproduction and is progressive in terms of
embracing reproductive technologies, the usage is restricted by halakha. Sexual intercourse in
Judaism is designed primarily for reproduction—masturbatory emissions are prohibited. Rabbi
Waldenberg, one of the foremost posekim) in the field of Jewish medical halakha admonishes
those who use artificial insemination, even as a husband, as it “ruins the tents of Israel...” the act
of sexual intercourse is a pure and scared, necessary to preserve Jewish homes.®! Hence, it must
be performed in its original (traditional) intended manner. The onus for procreation rests directly
on the male. Females cannot be obligated in the mitzvah of procreation due to its life-risking
tendencies. Whereas she may be religiously unobligated, she is socially obligated due to status
and traditional domestic sphere roles. Whereas procreation is not the sole purpose of marriage, it
is considered part and parcel of it. This idea can be easily traced throughout the Torah. Genesis
1:28 observes that, "G-d blessed [man and woman] and said unto them, 'Be fruitful and multiply
and replenish the earth and subdue it.” After the Flood destroyed the world and its populace,

Noah’s family was blessed with fertility (Genesis, 9:1). Certainly, the various trials of infertility
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experienced by the matriarchs—and their desperation to have children, which leads them to offer
up maidservants to their husbands—establishes a strong case for children being a pillar of a

Jewish marriage. Fertility is thus foundational for the continuity of Jewish faith.

Although Judaism is focused distinctly upon reproduction and is progressive in terms of
embracing reproductive technologies, the usage of such technologies is restricted by halakha.
This leads to some restrictions in the permissibility of certain methodologies utilized to harvest
sperm and ova. Orthodox Judaism eschews the usage of condoms since it would restrict sperm
ejaculations from entering the vagina—halakha refers to this as ‘wasted seed’ and ‘spilling
seed.” Indeed, it is religious misconduct. Masturbatory emissions are prohibited; even for
reproductive technology uses. Rabbis Feinstein and Dorff claim that artificial insemination does
not ruin the holiness of marriage, since a husband’s own sperm does not render the act adulterous
and it enables a struggling couple to conceive.?3? For these rabbis, assisted reproduction is a

means to an end—the end being the fulfillment of the commandment to procreate.

Harvesting ova is not as halakhically complex. With a youth or child, there is no concern of
ritual menstrual purity (niddah) which is usually observed in a marital relationship. However,
these laws pertain to normative and married couples. What is of concern, however is the
possibility of frozen embryos. Normally, eggs are not frozen exclusively as they are built of
delicate tissues. It is the preference of medical experts that an egg be frozen with a sperm
inhabitant—creating an embryo—which has a better chance of long-term survival. Thus, a
female patient must consider sperm donation. Most posekim assume donor sperm to be

adulterous. Similarly, donated eggs are frowned upon for lineage issues.?*3
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5.C.iii. Fertility and Reproductive Technology in Catholicism

Catholic ethical thought shares the same Old Testament narrative of fertility. Leaving
aside the difficulties of masturbation, Catholicism has concerns with ova preservation and
transplantation.33* As with Judaism, Catholicism prefers procreation to be wholly within the
confines of a marriage bed. Removing the physical act and transferring it to a lab setting is
disconcerting.3*° Further, the Church objects to fertility treatments at large since they may enable
‘depersonalization’ of children conceived utilizing these methods.33¢ Only in extremely rare
circumstances would artificial insemination be permitted to assist a couple, since, not all couples
are blessed by God to have biological children.®*’To provide the best outcome for a pediatric
patient, embryos are preferred for long-term freezing since scientists have concluded that egg
freezing alone has a shorter life span than frozen embryos.3*® Catholicism thus struggles with a
unique ethical concern. Ova preservation is not sustainable for a prolonged period and yet,
potential embryos have a right to life, regardless of what a former cancer patient would
ultimately desire.

Some Catholic ethicists would permit pediatric patients to preserve their ova, if the
experimental treatment is offered. Being aware of the limitations of current procedures, the end-
result allows for marriage-based natural conception. Further, technology rapidly evolves. It is not
unwarranted to believe ova preservation can be advanced.® Indeed, science could compliment
the notion of Catholic marriage and conception as ova preservation simply restores the ability to
procreate. 3*° Much like Judaism, the importance of coitus is thus not disrupted by science.
Further, the patient would not be obligated to make use of her restored fertility. If embryos were
frozen, there is an ethical assertion towards life. Embryo creation offers additional obstructions.

Catholicism rejects the usage of donor sperm, since it taints the marriage relationship.34!
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Whereas Judaism places concerns upon knowing a child’s lineage (for legal status purposes
outside the purview of this paper,) Catholicism renders it akin to adultery.®*? Again, this severely
limits participation within the current state of onco-fertility. Perhaps leniency can be learnt in
Catholicism, based on the notion of intent. Donum Vitae cites that utilization of donor materials
would “offend” the call to parenthood.?* Yet, the intent of onco-fertility is just that: to preserve
the possibility of parenthood. Moreover, becoming biological parents may strengthen a marriage.

5.C.iiii. Secular Ethical Concerns

There are several ethical fissures that come packaged with onco-fertility. These issues can
be viewed in two ways. First, relating to the autonomous choices made by the pediatric cancer
patient, and second, issues relating to future fertility and implantation. There are further
implications regarding truth-telling and financial obligations. Whereas preserving future fertility
is the ultimate ‘endgame,’ oncologists may not reveal the statistically low success rates of
fertility treatments and freezing techniques.3#* Options are limited for children who are simply
too young. Pre-pubescent boys have no option to protect their fertility. While scientists are
experimenting with preadolescent testicular tissue to mature it and create sperm it as yet cannot
be offered to patients.®® Likewise, pre-pubescent and even mature females have a risky and
failure-ridden surgery in an attempt to preserve their fertility.®*® Yet, a larger consideration
involves the acquisition of the sperm/ova. The best sperm is acquired from masturbation and
questions arise over the propriety of allowing a child to masturbate with the help of pornographic
literature. For females, the hormone therapy and surgery required to harvest ova may exacerbate
cancer for some females. As such, it raises ethical questions as to the suffering and quality of life
of a patient; is ‘suffering’ for a potential fertile future unethical for children?34” Another ethical

concern is what occurs to the reproductive tissue should the child succumb to his cancer.34?
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5.C.v. Pediatric decision making and fertility preservation

There are several ethical fissures that come packaged with oncofertility. These issues can be
viewed in two ways: relating to the pediatric patient who is obliged to make a fertility decision, and
issues relating to the potential children conceived by such efforts. The possibility of future fertility is
the ultimate ‘endgame’ and thus, physicians concerned with the statistically low success rates of
fertility treatments may prevent the oncologist from informing patients about the possibility of
oncofertility treatments in the first place. Whether or not they are permitted to withhold this
information is questionable within the literature. Scientific studies have proven that oocytes in
particular are sensitive to prolonged freezing (5+ years) and start to disintegrate and under-perform.
Sperm too suffers (albeit less dramatically) when kept in a prolonged frozen state. 3 Additionally,
testicular or ovarian tissue is harvested with the hopes of developing a method of creating sperm or
eggs is experimental at best®>° Prepubescent boys have no option to protect their fertility. While
scientists are experimenting with preadolescent testicular tissue in an attempt to mature it and create
sperm, it isn’t FDA approved and thus, cannot be offered to patients. Likewise, juvenile females have
arisky and failure-ridden surgery in an attempt to preserve their fertility. 8! Additionally, the
economics of oncofertility weigh heavily in the mind of some clinicians; in Canada, most provincial
governments will subsidize freezing and storing ova and sperm for qualified cancer patients, but they
will not subsidize fertility treatments themselves.®? In the United States, coverage differs based on
insurance policies and hospitals. Thus, for many physicians, the financial burden is not an ethical

best practice, nor a responsible ‘prescription’ for suffering patients.

Pediatric females who choose to freeze their eggs are advised to freeze an embryo as it
can survive in a prolonged frozen state, compared to ova.3* Considering the financial cost of

preservation, success is key. As such, most physicians are likely to recommend embryo freezing
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since it is more likely to succeed after some time.?>* Yet, to create an embryo, one requires a
donor. If later in life, this patient decides children are not part of her lifestyle, those embryos
would be abandoned (or donated,) which brings up a plethora of further secular ethical and
religious dilemmas. Putting religion aside, secular ethics has concerns for the creation of
embryos.

The first concern lies in creating an embryo. Hormone therapies and harvesting typically
pauses cancer treatments for 2-6 weeks.?> For certain cancers (especially leukemia,)
chemotherapy must commence immediately; preserving fertility may be untenable. 3¢ The
concept of time is unique to pediatric onco-fertility. It may be 10 years or more before a woman
wishes to use her preserved embryos. As a pediatric patient turns into a teenager, a young adult
and adult, whether and how a fertility center should communicate with the patient is still
indecisive.®7 Thus, many embryos may be abandoned in laboratories without directives.
Normative procedure would demand forms be signed (allowing the embryo to be adopted, used
for research or destroyed.) Cancer diagnosis creates an imperative for decisive action and thus,
these directives are often forgotten.®3® Some laboratories attempt to re-establish communication
for a period of five years. If they are unsuccessful, they discard the embryonic material.®>

Who makes such an important decision, however is essential to discuss. When it comes to
whether children or parents make healthcare decisions, most Canadian and US based hospitals
utilize the term ‘mature minor’ to determine who to turn an ear t0.%° A minor is anyone under
the age of 16, according to most hospital policies.®®! A ‘mature’ minor is one that is competent
enough to make a medical decision and can make an informed, autonomous decision. 362
Pediatric competency is defined as being able to “...understand and retain and use the

information...and then make a decision...” In order to be declared a mature minor, a 15 year old
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cancer patient must demonstrate capacity to comprehend and internalize the medical options
offered, and be judged to have the competency to utilize the information in an informed way. 863
Evaluating maturity is complex. Age alone is not entirely justifiable as qualification for the
status. Indeed at any age, pain, fatigue, medication and general anxiety can impact decision
making. 3% Pediatric hospitals are encouraged to involve the patient in decision-making and lean
towards ‘best practice.’ 86

The most illustrative example of mature minor decision making and fertility is found in
contraceptive access. In certain States, a girl under the age of 16 can seek out a prescription for
contraception from her physician without her parents’ knowledge.®¢ Physicians are obligated to
assess these cases using the Fraser Guidelines which includes assessing competency and
capacity of their patient.®®” Further, so long as the physician is sure the girl will not consult her
parents and she will engage in sexual activity with or without protection, they are free to
prescribe without parental knowledge.®® Contrast this, then, to the choices presented with onco-
fertility. A young girl may prevent pregnancy without parental consent. Onco-fertility preserves
fertility for a later time. It may be simple to create arguments for easier access to contraceptives
for young women, due to economic, physical and life-style choices. Likewise, fertility
preservation prior to cancer treatments allows the patient to preserve the option of a biological
child when timing is suitable. As far as pediatric cancer treatment has progressed, there is the
chance that a child will not survive his illness. Thus, truth-telling, and later, making an
autonomous decision towards preserving fertility, may be compromised.

Some physicians may hesitate to discuss future fertility due to fears of misguided hope. This
offers further limitations to autonomous decision making. The concept of ‘hope’ is often

encountered within the literature; as such, it is an important notion to discuss perhaps due to its
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uniqueness to pediatric medicine. Mothers, fathers and physicians all have the same statistically
significant belief in hope.®%® The largest “hope domains” were related to the body and pain and
suffering.8’° Paradoxically, these are side effects of both cancer, chemotherapy and fertility
preservation techniques. Fathers are significantly more hopeful than mothers and physicians;
they believe in their child’s life being prolonged or else, cured.?”!

While the idea of hope is important and perhaps even fundamental to maintaining internal
strength, the ethical importance of mitigating hope must be addressed. While hope and miracles
may be associated with religious or cultural beliefs, it is imperative to gain a complete
understanding of the influence this may have on parental or pediatric decisions. Moreover, when
a physician offers hope vis-a-vis fertility preservation, it may lead to uninformed medical
decision making. For example, a family may choose to delay traditional radiation and
chemotherapy treatments in order to harvest sperm/ova. As discussed earlier in this section, such
treatments may exacerbate the cancer or allow the disease to progress to a more aggressive
stage. However, hope should not be wrenched completely from pediatric patients and families.
When mitigated through complete communication, hope can help parents live day-to-day with a
devastating diagnosis. Thus, the importance of clear, didactic and honest communication is not
merely an ethical objective but an important one.

5.C. vi. Religion, Oncofertility and Undue Hardship?

Parsing this clinical case is distinct since it is the only one in this dissertation that considers a
pediatric lens. As discussed in chapter four, pediatric decision making is a complex entity. Certainly,
all the mitigating factors are present within the conversation of oncofertility. The weight of decision
whether to preserve fertility is daunting at any age. Pediatric oncofertility merely compounds the

issue. Further still, decisions can change. Frozen specimen may not be wanted in later years.
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Conversely, patients who did not preserve their fertility may regret it upon adulthood. The role of
religion and pediatric decision making was also analyzed within chapter four and much still resonates
here. However, the crux of this particular case rests on that religious ethics. Can a Catholic or Jewish
make a decision about a child’s fertility solely due to their religious ethos? The parents need to give
permission, and the child is required to assent, unless they are categorized as a mature minor or
emancipated minor. The child too, may subscribe to the same religious beliefs. If, however, a child
does not assent and/or does not subscribe to similar religious beliefs, encouraging fertility
preservation or refusing so based on religion would be definable as undue hardship, due to the
sensitive nature of the procedure, the uncertainty of the decision in the future and the added
evasiveness of such procedures. In this case, whereby a minor child does not assent to fertility
preservation or a family supports it due to religious beliefs a child does not subscribe to, social
contract theory would limit the actions of parents. Indeed, in the case of attempting to fulfill the
notions of religious ethics, the private nature of religion may not enter the realm of the public sphere.
Further, the uncertainty of the future usage of the sperm or embryo and the evasiveness of the
procedure requires autonomous, consensual choices. If a religious pediatric patient wishes to
undergo fertility preservation, they would be aided in doing so, based on their own assent and, in this
case, consent. In the circumstance of a very young patient with religious parents who want fertility
preservation, the previous definition of flipped hardship applies. Even more so, since fertility
preservation in very young patients is still quite experimental. Harvesting viable sperm and ova from
immature tissues is still not approved by the FDA. This is classically defined as undue hardship and
is further, ethically definable as undue hardship. As a result, with this particular circumstance of a

very young child , a family should not base their sole decision upon religion. .
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6. Religious Evaluation and Accommodation during Secular Ethics Consultation: Towards
a New Evaluative Scale

Whether and how medicine must yield to religious beliefs is not clearly identified within
hospital culture. It is at this critical juncture that ethics is called upon to negotiate between these
differing values. Evaluating the efficiency of ethical consultations in these aforementioned
conditions is a difficult undertaking. The ethicist (or ethics committee, hereafter referred to as
EC,) is tasked with being able to deduce the veracity of religious beliefs. It is far from a didactic,
measurable task.®”> This assumes two truths. First, it assumes that ethicists or ECs have an
expertise in evaluating the significance of religious beliefs to a particular patient or family.
Second, this assumes that ethicists can deduce a ‘genuine’ representation of a religious belief.
When a religious belief is staunchly opposed to the recommendations of a medical team, an
ethicist is solicited to evaluate the ‘truth’ of that belief.®’> Some researchers attempt to construct
a formula or scale by which a religious belief can be ‘measured’ and balanced against standards
of care.

Moreover, it is unclear if modern clinical ethicists are trained with a sufficient
understanding of religion. That is, how can a clinical ethicist ascertain if a religious value is
integral to a patient’s religious practice, or is being interpreted accurately by the patient. If
clinical ethicists are indeed acting as a liaison between religion and medical ethics, they should
ideally be trained to recognize nuances in religion and culture. For some physicians, religion and
ethics are dissimilar. Ethics is logical reasoning whereas religion is faith.3”* Nonetheless, ethics
and religion are bedfellows in medicine, certainly within North America. A neat paradox is
readily apparent. Whereas the forbearers of bioethics may have been theologians, the new
generations of ethicists are endeavoring towards a shared [secular] morality.?”> The definition

and scope of secularism is interesting in itself but is not a focus on this chapter. Rather, this is
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indicated merely to help elucidate the driving conflict between the believer and the (alleged)
secular ethicist. Whereby some ethicists may even share the religious beliefs of patients, it may
be only basic. Further still, they may not know anything about traditions that lie outside of the
Judeo-Christian traditions, or, in more rural communities, outside the realm of Christianity.

The literature is notably silent on the implied notion that secular ethical decisions are
ipso facto apposite over and above religious beliefs. Indeed, some physicians dub religiously
motivated medical requests as ‘inappropriate.’ 376 It appears that ethics is consulted as though
they are capable of swaying a religious patient towards consenting to a physicians’ treatment
plan. This is certainly not a correct usage of clinical ethicists; they should make clear that they
are in place to facilitate ethics and not impose decisions on patients and families. Thus, clashes
between believers and health providers must be understood as clashes between two codes of
ethics. Indeed, most religious traditions have codified laws that create these codes of ethics. For
example, the Catholic approach towards extraordinary care and the Jewish approach fo pikuach
nefesh. These are examples of hallmarks of the religious traditions. Just as there are standard
medical protocols, similar ‘protocols’ exist within religious law for believers.

There have been attempts to empirically measure the value of religion within medical
decision making. Yet, this is not enough. Further, it creates a legal dichotomy and change of
status between the believers-patients versus the clinicians. For example, in a shared healthcare
environment like Canada, several cases have been decided in a court of law rather than the
bedside. Indeed, these court cases all are patterned as a believers’ request as divergent from
medical counsel. The law is tasked with finding an equilibrium, which thus far, no court has
done. Thus, a self-defined religious patient can hold onto valuable (limited) healthcare resources

under Canadian law, unlike ‘secular’ patients. Thus, a new, ethical model for measuring,
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infusing and balancing religious ideals into clinical ethics would be indispensable. It would also
keep medical decision making at the bedside, rather than in courtrooms. The new ethical
accommodation framework can only be used once religious decision making has been identified.
This is a key component of the role of an ethicist. Acquiring knowledge of religious traditions is
certainly not enough. Ideally, clinical ethicists would have a broader understanding of
interreligious knowledge, and pair this knowledge with an understanding of religious
rationalization. That is, far from being trained theologians, ethicists should at the very least be
aware of how deeply religious thinking can impact decision making, at the very least, within the
Abrahamic traditions. Attempting to negotiate medical interventions with religious patients and
families may prove to be circulatory and frustrating for all involved; as discussed previously, this
is due to two clashing codes of ethics. Rather, a clinical ethicist should reframe the conversation

which would allow for the religious underpinnings of decision making to surface.

6 A i: The current scope of measuring religion in clinical ethics consultations

Clinicians cannot deny the impact of religion to patients, and even to believing health
care providers. Subsequently, care providers wanted an inherent way to discuss and know the
religious beliefs of patients. There have been several attempts at crafting a spiritual assessment
tool which is used to quantify the weight of religion. In response to the increasingly powerful
voice of religious patients, the British National Health Services created a ‘spiritual assessment’
sheet to be filled out with both medical caregivers and patient to ensure the boundaries of
religious beliefs will be kept.®”” The NHS requires its healthcare providers to be “...competent in
providing care to patients of differing cultures, religions and beliefs...” 87® Versions of a similar
‘spirituality checklist’ exist throughout the UK, Canada and the United States. Organizations

such as the Institute of Medicine and The George Washington Institute for Spirituality and
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Health have devised their own versions of spiritual assessment tools designed to assist
physicians and end of life care providers to correctly value particular religious beliefs. The latter
organization’s FICA Spiritual History Tool assesses the strength of a patient’s religious values
determined through several categories. These include: Faith and belief, Importance, Community
and Address in care. This tool urges that spiritual histories be taken alongside medical history,
which indicates the significance the Institute places on spirituality. Further, FICA also offers
ethical guidelines towards incorporating spiritual care into medical history taking. FICA can be
developed into small plastic cards, designed to fit in a pocket, for at hand spiritual assessments.
879 Just as staff wear IDs noting the various hospital codes, FICA is just as important to clinical
care and must be at hand, albeit it is only one tool and works best within Western contexts and
traditions. More research is required to understand the impact of FICA and whether and how it
is implemented, alongside other tools which would better serve religious traditions from Eastern
and Western traditions and whether and how it could be integrated into ethics consultations.
Current literature suggests that while religious influences are important to decision
making, academics are unclear how to fully assess value or weight to it. For most, while the
patient’s beliefs are respected, some of their religious requests are not. To wit, if a religious
request is contrary to clinical judgement, creates a conflict of conscious for medical
professionals, or a ‘positive’ right, it is suitably dismissed.®¥® This outright dismissal is not
always correct, as it tends to bias medical judgement. A ‘negative’ right is interpreted as a
patient’s refusal to treatment on religious grounds. A positive right is interpreted as a request for
clinical care that is normally beyond the scope of best medical practice. This is understood to be
two conflicting autonomies: that of the religious patient and that of the physician.®®! Thus, it

would appear in clinical environments that spiritual assessment tools are automatically negated
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as useless if religious request is juxtaposed to medical judgement. That is, a religious person’s
requests, refusals or demands are demonstrably cast aside due to not being ‘medical’ concerns.
While a patient with autonomous decision making capacity may refuse treatment (even for
religious reasons) it is clear within the literature that health professionals are morally distressed
by this. The autonomy and medical judgement of the physician holds a greater authority in
literature involving religious and medical conflicts. There is a sense of haughtiness in this
argument, and an outright dismissal of religious requests in medical decision making. This is a
pattern echoed throughout the literature.®? Upon closer reading of the literature, there are
undertones of Rawls’ social good theory. Religious accommodation should not be fulfilled if
society should ‘pay’ or ‘suffer’ either monetarily or resource wise to accommodate an outlier
request. Further, authors note that burdensome accommodations are often contrary to a
physicians’ advice. This is a blinding shortfall in clinical consultations. Someone who bases
decision making on faith may not concern himself with the ‘cost’ of his religious
accommodation. His religious language may not offer a sense of what is ‘good’ for greater
society. He is merely concerned with keeping to his religious dogma; this is a tale of two sets of

ethics.

6 A ii: Clinical ethics consultations: does religion even matter?

Currently, three models for ethics consultation exists: individual ethicist or ethics
committees (ECs) or team consultations. The choice of model for ethics consultation it is
either a hospital preference, or a personnel allocation issue. Often, hospitals can vary their
consultation approach based on the particular case and circumstance.3® Regardless of model,
ethics training and processes provide the foundation by which a proper consult can be conducted.

Currently, there is debate over whether ethicists require formal certification via examination. 83
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However, this chapter is more concerned with whether and how meaning is given for religion or
cultural concerns. The literature on clinical consults and its efficacy all contain empirical data.
The data 1s derived from surveys sent to ethicists and participants in ethics committees or, sent to
physicians/nurses who call for an ethics consult. The literature does not include data from
patients’ satisfaction of an ethics consult. This would be worthwhile research.

Within the empirical data of clinical ethics consultations, there is distinct reference to
religious influences in survey takers, but this is not reflected fully within the conclusion of the
studies. For this chapter, careful analysis on why ethics consults are requested was looked at.
The results, thus, are mixed. For example, there are a small portion of clergy or
chaplain/spiritual care personnel who self-identify as being involved in ethics. Some surveys
even inquire about the religious leanings of the survey-taker. 3 But, isolating religion as an
outright factor to calling a consult is limited, often to ‘typical’ examples of Jehovah’s Witnesses,
and, requests by Muslim patients for same-gender physicians. Surveys generally ask the clinical
ethicists to grade how proficient they are in several common ethical consult themes;
religion/culture is not easily discernable from the data.3%¢ For an outside reader, it appears that
religion and cultural clashes may be classified under the general terminology of ‘moral distress’
such as removing life support mechanisms or even discussing end of life care and practices.®’
One survey is particularly interesting. It focuses on 100 ethics consultations undertaken at the
Summa Health System in Aknon, OH. In the retrospective study, the ethicists outline themes
within their new palliative care consult service and their general ethics service. While religion is
not discussed bluntly in the survey themes such as ‘patient refuses withdrawal of treatment” and

‘patient non-compliant with medical regimen’ may have a religious underpinning. 3% The

concepts of religious decision making is not considered at all by the study’s authors. It would be
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interesting to see if any of those end of life conversations were, indeed, had with religiously
motivated patients and families. However, when consultation studies discuss religion, it is often
noted within the same breath as commonplace with ‘difficult’ patients #°. Perhaps religion is not
directly confronted due to the notion of creating a secular ethics or having a common morality in
healthcare institutions. Yet, this behooves the shadow that religious decision making can cast and
the current reality.

Another study focuses on the role of religious decision making specifically in the context
of ethical consultations at end of life care, specifically on life-sustaining treatment. This was
another retrospective study conducted by the Optimum Care Committee (the hospital’s end of
life ethics committee,) at Massachusetts General Hospital between 2012-2014. Cases were
identified where the committee was called in due to disagreements over life sustaining treatment
options. This study primarily identifies ‘religiously centered conflict’ as a driving force in
clinical ethics consultations. 95 cases were considered thus; most of these cases concerned
patients who aligned their beliefs with the Judeo-Christian traditions. A large portion (49.5%,)
were Catholic. The study discusses that over a quarter of the ethics consultations had religion as
a primary factor for requesting the consult. There is an analysis of themes that clinicians and
ethicists realize from consultations with religiously motivated patients. There is a sense that
death and dying is a spiritual experience, and often ‘in the hands of God.” Apposite this are those
patients who opt for aggressive interventions as a method of ‘religious coping.” They do note that
those who are more religious (and are non-White, non-English speaking,) tend to use ‘religious
language’ (albeit the specific language/phrases are absent from the discussion portion of the
article,) to express disdain for withdrawing life sustaining treatment. Interestingly, religious

families who are White and English speakers tend to couch their requests in non-religious terms.
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The authors note that this is due to a perception that medical professionals are more keen to
honour non-religious requests.®”° This is an essential component, integral to this dissertation. As
proffered earlier, many religious patients/requests are considered non-compliant by the health
professionals and antithetical to medical best practice.

These two studies demonstrate several factors very well. Indeed, religious influence does
play a key role in medical decision making and can be empirically, didactically measured.
Additionally, religiously motivated requests may be seen as contradictory to medical care and
patients/families are dubbed difficult or non-compliant by medical professionals. The second
study delved slightly into the experiences of non-Western, non-White patients but does not fully
explore this concept. This is a significant detriment to not merely this study, but to the ethical
milieu. This dissertation is also guilty of this phenomenon, focusing on Jewish-Christian, White
passing traditions. It is apparent that there is a tremendous chasm in medicine and in ethical
consultations. Religion is an important aid to decision making for many families. However,
families feel like they need to cloak their language in non-religious terminology. The data does
demonstrate that a concept of ‘miracles’ is regularly mentioned by patients and reflected upon,

especially in discussions of maintaining life sustaining treatment.

6 A iii Medicine and miracles: autonomous choices?

Anecdotes spread throughout the literature make reference to believing in miracles as
important for religious patients, not only in the aforementioned study.®! Medical professionals
may feel frustrated by this. However, this belief in miracles provides an incredibly important
foundation to the thought-process of religious believers. Indeed, many ethical determinations are
based on the ‘reasonable person’ standard. However, the definition of a reasonable person shifts

significantly in a religious context. For example, a ‘reasonable’ patient undergoing cancer

215



treatment would consent to blood transfusions as required. A ‘reasonable’ Jehovah’s Witness,
however, would balk at the notion.?> Conversely, if a Jehovah’s Witness patient decided to
consent to blood transfusions in certain situations, they are not rescinding their religious beliefs.
Rather, consent and disclosure is a constant ebb and flow. Just as religious beliefs can sway
patients’ interpretation of disclosure, understanding—that is the ability to process information
based on physician’s disclosure—can be heavily influenced by religious beliefs. Some religious
believers think that God brings illness or suffering upon them.?3 Thus, for a religious person,
true understanding it not derived solely by a medical diagnosis. Rather, it is the acceptance that
they may have this illness for a reason. ‘False belief’ too gains another dimension. Rather than
ignorance preventing an autonomous choice, it can be religious belief that informs a decision. It
1s important to recognize the importance of influence on ‘autonomous’ medical decision-
making.%* Some patients and families directly indicate they are waiting for a miracle. Many ask
for medical treatment to be heightened to encourage this miracle to come. Health professionals
admit discomfort with the notion of miracles and try to insist upon traditional medical protocols
However, religion can be a vulnerability that will influence people to varying extents. %
However, it is difficult for a physician to know what is an autonomous, consensual
decision and what decision is influenced by religion. It is essential to recognize the importance of
influence on 'autonomous' medical decision-making.®® Religion could be classified incorrectly
by health professionals as coercion or manipulation.®” Instead, religion must be viewed as a
prism that will influence people to varying extents.?® For some patients, their autonomy is
significantly impacted within the confines of a particular religious tradition, while others may see

the relevant tenets as more variable. A religious patient’s reason for not consenting to a

procedure is possibly not considered ‘rational’ or ‘reasonable’ by some physicians. When
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religion is alluded to or miracles directly asked for, patients are considered to no longer be
rational or reasonable. However, they are far from incompetent. Indeed, a religious patient
should contextualize their (religious) rationale towards decision-making to their physician. 3%
This is significant. Instead of insisting or requesting specific treatment options, a patient or their
surrogate decision maker should try to express why or what their religion demands of them. Yet,
it is important to ensure the patient’s religious decision is autonomous through their own
interpretation of their religious tenants. For example, they should express why they desire for a
miracle and how this may influence their confidence or hope in care. This is usually evident
during end of life clinical consultations, as apparent in the studies discussed above. When end of
life discussions occur, more conversations and contextualization of religious attitudes are
expressed. % Thus, academic literature supports the importance of engaging with spirituality and
religion vis-a-vis a clergy to offer support. Clergy can help align the notion of miracles to the
medical plan. Doing so dubs these clergy as ‘religion-interpreter’®°! It is important to use the
clergy as an interpret of religion and not a harbinger of miracles. There are anecdotes of rabbis
being versed in miraculous cures or possess incredible knowledge that aids physicians in caring
for a patient. This is commonplace as studies indicate that even non-affiliated patients reach out
for clerical support during times of distress.®> Some rabbis offer a clear distinction between
caring for a patient’s spiritual needs whereas a physician cares for physician ailments.”** These
rabbis are careful to not intertwine the notion of miracles with medicine. Rather, focus on
spirituality as a helpmate to traditional, medical interventions. This duality is currently witnessed
in the relationship between spiritual care and ethics. Clinically, spiritual care and ethicists

generally walk hand in hand. Although clergy assistance is a companion to mediating these
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ethical discussions, it does not excuse an ethicist from being trained in some concepts of

theology.

6 B: Children, religion and clinical consultations: the outliers

Children, as noted previously in this dissertation, offer more complexity to ethical
consultations. This is further compounded when religion is applied to difficult conversations.
Thus, children will be explored in this subsection, as a further example of the themes that are
demonstrated in adult clinical ethics consultations. A professor once said that if you like ethics
and are a physician, you should become a pediatrician.’** While this may be true, there are
remarkably few formal ethical consults required in a pediatric hospital. This is perhaps due to the
interdisciplinary nature of pediatric care in pediatric specific hospitals®® Thus, ethics is not
stymied to end of life discussions or with ‘difficult’ patients. Rather, it is holistic and intrinsic to
the hospital’s day to day. However, religion impacts children differently, which may not be fully
understood even in ethically-driven hospitals. It is assumed that parents/guardians are always
acting with the ‘best interests’ of the child in mind. However, that notion is one dimensional. °%
Religious views on child consent, maturity and miracles may also color medical choices.
Classification of a child as a mature minor may be in opposition to a religious view. If a child
views religion differently from parents, this provides another ethical discourse.

The notions of child assent, consent and measurements of mature minors are important.
Whereas most scholars note the importance of integrating a child into decision making, the
definition of child assent is lacking. Assent does not connote full understanding of the issue and
thus, cannot be considered full, informed consent. The definition of assent is vague enough to

offer concealment for a child’s refusal. A child’s present requests may be denied for future or

long-term goals.””” The American Academy of Pediatrics released a policy statement noting that
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the facilitation of a consent discussion is directly influenced by a physician’s experience.”*® A
physician or medical researcher can modify the discussion of the illness, risks and possible
outcomes based on the patient’s age or maturity.

A so-called ‘mature’ minor is one that is competent enough to make a medical decision
so long as he fully comprehends all risk factors.?” This competency is defined as being able to
“...understand and retain and use the information...and then make a decision...” °!° Thus, in
order to be declared a mature minor, a young patient must demonstrate both capacity and
competency. He would have to comprehend and internalize the medical options offered, and be
judged to have the competency to utilize the information in the best way. It is up to the medical
team (and sometimes the family,) to determine if the patient is able to make such a decision. Age
is certainly a factor, however, pain, fatigue, medication and general anxiety are influences
considered before allowing a child to render their own decision.”!!

Historically, ethical consults in pediatric environments are codified within patient policy
surrounding palliative and end of life care. This is a strength. Serving fragile populations such as
neonates creates definable procedures on issues that can be ethically challenging. Additionally,
most pediatric hospitals integrate palliative care, which further reduces ethical dilemmas.®!? If
families are always aware of, and have a hand in, creating end of life plans, they may be more
agreeable to physician advice. In fact, this may lower the amount of ethical consultations
requested since all pediatric procedures are transparent to all families. Thus, ethics consultations
are viewed as a ‘last resort’ attempt to mediate opposing parties and the cases are often complex.
This 1s apparent in the structure of the bioethics program in pediatric environments. The overall

culture of safety and transparency allows for an infusing of ethics into every program in the
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hospital.”!3 Pediatric ethicists can be available 24 hours a day and often overwhelmingly offer
consultations regarding the end of life. 14

Unlike in adult hospitals, pediatricians and pediatric hospitals holistically value religion
and spirituality and ask patients and families about it *'>. Their reasoning is practical: how will
your religious beliefs affect the care of your child? °'¢ Pediatricians are not trained in the
importance of this information, much like clinical ethicists. This is evidenced via a study
involving pediatric oncologists and general pediatricians at various USA based hospitals. These
hospitals excelled in clinical care and research and were thus selected. Some of the included
hospitals were: The Johns Hopkins Children’s Center, UCLA Medical Center, Cleveland Clinic
and Mayo Clinic. Most pediatric physicians surveyed for this aforementioned study
experienced clashes between religion and medicine, whereas others in non-pediatric
environments witnessed clashes only after working for several years.®!” Perhaps this is due to the
vulnerable populations that these care providers work with. Pediatricians noted that the children
themselves displayed strong notions of spirituality and even miracles, as did parents and
families with very ill children. Pediatricians are not afraid to directly ask about religion and
nuances in perspectives.

Despite ethics being infused into everyday pediatric hospital activities, there is still
conflict that would require an ethics consultation. Most of these occur at the end of life.
However, although religion and spirituality are recognized and spoken about, the data, certainly
in surveys that address ethical consultations, it is not unanimous throughout all the data on
ethical consultations. While pediatric literature does indicate greater importance and integration
of spirituality and religion in families and children, there seems to be a binary of understanding

how much impact religion has on medical decision making. To wit, an interesting pattern within
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the empirical data that analyzes ethical consultations: either religion is unequivocally a factor in
decision making, or it is swept under more broad categories such as ‘family centered care’.
Plainly, there is no consensus on whether religion/spirituality should be considered part and
parcel of ‘family centered care’ or whether it is a separate, but important entity in decision
making. This is demonstrable through a study conducted by the Department of Bioethics at the
Cleveland Clinic. It provides 300-400 adult/pediatric consultations per year. This study focuses
on pediatric consultations (defined as patients under 18 years of age,) between January 2005 and
July 2013. Most of the ethical consultations involved end of life discussions,®'® This data point
alone can indicate the importance of family centered care. Indeed, the authors of the study noted
that consults indicated the following themes: informed consent (specifically, parental
permission;) pediatric assent/disagreement. The study then noted that a few consultations (four)
concerned withdrawing life support against the families’ wishes and a professional’s obligation
to treat a patient whose family physically resisted treatment and was considered
abusive/threatening to the staff.”’® Now, these cases are isolated in the discussion portion of the
article, yet, the why behind these four cases is not addressed. To that end, there can be an
assumption of culture or religion (particularly in the withdrawal cases,) and perhaps, even in the
abuse to staff consultation. Interestingly, the article includes a chart which isolates reasons for
ethics consultation with percentages of how often those reasons are indicated.
Religion/spirituality is absent from this list. It may fall under “refusal of non-life threatening
treatment” or even “miscommunication/misunderstanding,” or still yet, “non-compliance.”%?°
Again, as seen in previous studies, these may be ‘code words’ for religiously motivated ethics
consultations. However, this sweeps the importance of religiously motivated decision making

under larger themes that do not effectively indicate the reason of why an ethics consultation is
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requested. Yet, there are ethical shades of grey when a parent utilizes religious values for
requesting particular medical services. While a religious parent feels he is acting in moral and
‘best’ authority, a hospital may view otherwise. A religious parent may be influenced by his
traditions understanding of the adult/child relationship.®?! As previously discussed, a parent may
thus consider themselves religiously mandated to make a decision in the best interest of their
child. In these cases, what is in the child’s ‘best interest’ may also be considered, by the parents,
as religiously motivated best interests. The classic example of this would be a Jehovah’s Witness
family who do not want a blood transfusion for their child; they refuse it due to the best interests
of their child based on the teachings of their religious tradition. Thus, again, there is a clash of
two moral agencies (secular and religious,) which must be mediated. Subsequently, this too may
require an ethics consultation as there are many circumstances that can affect the decision being
made: from the age of the child, to the desires of the parents, to the impact of such a decision. If
religion and spirituality are not specifically recognized as the primary cause of the consultation,
everyone involved may feel that the consultation is circulatory and difficult.

When discussing religion, special attention must be paid to the concept of miracles here.
Academic literature supports the importance of engaging with spirituality and even speaking
openly about miracles in a pediatric setting.°>? For some religious traditions, especially
Catholicism, miracles are a foundation of belief, especially with children.®?* Some pediatric
patients find solace in religion and the constant belief that something miraculous could happen.
Leaving the concept of miracles aside, the notion of ‘who makes a decision’ also complicates the
ethical consultation within pediatric ethics.

Pediatric clinical ethics consults are additionally complicated by the notion of shared

decision making. This may be coloured by the desirous wish for a child to survive and have a
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future. Shared decision making is when a clinician and parents (ideally with the assent of a
child,) decide medical interventions.’?* Yet, these decisions are complex and layered. Some
parents may push for a miracle via extensive medical interventions, since these interventions
exist, they should be utilized to their fullest extent. They may also over-estimate the extent of the
child’s potential for a future or of their own ability to act as a caregiver. Moreover, clinicians are
more likely to be emotionally impacted by the death of a pediatric patient.”>> The pain of loss
may also colour their clinical judgement and push for more interventions. Thus, a carefully
understood notion of moral shared decision making needs to be implemented. Moral shared
decision making (Moral SDM) must come to a moral compromise, whereby all parties (parents,
clinician and ideally, children,) negotiate on values until a happy medium is found.
Collaboration, by definition, means that some moral ground must give way.*?® Each party must
relinquish certain values to come to a collaborative decision. This is difficult to do and to
rationalize what moral compromises can be made individually and collaboratively. A
collaborative decision is not always the best decision.’?” There is also a sense of realism that
impacts this conversation. Institutions like hospitals may not be able to relinquish certain moral
grounds due to policies or legal requirements. Moral SDM may be made even more complicated
by requiring parties to acquiesce religious moral ground. Just as in principalism, religious ethics
also have value hierarchies. Indeed, while some religious ethics contain declarations that may
supersede others (for example, the Jewish concept of pikuach nefesh,) it is not feasible to assume
that all believers have a scholarly grasp of their religious tradition and know which values may
override others. Believers may feel insulted if an outsider suggested that one religious morality
may be compromised for the sake of another. Yet, ifa clinical ethicist were fluent in the

conceptual theology, this could be a worthwhile, productive conversation. Rather than a clinical
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ethicist being considered as a complete outsider, speaking in the language of a religious tradition
can narrow the bridge of communication. Thus, while Moral SDM is not a perfect tool for shared

decision making, it can be used in conjunction with traditional consultation models.

6.B i. Assent and the limitations of ‘mature minor’ assessment tools within religion

Before providing a survey of Judaic and Catholic ethical considerations on children’s assent
and consent, it is imperative to consider the secular ethical obligations. Two concepts, assent and
evaluating a mature minor are ethical regulations that clinicians contend with. Whereas most
scholars note the importance of integrating a child into decision making, the definition of assent
is lacking. For some scholars, assent does not connote full understanding of the issue and thus,
cannot be considered full, informed consent.”?® The definition of assent is vague enough to offer
concealment for a child’s refusal.®?° Moreover, whereas obtaining parental consent is primary,
assent may be viewed as secondary. A child’s present requests may be denied for future or long-
term goals.®** Parents’ may curtail their child’s autonomous choices due to ‘best interest.
However, dissent is not the moral opposite of assent. If a child dissents to treatment, his concerns
cannot be taken lightly. A child’s desire to participate against parental objection is a further
issue.”! Indeed, balancing the desires of both parties is fraught. Hence, the nebulousness of
terminology almost negates the importance of including children in the decision process. Assent
allows the consent conversation to be approached based on the personal maturity level of each
patient.

There is a further, troubling concept within discussing medical interventions or research with
children. The concept of ‘mature minor’ is utilized in most North American hospitals.”3?> A minor
is anyone under the age of 16, according to most hospital policies. A ‘mature’ minor is one that

is competent enough to make a medical decision fully comprehending all risk factors. This
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competency is defined as being able to ““...understand and retain and use the information...and
then make a decision...” %33 There is also an issue of capacity; which goes hand in hand with
competence. Age is certainly a factor, however, pain, fatigue, medication and general anxiety are
factors also considered before allowing a child to render their own decision. *3* However, little
literature exists explaining the age choice for maturity. While there are several are methodologies
to empirically evaluate maturity, there is no consensus. However, there are some advised
methods to assist clinicians. Recommendations suggest acquiring translators, writing guides in
lay-person language to enable access across the barriers of language, socio-economic status and
culture.”* The child should be spoken to in an age and developmentally appropriate method, so
that he/she comprehends all risks and benefits.?*® They should be encouraged to sign their own
form, acknowledging they wish to be included in a research study or procedure.’’’” Some younger
children are encouraged to draw their assent. If there is a language barrier, translators should be
brought in and all factors of risks and benefits should be explored. Regardless of language
barrier, the information should be given both through written lay-language and orally to both

parent and child.”8

Assent allows for flexibility. It cannot be used interchangeably with the notion of
consent. Indeed, the vague nature of the term allows it to be adaptable. Children’s assent for
medical intervention allows for both child empowerment, physician/researcher assessment and
legal safeguards. There is research that indicates children with prolonged illnesses (such as
cancer or organ diseases) exhibit a higher level of medical understanding and maturity than their
similarly aged peers.?*° These children may be considered more ‘capable’ due to the time they
have spent directly living with their illnesses. However, pain and illness can shift understanding

and the consent process. It can tangle with the concepts of capacity and competency. Before
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assessing the various tools utilized to measure whether a minor is mature, it is imperative to

consider the effect long term illness has on a patient’s ability to consent.

As discussed in further detail in chapter 4 of this dissertation, there is a lot of research
that indicates that children who have terminal or chronic illness are capable beyond their years.
There is research that indicates children with prolonged illnesses (such as cancer or organ
diseases) exhibit a higher level of medical understanding and maturity than their peers.**° These
children may be considered more ‘capable’ due to the time they have spent directly living with
their illnesses. However, pain and illness can shift understanding and the consent process. It can
tangle with the concepts of capacity and competency. Indeed, the most important framework for
autonomous decision-making and consent is context. As patient context shifts, the patient’s
autonomous ideals do as well. Patients who are riddled with chronic pain also have their
autonomous consent compromised.®*! When a patient is presented with the ability to be pain-
free, their overall competency may be unreliable®*?. The intention of a chronic pain patient is
simple: they wish to be pain free. While uncontrollable pain can cause incapacity for decision-
making, patients with pain are generally competent.®* Children with intense pain may make
intentional decisions towards ceasing their pain. True autonomous choices then, are difficult to
dissect from a child in pain. The power of pain, and the promise of being pain free, is enough to
motivate a patient to decide devoid of true understanding. Physicians must carefully modify their
discussions surrounding informed consent to ensure that there is a balance between true
autonomy and the influence of pain if they wish a child to participate fully in their decision to
pursue palliative care.

Adding further complexity is when a physician wishes to keep the religious values of a

patient within the realm of ‘do no harm.” The best illustration of wishing to protect a child’s
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religious community is female circumcision (also referred to as female genital mutilation or
FGM.) Women who are not ritually circumcised experience social ostracization from their
community. They cannot be married to fellow community members and she risks being cast out
from her nuclear family.?** Thus, a compromise is struck between her religious quality of life
and social welfare and her physical safety: .some physicians make a small incision on the vagina
as a compromise, because some who are denied the procedure by a physician end up going to a
religious leader for it, often suffering further harm due to infections and lack of sterile
environment. > While some physicians may balk even at this notion, as a patient undergoes a
procedure that is not warranted and has no medical benefits. However, some physicians note that
it is imperative to protect the integrity of the religious obligation and the community that it
offers, although these are difficult to assess outside of the religious community. Further, these
physicians argue, this type of surgery protects the child. When they are grown, they may
autonomously chose to have the entire ritual circumcision procedure.’*® This is the perfect
example of an adaptive ‘sliding scale’ analogy that shall be addressed further in the chapter. This
nuance in approaching both religious and secular ethics demonstrates the potential clout of a
theological background for ethicists. By balancing the essential principles of female circumcision
procedures (to fit within their chosen religious community,) with the principle of non-
maleficence, a creative bridge is formed. Incidentally, if this patient grows and leaves the
religious community, she is not mutilated as she would be traditionally. She would be left with
what has been described as a superficial cut, allowing her to lead a fully autonomous future. 4’
The prospective future is always a factor in pediatric care. Perhaps this is a further reason to

infuse ethics into decision making.
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The Fraser guidelines are exclusively for situations involving minors and contraception
access. Currently, the legal age of consent varies from 12 to 19, depending on country.®*® Even
within the United States of America, there is significant deviation from state to state. Few
formalized tools exist to empirically determine the maturity of a minor. Various hospitals and
research centers have developed their own frameworks. The Alberta Health Services (AHS) in
Alberta, Canada has delineated themes that are apparent across all the measuring frameworks.
AHS demarcate six factors towards determining maturity: age, intelligence, maturity, serious
health care decision, informed consent and freedom from parents/or married/ or has children.®*
The more serious a medical invention, the older the child must be. Additionally, intelligence is
defined as the ability to understand the risks, benefits, alternatives and consequences of treatment
or forgoing treatment.®>® This framework exists for both medical treatments and research.
Clinical trials, especially for terminal illnesses are serious interventions and heavy with risk.
Since it stands outside of normative medical care, it is up to the researcher to decide if
enrollment in a study is beneficial. Naturally, should the child or the mature minor object to the
trial, it should not and cannot proceed.

Nonetheless, there is a presumption that if parents volunteer children to participate in
research they are doing so due to the ‘best interest’ philosophy. This is complicated. Ethically,
there may be a ‘sliding scale’ of perception that can be applied to research and risk. The promise
of hope and better treatment may influence decisions as well. Tired and hopeful parents may see
the offer of a clinical trial as something to cling to if only to maximize time with their child.

Although all parents want what is in the best interest of their child, participation in research
trials may be unduly swayed. Some families feel that participation may garner them preferred or

better treatment. Many parents may wish to provide their children with access to services and
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medicine they normally could not afford.”>!' Parents with terminally ill children admit a sense of
defeat; they do not wish to refuse a clinical trial since it may allow more time with their child.®?
I11 children are more likely to volunteer for research studies and trials. Parents of ill children
view risk more optimistically, even if there is no proven therapeutic effect. Conversely, healthy
children are likely to enroll in research for altruistic purposes. Il children perceive ‘helping
others’ as a mere by-product of their participation.®?

Knowing this, there is a distinct concern for autonomous decision making. Indeed, decisions
must be made voluntarily, devoid of undue influence. Ethically, the decision making factors
mentioned are troubling. Risk, even viewed from rose-coloured glasses is still risk. Moreover,
the suffering and quality of life of a terminally ill child must be assessed within decision
making. Optimistically viewed risk may be more troubling. Optimism may cloud judgement.
Parents may be unduly swayed by a concept empirically difficult to study: hope. Parents fear
making the wrong medical decision on their child’s behalf.”>* It is assumed researchers provide
accurate information regarding the study and its possible outcomes. Perhaps clinical discussions
must change based on the individual circumstances of the family. Parents bear the burden of the
research as well. They must travel and be absent from work. Some felt that enrolling in a study
would garner more ‘face time’ with a medical team. Whether these are true and accurate
representations is not the point. This impression—accurate or not—must be rectified. A medical
team or research team must carefully remove notions that may sway patients and families to
create a decision. Only then can best interest of the child be considered a true autonomous
decision made by parents. It should be approached utilizing consent from parents and child

assent—or cooperation.
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6.B. ii. Catholic and Jewish approaches to child assent, maturity, & miracles

When dealing with children, religion can often deviate from modern ethical standards. For
instance, Christianity holds the nuclear family at its center. The Roman Catholic Church
encourages children to act with respect and obedience towards their parents.®>> . Whereas
secular ethics honours the individual, Catholic ethics honours the family unit.®>® Moreover,
parents have a moral authority to pass onto their children. The desire to assist others may lead
some Catholic families to participate in medical research, even if the research is not directly
beneficial to the child.?>” Catholicism then, can serve as a help-mate to medical research.
Catholic believers also subscribe to faith-based miracles. This trait may cause them to participate

more in medical research and clinical trials.

The Church proscribes responsibilities that every Catholic parent owes their child.
Parents are obligated to keep their child well both physically and spiritually. Difficult decisions
are made based on paternal authority.”>® This paternal parental authority is mirrored directly on
the authority of Jesus Christ. This authority is Divine. According to the Vatican and other

scholars, wife and child must submit to the husband/father in difficult decision making.®>’

Indeed, the human value of a child, and his suffering, is tantamount in Christianity. %

Whereas palliative pain is a difficult subject in Catholicism, pediatric pain is treated
differently. Pain for some Catholics mirrors the pain suffered by Christ, however, some scholars
believe that God does not intend His believers to suffer too. Pain, especially for younger
children, is unbearable. Nonetheless, the Catholic view holds that aggressive treatment should
only be pursued as a last resort.?®! Some parents may be making medical decisions based on a
fervent belief in miracles. Miracles play a large role in Catholic healthcare philosophy. Catholics

do heavily believe in healing, compassion and hope.?®> Some pediatric patients find solace in
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religion and the constant belief that something miraculous could happen. It then becomes a
question of whether participation in a clinical trial would merit as miraculous or be considered
extraordinary care. Logically, then, perhaps an attempt at a clinical trial would be supported by
Catholic patients. If it proved to be arduous to the child or contributed to further suffering,
participation could cease.

Judaism is nuanced in their approach towards children, minors and decision making.
Much like Catholicism, Judaism relies on a nuclear, heteronormative family unit. In Judaism, a
father is legally the head of the household. A father has legal obligation to care for children
financially until they are married.”®® While ancient Jewish law does not have precedents for
consent for medical research or intervention, two codes of law can create an ancient template for

a modern problem.

In Jewish law, a minor cannot appoint a proxy decision maker because they have no legal
status. In Biblical times, a father could give his daughter’s hand in marriage without her
consent. % Later Rabbinic sources altered this arrangement, requiring consent for the marriage to
take place. In the Talmud, there are laws that discuss what happens is a minor is physically
injured by another. If so, damages must be paid to the father. *%3 Legally, (according to the
Talmud,) daughters can become emancipated from fathers when they reach the age of majority
which is 12. At this age, she traditionally is demonstrating some signs of puberty.®*® She is also
emancipated when her father dies. Although less is explicitly written about the minor male, he
comes into the age of majority at 13. Similarly, once mature, the male can accept his own
financial damages and enter into vows. %’ It is not a logical stretch to assume that Jewish families
would allow the father or mother to assume decision making capabilities. Once a child reaches

the legal age of majority, some parents may take that into consideration. Importantly, the age of
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majority exists for legal matters: financial damages, making vows, marriage, divorce, buying and
selling. Most Jewish families would consider healthcare decision making to be done either as a
family or under parental authority. It would vary from family to family how much autonomy
they would allow their child. While 12/13 is the age of majority, it is doubtful if a secular
hospital would assume this age to be an age of maturity without individual assessment. A more
pressing concern for decision making rests on the foundational Jewish principle of saving a life
and whether and how this principle can be integrated into medical research or clinical trials.

Similar to Catholic views, there is an absence of literature surrounding Jewish approaches
to clinical trials, medical research and interventions. However, Judaic views towards children
and their autonomy is abundantly clear. Like Catholicism, there is patriarchal domination in
decision making. Importantly, the age of majority exists for /egal matters: financial damages,
making vows, marriage, divorce, buying and selling. Most Jewish families would consider
healthcare decision making to be done either as a family or under parental authority. It would
vary from family to family how much autonomy they would allow their child. There is a further
principle in Judaism that prohibits putting one’s life at risk. Arguably, much risk is involved with
clinical trials. The prohibition against risk-taking is normally reserved for people who are well.
Children who are candidates for clinical trials may no longer have to be averse to risk .It is
“almost forbidden” by the rabbis to undertake risky treatment to manage pain.’*® The words
‘almost forbidden’ are purposeful. Rabbinical authorities would never fully prohibit a procedure
or clinical trial since pain and suffering is a fearful and important concept. This is illustrated
through an anecdote and ruling cited of the pre-eminent Halakhic scholar Rabbi Moshe Isserles.
According to him, a son is permitted to amputate his own father’s arm (in absence of

professional assistance,) since his father is in pain.®® In this ruling, Isserles emphasizes the fear
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of pain as the crux of his ruling; not the possibility of death from amputation.®’® To wit, many
patients eventually reach a point when they simply want the pain to cease, regardless of
intervention risk.’”! However, there are conflicting values in Halakha within risk-taking. A
Deuteronomic commandment extols being “watchful” over human lives. This is largely
understood to be a general prohibition against risk-taking.®’? Yet again, this value is put aside in
favour of a greater hierarchical value of pikuach nefesh. Judaism holds that pain itself shortens a
life.”’* A physician must strive towards pain palliation above all else, since fear of pain is itself a
barrier to health. Thus, Jewish families would almost always lean towards choosing clinical trial
participation.

6.B. iii. Applying Undue Hardship: children’s voluntary participation in clinical research
and religious accommodation

Trials are a great ‘carrot’. Often, the trial is exciting and may offer new treatment options.
However, persuasion (by a physician or researcher,) is a powerful driver that can impede
autonomous consent. For example, participants in the Tuskegee syphilis study had access to
transportation and insurance. Further, they had free medication and hot meals. These persuasive
‘perks’ caused participants to enroll in the clinical trial.*’* Similarly, the promise of a procedure
removing pain or curing an illness, can be incredibly persuasive as well. So too can the
controlling aspect of continuous pain on a patient. Executional autonomy—the ability to physical
do and move as one wishes—may be compromised by pain.”> It is readily apparent that ‘best
interests’ may be a tug-of-war of ethical values. Medical researchers and clinicians assume best
interest to be most beneficial to the child. This would incorporate a child’s assent or autonomous
choices. Religion may favour the interests of belief and may sometimes reject the secular notions

of child autonomy. This is the crux of the clash: two codes of ethics each present with various
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ideals of what is in a child’s best interest. There has been public conversation surrounding this
clash. Court cases involving Jehovah’s Witness or Christian Science children prove that when
medically necessary, the state will flank with physicians to provide care.”’® Those are extreme
examples; and the medical interventions required were a matter of life and death. Medical
research however is completely voluntary. An interesting theme develops. The concept of ‘best
interest’ appears to change. Families with ill children perceive risk differently from families with
healthy children.®”’

To wit, limitations on religious accommodations may be justified over concerns of best
medical care. Legally, the term of ‘undue hardship’ is utilized in religious accommodation
decisions.””® The limits of undue hardship may be set by various parameters including
geography, finances, executive or medical opinion and underlying pathology. Nonetheless, the
difficulty in demonstrating a hospital has suffered undue hardship creates complex ethical
cases.””” Adding another layer of complexity, as registered often in this dissertation, is the reality
of ethical undue hardship. This is interesting to explore within clinical trials since medical
research is voluntary.

A secular understanding of undue hardship in medicine and accommodation varies from
the religious understanding of the term. While a religious father feels he is acting in moral and
‘best’ authority, a hospital may view otherwise. Patients and providers’ moral agency conflicts
may in fact jeopardize best medical practice. Although the onus of ‘undue hardship’ is pressed
upon the institution, ethics and law should come together to suggest that there can be limits to
religious accommodation. This is easier to maintain since medical research is voluntary. Since it
stands outside of normative medical care, a hospital and staff cannot be disciplined for failure to

accommodate religion. It is also important to determine the genuine religious beliefs of the child,
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if a researcher suspects religion is playing a large role in decision making. Some children do
freely believe in their parents’ religion, although it may not yet be settled belief.*® If so, it is up
to the researcher to decide if enrollment in a study is beneficial to the child’s overall wellbeing,
or if the child is trying to follow his/her religious beliefs. Crucially, there is more flexibility due
to the voluntary nature of studies. The notion of hardship then would be pressed onto the child
who is enrolled against his assent at the instance of his parents. While this is not uniquely a
religious problem, the additional deciding factor of religious decision making enables its
discussion here. .

Whether and how religious accommodations can be enveloped into patient safety is the
crux of the issue. There are significant ethical concerns when a patient lacks choice and is
exposed to needless risk. It is essential to disentangle whether a parent is enrolling a child in a
study based on religious principles. Religious accommodation cannot be provided for voluntary
things and as such, religion should not unduly influence the voluntariness of a patient or family.
As such, to participate in medical research, religious individuals must remove their ‘veil of
belief.” Within a healthcare system, they are being provided public goods. The burden of undue
hardship cannot be placed on the healthcare institution. Whether and how to place the burden of
undue hardship can be best illustrated in clinical consultations.

6 B iiii Finding the balance and applyving the new theory : balancing religion and medicine
within a clinical consultation

As this dissertation has demonstrated, religion is often the driving force of a medical
decision. Thus, a new framework is required for understanding religiously motivated requests
and placing possible limitations upon them in healthcare institutions. This dissertation suggests a

rather novel approach. Clinical ethicists should be educated in theological foundations and
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skilled at using the language of religion. Doing so creates a ‘shared language’ and decreases the
power-inequality that may be prevalent. The notion of ‘us’ versus ‘them’ is apparent throughout
the literature; showing comfort with the language of believers blurs the lines of power dynamics.

The traditional sliding scale theory balances level of risk with the level of ability
required for competent decision making®®!. As previously discussed, a religious patient also
takes into account the tenants of their religion during medical decision making. The standards for
welfare and quality of life are also colored via religion; rather than sole emphasis placed on good
medical outcomes.?®? While Beauchamp and Childress’ scale imagery connotes a balancing of
autonomy and protection, a religious patient’s scale demands a third arm. Thus, creating a truer
sliding scale; one that also encapsulates religion.

Ethics programs should delve into topics such as genetics, end of life, surrogate decision
making and offer foundational understand of important philosophies and theories including
religion. . Outside of a university with a religion mission, theology is an afterthought and not
expressively taught. Contrast this to the aforementioned history of ethics, whereby most ethicists
were first theologians. Secularism, and whether and how there is a true secular discourse is part
of this discussion, yet tangential to this issue and shall not be further explored in this dissertation.
However, the more novel question considered shall be whether theological training enhances
bioethics. Further, how should ethicists think about religion? %3

It would be foolhardy to expect ethicists to become expert theologians. Theology is also
not a science, which is the failure of religious assessment tools; religious values cannot be neatly.
entered into an algorithm. Modern religious followers attempt to understand secular culture from
their religious lens. Religion is anthropologically and sociologically impactful. Religion can be

malleable, as witnessed by various Directives or by Jewish bioethics responsa literature. Indeed,
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chapters 4 and 5 of this dissertation have demonstrated that flexibility within religious Law is
possible and applicable. Yet, this does not mean that certain religious standards are removed
entirely. Rather, it allows for the acceptance of modernity that aligns with religious ethics. For
example, Judaism places great value on reproduction. While the advent of reproductive
technologies has allowed many Jewish families to fulfill this obligation, it is not permitted as is.
Instead, reproductive technologies have been modified to adhere to Judaic values and objections
regarding sex and intimacy. Yet, this too evolves with the social situation or sect of Jewish
patients. While cultural competency experts may be loosely trained with stereotypical lists of
religious beliefs, the true understanding of a “lived religion” is far more nuanced.®®* This creates
far more of a challenge for bioethicists.

Using the language of Rawls, religion should be understood and routinized in hospitals.
However, while teaching religion is difficult; teaching the language of religion 1s more difficult.
The literature is silent on how to teach religion to ethicists, or whether specific training (i.e.
Fellowships, where religious patients and approaches may be encountered,) are required.
Although there is a push towards secularism, it is clear that religion still holds an outsized impact
on medical decision making. Consequently, this chapter and the suggested framework will
attempt to utilize the aforementioned resources to create a roadmap towards integrating religious
education into an ethicist’s ‘toolkit.” It is important to note that this framework currently is
modeled to only serve Catholic and Jewish religious traditions. It may also apply to Islam as
well, since in that belief as well, dogma and right belief is essential.

While basic religion and culture can and should be taught in bioethics programs, ethicists
should keep the notion that religion is socially lived and experienced. Using the concept of a

religious velil assists with this premise. Religious patients don a veil of belief from which they
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make many of their medical decisions, especially those that occur at the beginning and the end of
life.. If an ethicist adopted this veil and the language of religion, it may help to fully identify the
religious values that are integral to a patient. By speaking in the ethical language of a religious
tradition, concerns may be clarified and the contradictions between medicine and religion
temporarily bridged. To speak in the language of a religion, an ethicist must be proficient in the
principles of that tradition.

The bioethical principles of autonomy, beneficence, non-maleficence and justice can shift
in importance based on the particulars of a case. They may also move to greater or lesser
significance on the hierarchal ladder based on the personal ethics of a physician or patient.
Different circumstances may result in individual principles being promoted in the hierarchy. >
This hierarchy exists within religious ethics as well. Some religions have principles that permit
modification when certain actions or behaviors are normalized in greater society. For example,
when reproductive technology became more readily available, Jewish ethicists and scholars
formulated new aspects of halakha enabling Jewish patients to partake of the innovation. This
allows for progress in religious ethics as medicine evolves. ¢ As this dissertation has
demonstrated, accommodation and limitations is a dual approach: just as medicine must
accommodate and understand religion, religions must also accommodate secular progress.
While some religious people will absolutely disagree with this approach, it has been already
proven to be successful. As witnessed vis a vis the NHS initiative to Hasidic mental health, and
with the Catholic School Board allowing the HPV vaccination, when public health advocates
appeal to the leaders of the religious tradition, some bridges can be built. Whether they admit it
or not, ethicists and clinicians all juggle moral principles before rendering a decision. This is

weighing and balancing of the ethical principles, however, this is demonstrated very differently
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in clinicians and religious patients. This mode of decision making is fundamentally different
from believers who use religious principles. Clinicians consider complex contextual information
to base their ethical decision.’®’ In contrast, believers utilize their religious identities, almost
solely, to base their ethical decision. For example, while a clinician may advise to stop life
support for a brain-dead patient, a religious decision maker does not perceive the contextual
information surrounding the medical decision. Rather, a more religious patient may simply hear
that life support is being removed, which lays counter to a religious principle of preserving life,
particularly in the case of Jewish patients. This is why it is so important for a clinical ethicist to
speak in the language of religion. This means an ethicist must speak with an understanding of
the religious principles that are impacted in medical decision making. The hierarchy of religious
principles may shift depending on the specific situation. The hierarchy may then be negotiated
utilizing Moral SDM techniques.

Now, the ethicist can apply the adapted sliding scale imagery to discuss religious
principles with a patient. As previously indicated, the sliding scale imagery connotes a
balancing of autonomy and protection.’®® Yet, this adaptive imagery requires a religious third
arm. This does several things. At first blush, this demonstrates understanding and facility with
foundational religious values. It also allows a patient to showcase their personal perspective on
their religious practice by protecting those moral grounds. It would be incorrect to judge
religiously based consent or non-consent as incompetent. The definition of incompetence
requires a person being unable to express themselves, understand the situation and unable to give
a reason for their decision alongside other criteria. A religious patient’s reason for not consenting
to a procedure is possibly not considered ‘rational’ or ‘reasonable’ by some physicians.

However, they are far from incompetent. A believer needs to state which religious principles are
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integral to them. This can be done alongside the ethicist using the Moral SDM. This would echo
a patient’s own interpretation of their religious tenants and subsequently, force them to ‘rank’ the
importance of certain principles. Then, the ethicist and patient can work together towards a
shared compromise. Used together, a sliding scale and Moral SDM model could potentially be a
far more nuanced way of understanding religious principles within clinical consults.
Additionally, when an ethicist speaks in a way that is sensitive to religion, or uses religious
language, it creates a bridge across a communication chasm and dissolves some of the power
dynamic that currently exists. Rather than religion and medicine clashing within hospital
corridors, they can live alongside each other. Moral shared decision making (Moral SDM) means
that a moral compromise is created. All parties (patients/families and clinicians) negotiate on
principles until a solution that is mutually agreeable is found. Collaboration, by definition, means
that some moral ground must give way.’® Assuming that an ethicist is fluent in the principles of
religions, they can assist patients in determining which values may have flexibility within a
religion. Further, they can help clinicians understand which values are simply non-negotiable to
believers.

A theory is worthless if it is not applied to real clinical situations. Thus, the next few
paragraphs shall demonstrate applying the layers of the theory to a commonly found situation.
This scenario has been gleaned from the literature and chosen for its frequency of occurrence.
For this case study, Catholicism has been chosen. Judaism subsequently follows. This further
reinforces the notion that this model currently assists in ethical consultations involving Catholic
and Jewish families.

An older (aged 75) man is admitted to a hospital with end-stage dementia. His son (Paul)

is aware that comfort measures have been discussed. His father has been refused by several
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hospitals since he has several illnesses and injuries (including sepsis, respiratory issues and heart
concerns.) His son wants full code procedures. Paul also believes that God has spoken to him and
1s urging treatment his ailing father. He has been fasting and praying for his father’s miraculous
recovery. The father’s own pastor has said that before his illness, he expressed he did not wish
this type of treatment—he preferred palliative care. The medical team are reluctant to follow
through with a full code and the patient’s conditions continue to worsen.*”® There are several
‘values’ that must be juggled in this case study. First, the older man’s dignity is a value. He is
clearly suffering from his medical ailments and is rendered incapable of making a decision due
to his dementia. The son’s religious values are also important—and integral—this this
discussion. The institution’s policies on futile care, and the medical teams’ moral distress are
important values. It is clear that Paul cannot fathom the reluctance of the hospital team since he
is armed with the voice of God. Speaking with him about futility would be useless.

Applying the model suggested in this chapter may provide a foundation for an apt
discussion for the son and medical providers. A religiously fluent ethicist can tease out that Paul
is relying perhaps on two religious principles: miracles and demonstrating faith to God. A fluent
ethicist must balance these values with the contrasting realities of his father’s situation. Further,
the son may not be able to understand why the physicians are lacking the same religious fervor.
First, using the language of his religious beliefs, an ethicist may talk to the son about the notion
of miracles. He may suggest that God often helps those who help themselves; clearly he has
helped his father this much and he must be allowed to go to Heaven and enjoy his heavenly
rewards. Or, the ethicist may suggest that while the son is demonstrating faith by fasting and
praying, he must believe ultimately in God’s plan. If God wanted to save his father via a miracle,

it may have already happened. Perhaps it would be best to allow his father to pass comfortably.
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This thought-process does a few things simultaneously. Using the modified sliding scale theory,
the ethicist is not reproaching the son for his beliefs. Rather, he is noting and even celebrating
them. He also used the language of religion to speak directly to the son. A moral SDM is implicit
here. Indeed, the ethicist presented two scenarios which align with a religious teaching and with
the recommendations of a clinical team. If Paul agrees to let his father go to Heaven, this would
also align with the true expression of surrogate decision making. An ethicist cannot override the
known requests of a competent patient, which is a principle in secular medical ethics. Indeed, the
father directly indicated his wishes when he was still capable of making decisions. However, if
the son suggests that he wishes to pursue aggressive treatment, an ethicist could use the principle
of honouring one’s father against the principle of miracles. To wit, Paul would best serve his
father on Earth by honoring his requests to die peacefully. This is a more nuanced, even gentle
way of allying religious requests with standards of best medical care. The strongest asset here is
the clinician being fluent in the language of religion and religious principles of the believer.
Imagine this case the same, only assume the father and son to be Orthodox Jews. A pastor
would be replaced by a rabbi. This would require more nuance in the theory, however it is still
applied in the same fashion. An ethicist would commence with stating that medical interventions
like antibiotics have been started, but life support/ventilation has not. This is important since
according to Jewish law, once an intervention is started it may not be easily stopped. It is also
important that a rabbi has ‘permitted’ the notion of comfort measures only by speaking to his
father. Indeed, in complex medical issues, many Jewish believers would seek out a posek who
can advise on Jewish medical ethics. If the son uses the principle of pikuach nefesh or saving a
life, an ethicist may gently push back using the principle of both the rabbi’s authority and the

principle against prolonging suffering. This may require a little time spent on getting towards a
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collaborative decision, based on moral SDM. However, the theory still holds, so long as an
ethicist is fluent in the language of religious tradition and focuses on the principles/values of
religion.

There are various articles, data sets and surveys that all converge on the same
information. Indeed, religion and spirituality is integral to clinical care. Yet, there is a general
aversion or even frustration towards ‘religious’ patients. It is obvious that further scholarly
research is required. Certainly, removing the concept of religion from hospitals projects a false
neutrality. Undeniably, while Rawls and governments wish we live in a society that has shared,
universal values, the reality is we do not. The future of this research will be helped significantly
by acknowledging the obvious impact religious thinking has on medical decision making.
Centering the importance of religion must come from within bioethics. Balancing all aspects of
ethics and assigning weight to religiosity may be achieved utilizing a modified ‘sliding scale’
framework. This concept, coupled with Moral Shared Decision Making (Moral SDM) will allow
for the nuances of religion to fully integrate into clinical ethics consultations. It certainly cannot
come soon enough.

This dissertation further promised to make a new, ethical definition for undue hardship as
it concerns religion in healthcare institutions. Where and how is undue hardship defined within
an ethical framework, and how can it be applied within a clinical consultation? Below is a chart
that indicates helpful questions for limiting the scope of religious accommodations within a

secular healthcare institution. Discussion and application of that chart follows suit.
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Accommodating Religious Ethics in a Secular Healthcare Institution Framework

In order to accommodate a religious request, evaluate it against these four suggested parameters,
inspired in part by the UNESCO Code of Human Rights:

1) Does the request go against ‘best medical 2) Can you utilize the language of
practice’ or standard of care? religion to explain the medical

decisions that must be made?

a. Ifit does, is there a way to modify the

religious request to fit the standard? a. See a clergy member or ethicist
for guidance
—see chapter 4, 5, 6 for nuances and
instances
3) Is the request a danger/pose a safety risk to 4) Is this request in keeping with the
the patient, other patients, staff, etc.? ordinances of religious tradition?
a. Ifso, can the request be modified? Is it a. Anreligious tradition is defined
a medical request or another type of as a tradition that is organized
request (i.e. Shabbat candles for and recognized and/or has laws,
Jewish patients ) ordinances, doctrines or texts .

These can be written or orally
dispensed to believers. Again,
this definition applies to Catholic
and Jewish belief systems.

Defining Undue Hardship and Creating the Limits of Accommodation:
Withholding, Demanding or Refusing Care:

RELIGIOUS PATIENTS
e Does the patient’s demand for care be outside best medical practice?
e Does the patient’s refusal of care fall under standard of care?

e Does the patient’s request to withhold treatment fall under standard of care?

RURAL RELIGIOUS HEALTHCARE INSTITUTIONS
e Does the medical intervention fall under best medical practice?
e (Can the medical intervention fall under the jurisdiction of moral cooperation?

e  Would refusing or limiting the medical intervention go against the standard of care?
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e [sthere an equipped, non-religious institution to transfer the patient to without
jeopardizing their health further? If not, the religious institution may be compelled to

perform the intervention.

This chart and subsequent questions was inspired by the simplicity of ‘four

21 When it comes to

questions/considerations’ promoted by several books and ethical literature.
this dissertation’s ethical definition of undue hardship, it focuses primarily on understanding,
accessibility and safety. That is, do the clinicians and the patient/family understand each other?
As discussed, medicine and religion often clash due to using two different codes of ethics and its
related languages. Additionally, is the accommodation accessible? This can mean accessibility
via the religion itself (as discussed in chapters 4 & 5 whereby religion offers leniencies to
accommodate e.g. mental health etc.) or accessibility in the traditional method of not requiring
anything over and above what can be permitted within a hospital. Finally, this framework
considered safety. Patient safety (discussed in chapter 2, ) is paramount when it comes to
accommodation. Safety can be understood as whether an intervention will be safe for a patient or
not, or ,whether not proceeding with an intervention will be safe or not. It will also consider
whether the request is safe for the clinical staff and/or other patients. Although this is something
not considered completely in this dissertation, it is essential to consider. Each question does not

stand alone, rather, they serve to work together. Each accommodation request must be analyzed

through each of the four questions before being accepted or rejected.

The first question concerns the definition of best medical practice or standard of care.
Many religious requests ask the clinical staff to go over and above the standard of care , as is

often the case at the end of life. According to standard offered by this dissertation, a hospital is
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under no ethical obligation to consider these requests. However, to mediate this decision, it is
important to consider whether the religious request can be modified to meet the standard of care.
This further creates counterbalance. That is, if a religious request can be modified and
accommodated, it is doable. It adds an additional layer of respect for the religious tradition and
demonstrates that religion does indeed have an onus to accommodate when it is able to. If not,
the Hospital has attempted to mitigate the conflict and is able to reject the request. An important
consideration is certainly ‘standard of care’ and how this is defined in medical institutions. As
Ruth Macklin writes, the standard of care evolves as medicine progresses. She illustrates this by
surveying the new protocols of HIV care in third world countries. Indeed, as she conjectures, the
art of medicine rests on that very adaptive ability.”®> As medicine progresses, standards change
as this dissertation has reflected, particularly illustrative through the discussions of mental health
and germline editing. A cursory academic database search incurs over 2.5 million results
discussing various innovations within standards of care between 2005-2019 alone. It is beyond
the scope of this dissertation to delve wholly into this sea, however how to define the notion of
standard of care is certainly an endeavor worth pursuing. Thus, ‘standard of care’ for the
purposes of the application of this framework, is very dependent on vague legal definitions and
then, further outlined by individual healthcare institutions. The current, American legal definition
for standard of care is thus: “That which a minimally competent physician in the same field
would do under similar circumstances”®?? Each state and sub-clinical specialty has further
parameters of standards that must be adhered to, on top of the official definition offered by the
US Supreme Court.””* In Canada, a similar trope is followed. Indeed, ...standard of care to
determine negligence is not one of perfection but rather the standard of care that might

reasonably have been applied by a colleague in similar circumstances.” *°° The ethical undue
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hardship framework then, depends upon this definition of standard of care. Certainly, as
medicine progresses, the standard of care progresses and thus, the framework can and should
also remain flexible in that regard.

The second component demonstrates how accommodations should be either rejected or
accepted in a way that a religious patient/family can understand. This dissertation has already
delved into why it is important to use the language of religion. Clergy/chaplains can be excellent

helpmates in this task and should absolutely be consulted, alongside clinical ethicists.

The third parameter is about safety. Refusing abortions in certain medical situations is
medically unsafe. Prolonging life sustaining treatment in brain dead patients is also medically
unnecessary. Thus, the safety of the request is tantamount for it to be considered. Another aspect
of safety is whether it would be safe and reasonable for the Hospital staff to accommodate such a
request. For example, if a patient requests a doctor of the same gender, but she/he is already
occupied or not proficient in that clinical area, the request can be denied. Safety also extends to
other patients—an example of this would be fire in patient rooms which is a common request for

certain religious ceremonies involving candles and/or smoke.

The fourth parameter is not without controversy. Religion and culture is a changing thing
and there are numerous religions and sub-cultures therein. However, for the purposes of this
ethical framework, it serves Catholic and Jewish approaches to faith. This framework does
understand that not all traditions have codified law, as the Abrahamic faiths do. This current
model serves a distinct purpose: to help mitigate cases brought forth by Catholic or Jewish
families, while it may help some Muslim families too as these religious traditions share a sense

of ‘right belief’ that is not necessarily present in other religious approaches.
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The final part of the ethical undue hardship framework outlines questions that can be
asked of patients (individuals,) or hospitals (institutions,) themselves to determine the limits of
accommodations. They attempt to reinforce the four parameters in the chart, as well as offering
very topical questions for religious hospitals. Turning to this latter consideration, this dissertation
is truly limiting the scope of religious authority in rural Catholic hospitals. This is an important
(and not uncontentious!) decision. As previously mentioned, often, Catholic hospitals are the
only available healthcare for certain rural communities. Further, Catholic hospitals are extremely
ubiquitous , with over 600 hospitals. However, Catholic hospitals and healthcare systems are
increasingly merging with non-religious Hospitals due to economic turbulence. This further
complicates the issue of conscience clauses, particularly since ERD 70 and 45 insist that all
material cooperation be avoided, even with a non-religious partnered hospital. One researcher
has conducted an empirical study which explores whether direct female sterilization has occurred
in Catholic hospitals in several different states, which would be in direct conflict with the
Ethical and Religious Objectives. In total 176 institutions were surveyed. Ultimately, the
research indicates a large percentage of patients have indeed been sterilized (72.1% of all
patients who received a diagnosis requiring direct sterilization) within Catholic hospitals, in
direct contrast of the Directives. This is called “diversity of practice” which is mirrored across
large, partnered, Catholic healthcare systems in states as diverse as California and Illinois,. There
is obviously extreme divergence in carrying out the ERD, which may be due to a lack of
oversight in ensuring uniformity. *® Whereas this is certainly a religious and ethical issue for
the Church, this may be the boon which would allow for rural Catholic Hospitals to be
compelled to perform procedures outside of the ERD in emergency situations. Indeed, this

dissertation posits that rural Catholic hospitals, have, a stronger, ethical commitment to patient
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safety. This is due to issues of proximity and access—often a patient in distress cannot make it to
another (non -Catholic) hospital or else, cannot afford it. However, this framework understands

the Catholic notion of cooperation--- if there is another hospital that is reachable safely, the rural
Catholic hospital can shuttle a patient there to undergo medical treatments they do not do. This is

not completely unachievable.
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7. Conclusion

Indeed, religion and spirituality is integral to clinical care. Yet, there is a general aversion
or even frustration towards ‘religious’ patients. It is obvious that further scholarly research is
required. Certainly, removing the concept of religion from hospitals projects a false neutrality.
The future of this research will be helped significantly by acknowledging the obvious impact
religious thinking has on medical decision making. Centering the importance of religion must
come from within bioethics.

To that end, this dissertation has offered several novel approaches that can certainly assist
with this goal. First, this thesis does not object to the importance of cultural competency, rather,
it presents a helpmate when encountering patients who are Jewish or Catholic. Secondly, this
dissertation notes that accommodation is a shared responsibility; a two-way street. There are
changes that can be contrived from within the religious-ethics narrative of the faith itself. Further
still, rather than a clash of decision making, the clashes between medicine and religion are
ethically based. Ignoring this, refusing to speak in the language of religion, exacerbates this
schism. Within a shared healthcare system (such as in Canada,) or within rural religious
hospitals (such as in the USA,) there are undoubtedly demarcations that must be made , albeit in
an ethical manner. To that end, perhaps the greatest contribution this dissertation presents is a
definition and a framework that attempts to do just that. The ethical definition of undue hardship
clearly articulates a method that defines the scope of reasonable accommodation for religious
individuals within a shared healthcare system, or for religious healthcare systems when they are
the principal providers of care. While this thesis focuses primarily on Catholic and Jewish
bioethics, the proposed definition and framework might also be applied to Islam. Over time, this

can hopefully be extended to other religions and faiths.
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During a clash between religious and medical ethics, religion can take three different
forms. As such, religion can act as a rock, which the patients turn to for comfort; a fortress which
creates further obstacles to obtaining consent; and finally, as a deliverer, leading them to believe
in miracles. With the guidance offered by this dissertation, there is another form of deliverance
which can, in time, lead to greater discourse about placing limits upon religious accommodations
and whether and how these restrictions can be ethically implemented.

This dissertation is truly a step forward as it proffers useable and practical solutions that
exist outside of a courtroom. While much ink has been spilled on these clashes between
medicine and faith, this dissertation attempts to offer a ethically based elucidation to the
problem. This dissertation may also offer scaffolding towards the macro problem of public
responsibility versus private freedoms. After all, placing firm guidelines dictating the limits of
religious accommodation in healthcare is merely the instigation of that aforementioned macro
argument. Indeed, what does a citizen owe his fellow citizens in a liberal democracy? What is
that democracy obligated to do to protect its citizens, religious or not? Further, the theological
innovations offered in this dissertation may yet inform the future response of religion to medical
progress. Ethics enables proactiveness rather than reactiveness. Ethics has indeed better

coloured, and successively can inform this conversation.
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