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In the aftermath of the Schiavo case, commentators continue to focus on the rights and wrongs that
characterized this tragic high-profile saga from its inception.1 Far less attention has been devoted to the lack
of effective mechanisms by which differences between patients, surrogates, families, and healthcare providers can be addressed with dignity, a modicum of privacy, and the hope of consensual resolution.
Over the past 20 years, bioethicists and dispute-resolution professionals have begun to explore the use of
bioethics mediation as a means of processing the especially painful class of disputes in which families
disagree with one another, or with doctors, about the care of those who cannot communicate.2 One salient
characteristic of these controversies is the fact that each participant, whatever his or her role, invariably lays
claim to the same concern — the best interests of the patient. While the patient’s interest can be a stand-in for
participants’ fears and anxieties — a spouse’s dread of being alone or a physician’s discomfort with losing a
patient — their positions are rarely a by-product of malice or ill will. None of these “stakeholders”3 may be
conversant with the language of bioethics, but they may, nonetheless, be unwitting advocates of sound
bioethical principles.
For example, a wife pleading for adherence to her husband’s long-stated preference for death over respirator-dependent life is also an advocate for the principle of patient autonomy.4 A son who asks that his father
be afforded every means available to medical science for the cure of his disease evidences a commitment to
the principle of bene-ficence,5 or the duty of a physician to help the patient. A physician who states that a
patient’s condition is futile and concludes that heroic interventions will engender needless suffering is an
advocate for non-mal-eficence6 or the duty to do no harm. Finally, family members who argue that, for
religious, cultural, or personal reasons, they cannot abide death absent every attempt to preserve life, embody the bioethical principal that healthcare decisions must be made in the context of the individual’s total
life and value system so that family concerns, religious beliefs, and cultural norms (among other factors)
must be given weight so long as the patient is not, in consequence, allowed to suffer unreasonably.7
What these examples reveal is the frequency with which end-of-life-disputes are not ethical controversies susceptible of definitive answers reached through ethical reasoning. Abstract principles articulated as
dispositive by designated “experts” fail to capture, and arguably to respect, the unique and complex nature of
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each such individual decision-making process.8 These are profoundly human conflicts in which each of the
participants can be seen as a proponent of a particular balancing of ethical principles in the context of
relationships, personal history, and competing value systems. Some commentators, emphasizing the role of
narrative in clinical ethics, posit that patients themselves are the true ethicists whose moral choices unfold as
the product of life stories that embody the meaning and ethics of ordinary life reflected in the sufferers’
individual experience.9
Hospital ethics committees perform ethics consultations for individual cases in addition to their role in
the formulation of institutional policies.10 Many observers agree that, whether by virtue of insufficient
training and experience, procedures focused on producing a single, ethical imperative rather than a range of
acceptable options, or reducing clinical ethics to decision by majority, or, worse, decision making driven by
fear of legal liability, ethics committees have not always fulfilled the needs of acutely distressed individuals
for assistance in end-of-life decision making.11
A secondary concern is that some ethics committees, whatever their shortcomings, receive only a minuscule number of consultation referrals in relation to the number of events that might benefit from outside
intervention.12 Disputes in this realm encompass strained relationships, personality differences, cultural considerations, communication and information issues, and the need for a forum that can help empower those
persons on the disadvantaged side of a dramatic imbalance of power.
Unless a participant is incompetent, ill-informed of the medical or contextual facts,13 or possessed of
motives that prove inconsistent with his or her claimed commitment to the patient’s best interests, one stated
treatment preference is often not more, or less, ethical than another.14 While such conflicts are often subjected to traditional ethical analysis, the mediation process is well-suited to fleshing out the existence of
disparate elements that may be driving a dispute.15
A number of commentators have characterized the ideal physician-patient relationship as patterned on a
negotiation model.16 If such is the case, it appears logical that mediation, a form of assisted negotiation, be
utilized when the unassisted physician-patient negotiation has gone awry. Genuine differences frequently
exist between rational individuals in possession of the same facts and devoid of ulterior motives. Ideological
battles waged in the media, as in the Schiavo case, foster public perception of family members as saints and
sinners, seeking judicial validation of their asserted monopolies over decision making or simply righteousness. What actually occurred in Schiavo, and occurs in similar cases, is a failure of the patient’s most significant others to reach consensus on a course of action. In such cases the court must determine, not which
preference is ethically or even legally correct, but which individual is legally empowered to make a decision
in the absence of agreement, and, in some instances (dependent upon the statutory and case law of the
jurisdiction), whether mandated criteria have been applied by the decision maker.17
In the majority of cases, a responsible agreement that does not violate the right of a patient to choose
(either in an express writing or by clear evidence of intent as defined by the law of the jurisdiction) and does
not impose unnecessary suffering on the patient will be viewed as benign by both legal and bioethical
criteria. Parenthetically, such agreements are unlikely to be attacked by third parties unless a legitimately
interested party has been excluded from the process. What may be needed and useful in many situations is a
form of bioethics mediation to resolve disputes or to prevent them from emerging.
Mediation of end-of-life-disputes is not a simple task. Talent, skill,18 and training19 are required of the
bioethics mediator. Models for the effective use of neutrals in clinical settings
are only in their infancy. Resources must be dedicated to the development of this specialized field — to
professional training, scholarship, credentialing, criteria for success, and public awareness.
The unique aspects of bioethics mediation place special demands on the mediator. Neutrality and the
perception of neutrality are jeopardized by the frequent status, to date, of bioethics mediators as employees
of hospitals where cases are being considered.20 Alternative provider options should be developed and studied. When the mediator is connected to the hospital, an exploration of steps to diminish the threat to neutrality should be undertaken. When the mediator is independent of the hospital, questions nonetheless persist
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regarding the plausibility of neutrality when the mediator is charged with enforcing legal and ethical norms
as constraints on the parties’ self-determination.21
Patients and families are at the extreme end of a power imbalance in disputes with healthcare professionals who are versed in a vast and complex scientific literature. Lay participants are further handicapped by the
psychological and physical debilitation associated with the illness or injury from which they suffer. Parties
to a bioethics mediation are rarely represented by legal counsel. Hence, the mediator plays a significant role
as communicator and translator of otherwise opaque information in the service of leveling the playing field.
But the mediator is not the patient’s personal representative. The beneficial aspects of the mediator’s
possession of subject matter expertise in various aspects of medicine, beyond an understanding of legal and
bioethical norms, seem evident. How and where this education is to be provided and what constitutes a
reasonable, measurable standard of expertise has yet to be determined.
Confidentiality, a signature element of the mediation process in most non-bioethical healthcare contexts,22 is subject to inherent limitations in bioethics mediation because the patient’s chart must remain
accessible to subsequent healthcare providers who are not parties to the mediation.23 State laws differ with
respect to the privileged nature of mediation communications and when these may be discoverable.24 To
what extent, if any, should the mediation be charted? Will this have a chilling effect on candor within the
process? If so, can these effects be minimized?
While all of these obstacles to the application of classical mediation paradigms in the healthcare arena
are daunting, capitulation to such challenges denies stakeholders in the dispute a previously nonexistent
forum in which they are given a voice, access to comprehensible explanations, an outlet for catharsis, and an
arena in which to express dissent. Bioethics mediation confers similar benefits upon members of the healthcare team who may or may not have decision-making power in the event of nonagreement.
Since it is triggered by crisis, bioethics mediation inevitably demands an outcome. If mediation is unsuccessful, decisions will be made by those empowered to act, with or without unanimity amongst the stakeholders. If the less-empowered stakeholders disagree, they can appeal to the hospital administration or petition a court of law for intervention in accordance with the substantive and procedural requirements of the
jurisdiction. While much commercial mediation is also conducted in the shadow of the law,25 so that failure
to reach a consensual resolution also leads to a litigated rather than negotiated outcome, many disputes
outside the healthcare sphere can remain in suspense for years until the pressure for resolution becomes
acute. The implications of this distinction for the conduct of bioethics mediation have not been fully explored. Commentators in the realm of international relations have postulated that crisis negotiations in a
diplomatic context possess unique dynamics.26 Experience may demonstrate that special crises are applicable in end-of-life disputes.
Technological advances in medicine will inevitably continue at a remarkable rate. Our ability to sustain
life at various suboptimal levels will surely increase commensurately, rendering end-of-life disputes even
more commonplace than at present. While a diversity of views on such delicate topics is inevitable, and
reflects the complexity of life itself, participants in this most personal and definitive act of decision making
must be afforded an appropriate forum in which to engage such profound issues with clarity and respect.
The politicization of the Schiavo family’s painful and acrimonious struggle over the fate of their wife
and child27 clearly manifests society’s failure to invest in processes that facilitate constructive dialogue for
reconciliation of divergent, emotionally charged perspectives on life-and-death issues. This failure carries
potentially damaging consequences for an increasing number of families. We believe the time has come for
bioethicists and individuals associated with hospital ethics committees to invest in the development of bioethics mediation. We owe that to the vast number of people who now, or inevitably will, face awesome
confrontations with mortality in hospital settings. Bioethics mediation carries the promise of a significant
contribution to a pressing issue in American healthcare in a manner that complements existing skills and
infrastructure while greatly expanding the opportunity for consensual resolution of a significant class of
disputes.
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