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HEALTH CARE ETHICS CONSORTIUM OF GEORGIA

TASK FORCE ON FUTILITY REPORT

INTRODUCTION
Our society’s current debate over defining and dealing with medical futility has historical roots in the Hippocratic Oath and culminates in the more recent decades of technological and social evolution.  We have seen rapid advances made in our clinical ability to prolong life via means ranging from preventive health and medical treatments to dialysis machines and ventilators.  This evolutionary process continues unabated.

While we have marveled at these advances, they have also troubled us in many ways.  We have struggled to understand the rights and protect the dignity of the person whose life is prolonged, while searching for consensus on what constitutes acceptable goals of treatment.  Most recently, we have begun to ask who should ultimately pay for the use of the technological interventions we have available.

We find at the core of these vexing questions ethical tensions.  Sifting through conflicting ethical perspectives helps to frame an understanding of the concept of futility, yet the actual choices remain more difficult as we attempt to meet the needs and wishes of patients, caregivers and society.

Within this dynamic environment, the membership of the Healthcare Ethics Consortium of Georgia recognized a need to examine the issues and offer some guidance to institutional ethics committees and their constituents.  The Task Force on Futility was established in 1995. 

From the outset, the Task Force’s goal was not to develop or profess a particular definition of futility, or to establish specific guidelines for addressing the dilemma.  Rather, we have chosen to:

1)
examine the principal legal cases which have addressed patients rights and medical treatment at the end of life;

2)
discuss the issues and tensions in the current debate over the concept of futility; and

3)
frame the relevant questions that indicate when futility of treatment warrants discussion among caregivers, patients, and families.

It is the Task Force’s hope that these efforts will lead to dialogue among all parties and, ultimately, to consensus on possible solutions.

While a number of task force members remain troubled about the term futility and its connotations, we feel it is important to frame our report within the context of this prevailing and widely used concept.  The Task Force Report is not intended to be a theoretical instrument, but rather a practical guide for bedside and institutional caregivers as they struggle with this most vexing problem.

As is the case with many contemporary issues in our society, we must reach back and examine their historical roots in order to understand the impact they have had and continue to have on us.  This is certainly true as we struggle with this dynamic concept of futility and the issues it presents to us as we provide medical interventions to the acutely and chronically ill.  So we begin our report with an overview of the principal legal cases and then move on to an examination of the issues and tensions in the current debate over medical futility.

OVERVIEW OF LEGAL CASES
In the past twenty years, at least five cases have been central in framing the questions over rights of critically ill patients to life-sustaining medical treatment.  The first two cases presented the question whether patients have the right to refuse to receive such medical treatment, even if such refusal may hasten death, and these cases have helped to establish the so-called “right to die.”  The other three cases have presented the flip-side of that issue, raising the question whether doctors have the right to refuse to provide life-sustaining medical treatment when they deem it to be futile, even if the patients or their surrogates request that such treatment be provided.

Case 1

Karen Ann Quinlan, a young woman in her early twenties, was admitted to a New Jersey hospital one night in 1975 after friends and a rescue squad failed to revive her following at least two 15-minute periods when she stopped breathing.  The cause of her cessation of breathing was unclear, and she lapsed into a persistent vegetative state (PVS) from which her doctors predicted no hope of recovery.  After months of hospitalization, her father petitioned to have her removed from the ventilator.  Although her doctors testified that removal would likely cause her death and would not conform to medical practices and ethical standards of that time, the New Jersey Supreme Court granted the father’s petition.  

Physicians testified that removing Ms. Quinlan from the ventilator would conflict with their professional judgment and would offend prevailing medical standards.  Despite this testimony, the appellate court concluded that Ms. Quinlan had a right to privacy founded on both the federal and state constitutions, and that this right was broad enough to encompass a right to decline medical treatment.  The court also found that this right could be exercised by her father and an appointed guardian on her behalf if, under the doctrine of “substituted judgment,” they concluded that she would have chosen to exercise the right to decline this treatment under these circumstances. [Interestingly, following removal of the ventilator, Ms. Quinlan survived another ten years on artificial nutrition and hydration (“food and water”).  Survival by PVS patients can often be extended for long periods of time by artificial feeding, which created the dilemma in the next case.]

Case 2

Nancy Beth Cruzan was severely injured in an automobile accident one night in 1983, and was discovered lying face down by the road without detectable respiration or heartbeat.  CPR was performed and she was taken to a hospital where, after some weeks, she progressed to a persistent vegetative state with virtually no chance of returning to a cognitive state.  Her parents asked the hospital to terminate the artificial nutrition and hydration which was keeping her alive, but the hospital refused without court approval.  A Missouri state court authorized removal of the artificial feeding, finding that in light of her conversations with her roommate at age 25, Ms. Cruzan had expressed a wish not to continue life unless she could live “at least halfway normally.”  The Missouri Supreme Court reversed this decision, on the ground that Ms. Cruzan’s statements to her roommate did not provide clear and convincing evidence of her wishes, and hence were an insufficient basis for the exercise of substituted judgment by her parents.

In 1990, this case was the first so-called “right to die” case to reach the United States Supreme Court.  The narrow legal question was whether Missouri could insist procedurally upon “clear and convincing” evidence of an incompetent patient’s wishes before allowing termination of life support.  The Supreme Court ruled that this state procedural requirement was permissible under the federal constitution.  More broadly, the Court assumed that competent patients had the right to “refuse lifesaving nutrition and hydration, and that this  right to die” was a constitutionally protected right.  Afterwards, the case was heard again by a Missouri court which, upon further testimony from Ms. Cruzan’s friends and family concerning her wishes, permitted the feeding tubes to be removed, and Ms. Cruzan died.

The Cruzan case drew the nation’s attention to the issue of prolongation of treatment for patients with no hope of recovering to even a marginal quality of life.  This attention prompted the development and passage of the federal Patient Self-Determination Act (sponsored by then Missouri Senator John Danforth).  The Act requires hospitals to inform patients of their rights concerning medical treatment and advance directives under state laws, and underscores the right of patients to make health-care decisions.

Case 3

Helga Wanglie was an 86-year-old woman rendered comatose by a massive stroke.  After months in the intensive care unit of a Minnesota hospital, the patient’s physicians sought to have her removed from a ventilator on the ground that further treatment was futile.  Mrs. Wanglie had no advance directive, and her husband, as her legal representative, insisted upon continuing the ventilator treatment believing that her life, even in its persistent vegetative state, was preferable to death.

The hospital and physicians sought to have Mr. Wanglie replaced as legal guardian in an effort to obtain permission to remove the ventilator.  The Minnesota court refused to appoint another guardian, finding no evidence that Mr. Wanglie was not competent to determine the patient’s best interests.  Mrs. Wanglie died, leaving unresolved the question of whether, and how long, Mr. Wanglie could have insisted that his wife be provided ventilator life support despite his disagreements with her medical providers.  

This case addressed only the narrow question of who was the appropriate surrogate decision-maker for an incompetent patient, not the larger question of what decisions may appropriately be made by the surrogate whose views conflict with the professional judgment of the patient’s doctors.  Although not explicitly raised by the parties in the court case, the economic concerns associated with maintaining a patient on life support indefinitely were given serious consideration in the press for the first time.

Case 4

Baby  K was born in a Virginia hospital in 1992 suffering from anencephaly, an irreversible congenital condition in which a major part of the brain is missing.  Although Baby K’s remaining brain stem supported autonomic bodily functions, she was permanently unconscious.  She had difficulty breathing on her own at birth and was placed on a ventilator.  Because such respiratory support would serve no therapeutic purpose, however, the physicians believed that continued aggressive treatment was inappropriate and recommended to the mother that it be discontinued.  Baby K’s mother disagreed, and insisted that the infant be provided with mechanical ventilation whenever she had difficulty breathing.  Eventually Baby K was weaned from the ventilator and was transferred to a nursing home. Several times while she was in the nursing home her breathing difficulties recurred, and on these occasions she was readmitted to the hospital to be placed on a ventilator.

The hospital went to court for a declaration that, under Virginia law, it did not have the duty to keep providing Baby K with ventilator support.  Virginia was the only state in the nation to have a “futility statute,” which expressly provided that physicians were not obliged to provide treatment which they believed was medically or ethically inappropriate.  The federal court of appeals held that this state law was pre-empted by a federal statute designed to prevent “patient dumping” at hospital emergency rooms, the Emergency Medical Treatment and Active Labor Act (EMTALA).  Applying the plain language of the federal statute, the court ruled that since Baby K had come to a hospital emergency room with an emergency condition (respiratory distress), the hospital was legally obliged to provide respiratory support necessary to stabilize her condition.

Physicians and hospital representatives, including the hospital ethics committee, had tried to persuade the mother to forego treatment that was believed to be clinically futile.  Deeply religious, the mother insisted on continued aggressive treatment, believing that God would work a miracle or in any event, that it was up to God, not the doctors, to decide when her daughter should die.  Baby K lived for over two years, during which time her case gained nationwide media attention.

Case 5
Catherine F. Gilgunn was 71 years old and in poor health when she was admitted to Massachusetts General Hospital in 1989 for hip surgery.  She suffered from previous hip fractures, heart problems, diabetes, Parkinson disease, chronic urinary tract infections, and breast cancer.  After hospitalization but before her hip surgery, Mrs. Gilgunn suffered seizures which left her comatose and severely brain damaged.  After several weeks, her doctors concluded that further aggressive treatment was futile and would only prolong the dying process.  After consultation with the hospital’s ethics committee, they entered a do-not-resuscitate order on her chart.  The DNR order was revoked when Mrs. Gilgunn’s daughter, Joan, strenuously objected to its issuance and insisted that the doctors “do everything” possible to keep her mother alive, on the ground that this is what her mother would have wanted.  After a second consultation with the ethics committee, the doctors issued another DNR order over Joan’s objections, and began weaning Mrs. Gilgunn from her ventilator in an effort, they said, to allow her to die with dignity.  Mrs. Gilgunn died several days after weaning was initiated.

Joan Gilgunn sued the doctors and hospital for the emotional distress she suffered when the doctors, over Joan’s objections, issued the DNR orders and refused to allow her mother to remain on the ventilator.  The case squarely presented the question whether doctors have the legal right unilaterally to refuse to provide medical treatment in the form of life-sustaining measures which they regard as futile to a critically ill patient, despite demands from the patient’s family that such treatment be provided.  In April 1995, the jury made two fact findings: (1) that if Mrs. Gilgunn had been competent, she would have wanted CPR administered and would have wanted to remain on the ventilator, and (2) that such treatment would have been futile.  The jury also concluded that the doctors and hospital were not liable for failing to provide this treatment.  The case has been hailed in the media as recognizing the right of doctors to withhold or terminate life-sustaining measures which they deem futile, despite objections from patients or families.  At this stage in the litigation, however, the case provides only a jury verdict rather than a binding legal opinion with precedential value for other cases.  The case has been appealed.

From these and other cases that affect us personally, institutions, professional societies, communities, and a handful of states have sought to define and establish guidelines governing treatment in cases of medical futility. The motivation to address these issues at a policy level arises from many sources.  One source is the lay person’s concern for a loss of voice in an increasingly depersonalized and technology-dominated medical care system.  Clinicians, another source, often decry the perceived assault on their professional integrity and authority to exercise clinical judgment when patients make demands that the caregivers believe are unrealistic.  Overlaying the argument is the growing concern for the costs of such treatment within the context of finding an appropriate means of effectively allocating health care resources.

TENSIONS IN THE CURRENT DEBATE

The medical. ethical, and legal issues surrounding medical futility have been widely discussed in the professional literature. (See Selected Bibliography for a representative sampling of articles.)   Significant areas of debate include the proper definition of futility; patients’ rights and autonomy interests; the professional and personal integrity of medical caregivers; the advances of medical technology which prolong life; individual and societal expectations of medicine and understandings of death; the role of quality of life in the provision of medical treatment; and the economic costs of such treatment.

1.
Definition of Futility
At first blush, defining “futile” medical treatment seems simple: if the treatment “doesn’t work,” then it is futile.   For example, antibiotics to treat a common cold or laetrile to treat cancer are futile treatments in this sense because they do not have any desired physiological effect on the patient’s condition.  The problem with this definition is that it is too narrow to  be useful in most clinical settings where controversy over treatment arises.   Ventilator treatment was not futile in this sense in the above cited cases like Wanglie, Baby K and Gilgunn because the ventilator did have its intended physiological effect of maintaining respiration in the patient.  The futility controversy in these cases was not over whether the treatment  worked in a physiological sense, but whether the treatment was futile because it  “didn’t do any good” -  in other words, it did not appear to “benefit” the patient.

Various definitions of medical futility have been offered in the literature, but none has garnered consensus within the medical profession.  This lack of consensus is largely due to the realization that someone’s conclusion, in a particular case, that treatment is “futile” is not  a scientific, objectively verifiable fact (except where it is clear that the treatment has no physiological effect).  Rather, the conclusion more often is an opinion or a value judgment that the benefits of a given treatment are outweighed by the burdens.

2.
Beneficiality of Treatment and the Goals of Medicine
Central to a determination of futility is an examination of the goals of medicine.  Well-known examples of these goals are provided in the widely used handbook by Jonsen, Seigler, and Winslade, entitled Clinical Ethics
:

1.
Promotion of health and prevention of disease;

2.
Relief of symptoms, pain and suffering;

3.
Cure of disease;

4.
Prevention of untimely death;

5.
Improvement of functional status or maintenance of compromised status;

6.
Education and counseling of patients regarding their condition and prognosis;

7.
Avoiding harm to patients in the course of care.

The authors define futile treatment as treatment which is “incapable of attaining the desired goal.”  The key is what counts as an acceptable goal.  Interventions with an intent to restore health to a terminally ill patient with metastatic cancer do not support the promotion of health or the prevention or cure of disease, and thus may be considered futile.  On the other hand, aggressive treatment might, if only briefly, achieve “maintenance of compromised status” or the “prevention of untimely death” and also be considered not futile (In this sense, ventilator support for Helga Wanglie, Baby K, and Catherine Gilgunn achieved desired goals and thus were arguably not  futile).  Aggressive treatment for pain in a terminally ill patient with metastatic cancer would support the relief of pain and suffering, and thus would not be futile.  In these authors’ analysis, whether treatment may be deemed futile depends on its ability (or lack of ability) to achieve one or more of the stated goals, regardless of how significant or limited that achievement may be.

Controversy arises over whether the achievement, however modest, of one or more of the stated goals actually offers some “benefit” to the patient.  For example, many people believed that because Baby K and Helga Wanglie were permanently unconscious, they received no  “benefit” from their ventilator treatment.  Similarly, Catherine Gilgunn’s doctors did not believe that she benefited from continued aggressive treatment in light of her severe health impairments.  In this view, mechanical ventilation only served in these cases to prolong the dying process, and thus such treatment should have been considered futile and terminated.  And yet, the patients’ families considered the treatment beneficial because it prolonged the patients’ lives, however poor the quality of those lives may have appeared.  Thus, what may be perceived by some people to be merely a physiological effect serving only to prolong the dying process may be viewed by others as a positive benefit which supports their interpretation of the goals of medicine and society. 

Whether a given treatment is “beneficial” may be controversial both scientifically and philosophically. There is much debate within the scientific community over what constitutes an agreed-upon standard or range of goals for a particular disease and the alternative treatment options to be considered.  Standards of practice are frequently subject to question as the outcome data are often not available or inconclusive. Therefore, much uncertainty exists about the prognosis for certain diseases and the projected efficacy of alternative treatments.  Professional societies’ statements may offer conflicting views of what constitutes “futile treatment” which physicians are “under no obligation” to offer.  In addition, there may be great variation in how individual clinicians within the same specialty assess beneficiality and communicate their assessments to patients or their surrogates.

Philosophically, if beneficiality (and thus futility) of a given treatment depends on the goals of the treatment, whose goals count?  In the cases of Helga Wanglie, Baby K, and Catherine Gilgunn, the goals of the patients’ surrogates were not the same as the goals of the medical caregivers.  A critical tension in the debate over medical futility is whether non-medical goals or benefits should be recognized. Goals such as “waiting on a miracle” or the need to resolve feelings of guilt or conflict within the family are frequent examples.  Bedside controversies between caregivers and patients or their surrogates over the provision of “futile” medical treatment frequently mask disagreements over what counts as a “benefit” or acceptable goal of such treatment.

3.
Patient Autonomy and Professional Integrity
Another central issue in the debate over medically futile treatment is the role of patient autonomy and the rise of patients’ legal rights to determine the course of the their medical care.  Within the last few decades, we have seen the evolution of the patient from a passive recipient of medical services, frequently described as in a “paternalistic” relationship with physicians, to an active consumer of health services and an informed participant in health-care decision-making.  The ethical principle of respect for a patient’s right to self-determination requires that a patient’s choices need to be understood within the context of his or her individual values, beliefs, and cultural understandings.

Controversy can arise when the patient’s (or surrogate’s) autonomous choice conflicts with the medical professional’s views of what is appropriate or beneficial medical treatment.  Does the principle mean the patient’s medical choices must always be honored?  In the case of competent patients’ refusals of treatment, the answer appears to be “ yes”: there is legal, ethical, and professional consensus that when a competent, fully informed patient consistently refuses medical treatment, that refusal should be honored even if it hastens the patient’s death or impairs the patient’s health.  This is a principal lesson from the Quinlan and Cruzan cases discussed above.

On the other hand, does the principle require that patient requests or demands for medical treatment be equally honored, even if the treatment is regarded by medical professionals as inappropriate or non beneficial?  There seems to be consensus that when the requested treatment can clearly be shown to be physiologically ineffective or harmful then the patient does not have a positive right to receive the treatment.  Yet, no consensus has developed, however, over a patient’s right to receive medical treatment which the patient views as “beneficial” but which the medical professionals view as inappropriate to provide because any benefit seems highly disproportionate to the burdens which the treatment entails.

A medical caregiver’s sense of personal or professional integrity may be violated by patient demands for care which the caregiver believes is futile.  Is it legitimate for a caregiver to refuse to honor a patient’s request for such treatment based on his or her own values?  The literature contains arguments on both sides.  Some have argued that a caregiver’s refusal to provide futile care is legitimate because in the field of medicine, medical professionals are the experts whose professional judgments necessarily should take priority.  From this perspective, requiring a medical professional to provide treatment against his or her conscience is both a violation of integrity and a corruption of their medical responsibility to make hard choices in difficult cases.  

On the other hand, others have argued that this perspective reflects a return to paternalism when physicians frequently acted on their own unilateral assessments of what treatments would be in the patient’s best interests.  In this view, since what counts as a “benefit” is often more a subjective evaluation, reflecting personal or cultural values, than a scientific conclusion based on objective fact, the professional’s expertise cannot extend to a determination of whether arguably futile treatment is “beneficial” to the patient. Hence, in this view, professional integrity is not violated by honoring the patient’s request for such treatment.

4.
The Economic Costs of Care
The issues of economics and resource allocation lie just beneath the surface of the medical futility debate.  The rapid growth of medical technology has, at times, enhanced clinicians’ abilities to prolong life and postpone death almost indefinitely.  The use of such technology is very expensive, however.  Health-care reform discussions in the United States have raised concerns about the level of expenditures on health, especially at the end of life and in cases where the likelihood of a positive outcome seems remote.  The rapid changes toward managed care markets is also forcing consideration of whether and how costs should play a role in clinical decision-making.  Reimbursement patterns may affect attitudes toward the provision of arguably futile care.

The intensity of the futility debate has been fueled by the publicity surrounding such high-profile cases as Baby K and Nancy Cruzan.  In these cases, significant public or private resources were expended in the prolonged treatment of patients who had little or no hope of recovery to a conscious state or improved health.  Many commentators in the professional literature and members of the public have questioned whether treatment in such cases is an appropriate allocation of scarce societal resources when the likelihood of a positive (from their perspective) outcome is remote or nonexistent.  In this view, determinations about futility in medical treatment are not just the concern of individual patients, but are the concern of health-care institutions and of society as a whole.

On the other hand, many clinicians and others have argued that cost should be irrelevant in determining whether a given treatment is futile in a particular case -  if a treatment works to achieve a desired goal, then it’s not futile no matter what the cost.  (From the patient’s or clinician’s perspective, such treatment may not be worth its cost and so may be undesirable, but that is not the same as determining it to be futile.)  Some worry that characterizations of treatments as futile may be a façade for concerns about costs, and in turn may be used to justify the discriminatory withholding of treatment for particularly vulnerable groups of patients, such as the mentally ill, elderly, or extremely low birth-weight infants.  The withholding of potentially beneficially treatments is rationing not futility, and we must clearly delineate the difference.

5.
Communication and Consensus
Concern has been expressed that a medical caregiver’s assessment of a given treatment as futile may be taken as professional authority by the caregiver to terminate or withhold that treatment unilaterally, over the objection of the patient or patient’s surrogates.  This concern was central to several of the previously described cases.  Each posed the question whether medical caregivers may refuse to provide treatment which they believe is medically or ethically inappropriate (i.e., futile), even though the patients’ families insist that the treatment be provided.  The futility debate sometimes reflects just this power struggle: when clinicians and patients/surrogates disagree over the appropriate use of medical technology in caring for critically ill patients, who has the ultimate authority to decide? 

Many observers in the medical futility debate believe that authority over the use of medical technology should not be exercised unilaterally, either by providers or by patients and their families.  In this view, using the language of futility does not give health professionals a license to shortcut communication with patients and families, to avoid having to deal with difficult issues, or to avoid carrying out treatments with which some caregivers may disagree.  Discomfort in the United States with the topic of death and with dying persons themselves often contributes to a kind of “protective silence” among all participants in the provision of care to critically ill patients.  And yet all of the participants, patients and providers alike, need to be involved in this messy, uncomfortable, frequently less-than-perfect-outcome, close-to-the-specter-of-death dialogue. 

The explosion of medical technology in recent decades may have created unrealistic expectations in patients or their families, leading to inappropriate demands that medical providers “do everything” for patients.  The solution is not the exercise of unilateral authority by providers to refuse to utilize such technology on behalf of patients.  Rather, the solution should be redoubled efforts at communication between providers and patients.  Through genuine dialogue, providers may come to appreciate the personal values and beliefs which affect their patients’ judgments about medical care.  Through shared decision-making, patients and families may come to understand that “doing everything” is not always the same as doing what is best for the patient, and that true caring for patients does not end with the termination or withholding of some forms of medical treatment.

GUIDELINES

Cases in which the question of futility is raised are notable for the overlapping and complex issues involved.  It is difficult to dissect any one case into variables which can be routinely analyzed, labeled and effectively addressed.  The potential for competing interests between patients, clinicians, administrators, and society-at-large further complicates the discussion.

Given the complexity of the issue, identifying a consistent process which can be used to facilitate a thorough understanding and discussion of the tensions involved and options available is an important practical step.

The guidelines described in the following section attempt to construct a framework for analysis.  It provides a method for shaping a constructive, collaborative approach to decision-making.  Resolution in an individual’s care will be found only within the particular context of the patient and condition.

1.
Proactive Planning

Futility discussions should begin long before care in a specific case is at issue.  Certain clinical conditions and treatment options repeatedly result in futility discussions and assessments (for example, a patient in a persistent vegetative state or multi-system failure, or an infant with anencephaly).  For many of these conditions, uncertainty exists about the prognosis and the projected efficacy of alternative treatments.  There may be few current outcomes studies and where such studies do exist, outcome data may be minimal or conflicting.  Thus standards of practice may not be clear;  professional societies’ statements may even offer conflicting views about what constitutes “futile treatment”.  In addition, there can be great variation in how individual clinicians within the same specialty assess beneficiality of treatment and how they communicate their assessment to patients/surrogates.  If clear standards of care existed in these cases and were agreed upon by the medical profession and the community, there would be fewer conflicts at the bedside.

Health care professional who deal with similar patient populations should begin to discuss those conditions and treatments which frequently result in conversations about futility.  This discussion can begin on an institutional level or across communities, within specialties and across disciplines.  Conditions can be analyzed for common patterns and indicators, and standards can be proposed and tested.  Available data supporting the probability of success for each treatment option can be reviewed as far as possible apart from specific case variables.  At those points where a reasonable consensus is reached, physicians and other members of the health care team can propose appropriate protocols and make available the evidence supporting these recommendations.  The recommendations could also serve as the basis for public discussion and awareness of these issues.  Such standards of practice would serve as a starting point for clear and consistent communication with patients and families.  The prior work which the proactive planning stage proposes should greatly facilitate the decision process in an individual case.

2.
Communication

As early as possible in the care of a particular patient, communication about the everyday decisions made with and for the patient should be a priority.  All members of the team caring for the patient (including patient and family members) should be encouraged to initiate questions and to discuss possible directions for care.  As in Howard Brody’s “transparency” concept, team members should be encouraged to “engage in the typical patient management thought process, only to do it out loud in language that is understandable to the patient.”
  By emphasizing communication from the beginning, patients and families will develop an appreciation for the complexity of care decisions and will be prepared for a discussion about futility of treatment options should that arise.

It is essential to establish the expectation of mutual trust and respect required for true communication and decision making in difficult circumstances.  Every effort should be made to establish and maintain the communication level which assists the team in arriving at agreed upon decisions about futility.  Ethics committees and other review mechanisms should be available to assist the patient, family members and health care professionals when the communication process does not lead to agreement.

3.
Acknowledging Values

Essential to the communication and decision making process is a genuine assessment of the operative values of each of the persons involved in the case (patient, family members, health professionals, administration, etc.) and identification of where values may be in conflict.  Each person will view treatment goals through the lenses of his or her lived values arising from beliefs, traditions and understanding, including assessments of the meaning of life and the importance of self-determination.  These must be weighed against the more clinical analysis of beneficiality of treatment plan.

Health care professionals should take care not to impose their own value systems and world views on patients, family members and others in the decision making process.  Clinicians must identify and acknowledge their value systems and assess how these values and prior experiences may predispose them to certain assumptions in the care of a patient.  Revealing the grounds for one’s assumptions and inviting others to tell their own story is a necessary part of the “transparent” conversation previously encouraged.

Additionally, members of the health care team must struggle with issues of professional integrity.  Questions that may arise include:

· What decisional role will the physician or other health care provider assume in working with the patient?

· How will  the patient’s positive right to receive the requested treatment be balanced with the provider’s own sense of personal or professional integrity that might be violated in providing treatment that he or she feels is non-beneficial or even harmful?

This discussion may more appropriately be managed separately from the patient/surrogate.

The goal of value analysis is to identify and acknowledge values that may be in common and those that differ.  The value analysis becomes a backdrop for the assessment of treatment options and the hope to attain shared decision making rather than unilateral decision making on the part of the patient/surrogate or provider. 

4.
Describing the Situation/Identifying the Issues

As simple as it may sound, a thorough description should be invited of “what is going on,” from the perspective  of each of the primary players in decisions surrounding a patient’s health care.  Exactly what brings us to this point of discussion and how did we get here?  What is the decision perceived to be and from whose perspective?  This “naming” of the patient’s situation and of the decisions to be made can be very productive.

Health professional can begin this process by:

· Carefully defining all pathological processes in clear and understandable language.

· Explaining the potential for recovery.

· Inviting shared comprehension by asking people to repeat what you have explained in their own words.

· Making the time to ensure that the patient or surrogate is educated about the reality of the situation.  In situations where futility and death become issues suddenly, the health care provider must make an even greater effort to spend quality time to accomplish this communication.

· Clearly revealing what is known and what outcome is realistically expected.  This must be done with kindness and compassion.

· Listening to responses.

5.
The Goals of Treatment

The identification of the goals of treatment is a critical step in the process.  The health care team should review what they believe the goals of treatment to be in terms that can be understood by the patient and family.   This review should be comprehensive of short-term, intermediate and long term goals (e.g., the short term goal of chemotherapy may be to reduce the tumor size, but the long-term goal may be patient survival).  the discussion should also include a rationale for why a particular goal has been chosen and is reasonable.  A similar goal setting process should be facilitated for the patient/surrogate and family.  Rather than asking what a patient’s goals are for treatment, the team may wish to ask “What is it you hope will occur as a result of this treatment?” “What do you want from this treatment?” or “What is important to you with respect to this treatment?”  the same questions can be phrased for short-term, intermediate and long-term expectations.  Patients and families need to be given adequate opportunity and support in thinking through these questions because these are not common questions that would necessarily be asked in the course of medical treatment.  Patients and families may not be comfortable with the language and need clarification in considering their responses.  Again, “why” these goals are important to the patient/family is as important as “what” they indicate their goals to be.

All answers for all patients in such discussions should be as specific and clear as possible.  The emphasis of the entire process should be on identifying the goals held in common between the medical team and the patient/surrogate and de-emphasize the conflicting goals.  Common goals will serve as the basis for resolution.

6.
Identify Alternatives and Beneficiality of Alternatives

The health care team should review carefully all of the alternatives for treatment and non-treatment.  Each alternative should be assessed for the likelihood of success in attaining specific goals.  Physiological effectiveness needs to be distinguished from the potential to benefit the overall goals and values of the patient.

Multiple medical specialties  and specialists may be involved in assessing alternatives.  Communication and coordination between members of the medical care team about the potential treatment options and their individual probability of success is a critical step.  Patients and families need to have access to these specialists and coordination between specialists should minimize the provision of conflicting or confusing information from diverse specialists.

Every patient must be treated as a unique and individual person experiencing disease and decision-making.  Caregivers must develop and utilize skills to explore with the patient and/or surrogate his or her wishes and choices regarding life and death.

If the outcome of the patient’s choice is likely to be death, the following should occur:

· The patient and family should be supported in dealing with their dying.  This requires time, empathy, compassion, and intellect on the part of the physician(s) and other caregivers.  If caregivers cannot deal with their own dying, they will not be able to help other human beings deal with dying.

· The team should communicate clearly their continued commitment to the care of the patient.  Comfort care and the patient’s dignity will be promoted and the patient will not be abandoned if a choice for DNR or withdrawal of life sustaining measures is to be made.

· Where appropriate, the patient or surrogate should be informed that the use of therapeutic interventions not likely to change the clinical course can cause greater suffering and make death a more painful experience.

· The team and patient/surrogate should keep in mind that it is possible to treat a specific pathological process and still write a DNR order.  This is a wise course to follow if the specific pathological process will lead to death if not successfully reversed, there is a reasonable hope of successful treatment, and there is no other reasonable alternative therapy available should the one applied fail.

· Life sustaining procedures should be clearly defined as measures to be used when there is a reasonable chance of reversing otherwise terminal pathology.  They are not in and of themselves a treatment.

7.
Limits

Where limits on treatment decisions exist, these need to be known and communicated.  Such limits may include specific legal statutes, regulations, case law, institutional policies and religious guidelines.  Examples include:  the legal definition of brain death, withdrawal options for patients in a persistent vegetative state, advance directives, right to refuse treatment laws and rulings about the rights of a Jehovah Witness patient to refuse blood transfusions for self or a child.  Limits may also be set by the patient or surrogate.  For example, a family may indicate that it wishes for everything to be done except for surgery.  Knowing where these limits are drawn provides a starting point for understanding the limits and for framing the discussion.

8.
Contextual Issues
Because decisions about care occur for a particular person in a particular set of family or friends and in a particular environment, contextual issues can be very defining.  Exploring in what context the decision is being made and the significance of the decision for theses contextual factors can be instructive to the decision making process.  Issues explored here might include:

· Is the cost of care of concern to the decision makers?  Is the cost to the patient or family a focus of costs concerns?  Is there concern about allocation of resources within the health care system?

· Are there concerns about the burden of care to the health institution?

· Are there concerns about setting precedents for how similar cases will be handled in the future?

· Is there concern about possible litigation on the part of any parties involved?

· Is there concern about how various relationships will be affected by the decision?  (e.g. strained marital relationships;  how the surrogate will balance other commitments and care for others in his or her life if the patient needs significant support).

Such contextual features may heavily influence individual decision makers or may even overwhelm those in the decision making process.  Putting them forward helps to identify other “variables” that may impact decision making so that they can be weighed.  Some contextual features may become determinative while others will be set aside as not central to the specific decision facing the team.

RECOMMENDATIONS FOR IMPLEMENTATION

Two threads common to each of the guidelines sections are (1) the importance of communication and (2) the necessity for involving a variety of perspectives including the patient and family in the decision making process.  As institutions struggle with how to deal with the issue of futility, institutional policy should clearly state the institution’s support for incorporating communication and interdisciplinary perspectives into the mechanisms used for resolving these issues.  Whether such mechanisms exist on a unit level (e.g. team meetings about a patient) or institution wide (e.g. ethics committee or quality assurance team), these threads should be actively supported.  Overarching statements of support will not be sufficient without specific strategies for implementation, methodologies for evaluation, and the active involvement of administrators and health care leaders in the process.

Such implementation strategies might include:

· Creation of team rounds.  These could be piloted on critical care units.

· Adoption of integrated hospital notes in which all members of the health care team chart in the same progress notes so that each is cognizant of the thinking of others as treatment decisions are made.  The patient and/or family could also be included in the charting process.

· Administrative hospital personnel should make periodic rounds.

· Implementation of ongoing hospital education programs on communication, especially around the giving of difficult information and the decision making process.

· Development of teams who will pilot communication projects in units where questions surrounding futility are frequent.

· Creation of an ethics and compliance program that would clearly charge those affiliated with the institution with their role in struggling with these issues and would create a reward structure to provide incentives for those who actively commit to implement these strategies.

· Active support of research studies that (1) increase outcomes data around specific conditions where futility is a frequent issue and (2) look at results when mechanisms for communication are implemented.  Identify what markers may exist at your institution or in specific units for evaluating patterns of communication.

· Implementation of specific strategies for family and patient communication and support at critical junctures in the patient’s care.  Examples may include (1) providing beepers to family members of patients in surgery, ICU or other weighty situations and (2) have health care team members make follow-up phone calls to patients or families who have left the institution after making difficult decisions about treatment.

CONCLUSION

The work of the Task Force on Futility has allowed its members to discuss and analyze this issue at great length.  The mere process of communication has resulted in a level of agreement among the members of the Task Force, although not a total consensus.  However, through this process and through our many conversations, we have come to share a very healthy respect for the value of good communication, a recommendation we have woven throughout this document. Not only do we feel strongly about the value of this process in our own thinking about the issue of futility, but we clearly feel this process must be extended beyond the small group of healthcare providers that comprised the Task Force on Futility.  To this end, the conclusion of this document truly becomes only a beginning.  Through various forums of open communication we intend to present this document and to ask those to whom we are presenting to further refine it with their own thinking about futility. 
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