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INTRODUCTION

Dr. Berkowitz:

Good day everyone. This is Ken Berkowitz. I am the Chief of Ethics Consultation at the VHA National Center for Ethics in Health Care and a physician at the VA NY Harbor Healthcare System. I am very pleased to welcome you all to today's National Ethics Teleconference. By sponsoring this series of calls, the Center provides an opportunity for regular education and open discussion of ethical concerns relevant to VHA. Each call features an educational presentation on an interesting ethics topic followed by an open, moderated discussion of that topic. After the discussion, we reserve the last few minutes of each call for our 'from the field section'. This will be your opportunity to speak up and let us know what is on your mind regarding ethics related topics other than the main focus of today's call. 

ANNOUNCEMENTS

Remember, CME credits are available for listeners of this call. Due to recent changes in the standards for granting CME/CEU credits, EES can offer 1 hour of CME/CEU only to participants who attend the live monthly teleconference. Participants must log on to the EES site on the day of the teleconference in order to obtain credit, and must register prior to the beginning of the teleconference. You do not have to be logged on during the actual teleconference. 
PRESENTATION

In today’s presentation, we will:
· Explain the surrogate’s role and responsibilities in making decisions for an incapacitated patient; 

· Discuss strategies that the treatment team may use to develop a relationship with a surrogate, both before and after a patient loses decision-making capacity; 

· Review critiques of prevailing ethical standards for surrogate decision making; and

· Offer guidance to clinicians when surrogates and health care professionals disagree; and 


Joining me on today’s care are:

Sharon Douglas, MD – Associate Chief of Staff for Education, VAMC Jackson, Mississippi, and Member of the NEC and AMA’s Council on Ethical and Judicial Affairs (CEJA)
Bette-Jane Crigger, PhD – Chief, Ethics Communication, National Center for Ethics in Heath Care; Staff to the NEC
Michael E. Ford, JD -- Staff, Ethics Communication, National Center for Ethics in Health Care; Staff to the NEC
The topic of today’s discussion will be the National Ethics Committee Report, “Ethical Aspects of the Relationship Between Clinicians and Surrogate Decision Makers.” This report was recently approved for publication and is now available on the Intranet (http://vaww.ethics.va.gov/pubs/necreports.asp). As most of you know, the National Ethics Committee of VHA is an interdisciplinary group authorized by the Under Secretary for Health through the National Center for Ethics in Health Care. The NEC produces reports on timely topics that are of significant concern to practicing health care professionals. Each report describes an ethical issue, summarizes its historical context, discusses its relevance to VHA, reviews current controversies, and outlines practical recommendations. 
Dr. Douglas, could you begin by summarizing the historical context for today’s discussion of “Ethical Aspects of the Relationship Between Clinicians and Surrogate Decision Makers”?

Dr. Douglas:
I’d be happy to. When patients are not able to make health care decisions themselves, we look to surrogates to make decisions for them. In the ideal scenario, the surrogate is someone who has a close, loving relationship with the patient; someone who has intimate knowledge of the patient’s preferences and values; someone who has the patient’s best interests at heart; someone the patient chose or would choose to make health care decisions on his or her behalf; and someone with whom the patient has discussed preferences for care.
 Many ethicists argue, however, that all too frequently, real world interactions among patients, surrogates, and clinicians fall short of this ideal. Surrogates often are not well prepared to take on decision-making responsibility, especially around care at the end of life. They are thrust into the position of having to make extraordinarily difficult decisions with little warning, in an unfamiliar institutional environment, and with little guidance from health care professionals about what is expected of them. The results are strained relationships and even open conflict when surrogates and clinicians disagree about treatment decisions.
Dr. Berkowitz:

This particular NEC report discusses the surrogate’s role and responsibilities in making decisions for an incapacitated patient. As we will discuss below, the committee urges VHA clinicians to view surrogates as partners in the decision-making process and to adopt practices to promote shared decision making and foster a more collaborative relationship with surrogates, both before and after a patient loses decision-making capacity. The present discussion intentionally focuses on decision making by authorized surrogates for patients who once had, but at the time health care decisions must be made, have lost capacity. 
Prevailing ethical and legal standards for surrogate decision making provide a significant background to this discussion. Mr. Ford, could you explain what these standards are?
Mr. Ford:
Sure, Ken. Prevailing ethical and legal theory views surrogates almost exclusively in terms of the decisions they are asked to make. It sees the surrogate’s role narrowly as a task of applying one of three standards in making decisions on the patient’s behalf: precedent autonomy (i.e., the patient’s previously stated preferences, oral or written), substituted judgment, or best interests. Briefly, on the precedent autonomy standard, when the patient has expressed clear treatment preferences, particularly in a written directive, the surrogate is expected to make health care decisions according to those previously stated preferences. On this account, the surrogate serves simply as the bearer of the patient’s wishes.
Dr. Berkowitz: 
How does the substituted judgment standard differ from the precedent autonomy standard?

Mr. Ford:

When the patient does not have a treatment directive, or it is not clear how to interpret an existing directive, the substituted judgment standard requires the surrogate to use general knowledge of the patient’s values to decide as the patient would in the given circumstances, if he or she were able to. That is, the surrogate should “choose as the patient would choose if the patient were competent and aware of the facts of his or her condition, including the fact that he or she is incompetent” (Buchanan and Brock). Under this standard, the surrogate is not the direct bearer of patient preferences. Rather, the surrogate functions as an interpreter of the patient’s likely preferences, who draws on his or her knowledge of the patient as a unique individual in a good faith effort to determine what the patient’s own decision would be.
Dr. Berkowitz:
What standard for decision making should the surrogate use when the patient’s wishes cannot, for whatever reason, be known?

Mr. Ford:
When the patient’s wishes cannot be known—there is no guiding directive, the surrogate does not have sufficient personal knowledge of the patient’s values to predict what his or her treatment preferences would be, and there is no other reasonably available evidence from which to infer the patient’s wishes—the best interests standard instructs surrogates to make the decision that will best promote the patient’s interests. The surrogate is not called on to articulate the known or inferred wishes of the patient as a unique individual, but to make the kind of judgment that a “reasonable person” would be expected to make in similar circumstances.
Dr. Berkowitz:
What does VA policy have to say about these three general standards for surrogate decision making?
Mr. Ford:

VA policy on informed consent for clinical treatments and procedures subsumes the traditional precedent autonomy and substituted judgment standards within a single standard. By policy, substituted judgment is:

the standard to be used by surrogate decision makers who have specific knowledge of the patient’s values and wishes pertaining to health care choices. This standard requires that the surrogate decide based on what the patient would have wanted if he or she were capable of expressing those preferences. That decision may not necessarily coincide with what the surrogate and health care team otherwise would consider optimal for the patient.[1004.1, 3.l]
When the patient’s preferences are not known, policy mandates that surrogates’ decisions be made based on the patient’s best interests.
Dr. Berkowitz:
In general practice, it seems that many surrogate decision makers appeal to all three standards, rather than merely one.
Mr. Ford:

That’s right, Ken. Although theory sees each of these standards as distinct and in principle takes them to be mutually exclusive, as a practical matter decision making by surrogates is actually likely to involve all three. In making treatment decisions, surrogates don’t look only to the patient’s stated preferences, but also draw on their own knowledge of the patient’s values and goals and their understanding of what would be in the patient’s interests. In an article entitled “Good decision making for incompetent patients,” Volume 24 (1994) of the Hastings Center Report, Dan Brock writes: “the stronger and more decisive the evidence of the patient’s wishes, the more weight should be given to advance directive and substituted judgment reasoning; the weaker and less decisive the evidence, the more weight must be given to best interests reasoning.” 
Dr. Berkowitz:
With these ideal standards for surrogate decision making in mind, let’s turn now to look more closely at the realities of surrogate decision making. Dr. Douglas, could you introduce this part of today’s discussion?

Dr. Douglas:
Although these decision-making standards offer some guidance, in the real world the task of making specific decisions for actual patients can be quite difficult. One challenge is that none of these standards is purely objective; each involves an exercise of judgment. For example, judgments may be required as to whether the patient’s particular clinical situation matches the conditions set out in his or her directive.
Moreover, treatment directives ask individuals to identify and articulate preferences for care with respect to their own future health states, and it is difficult for a patient to anticipate now what he or she might decide later. It has been reported in the literature that most patients have no actual experience of the health conditions and decisions that are typically addressed in such directives. Numerous studies have shown that patients’ preferences change with their experience of illness and disability, raising questions about the authoritativeness of advance treatment instructions. 

Dr. Berkowitz:
Are there additional difficulties with the standards themselves? 
Dr. Douglas:
When applying the substituted judgment standard, we ask surrogates to infer the patient’s preferences about specific treatment decisions from their general knowledge of a patient’s values, goals, and way of life. Several authors report that neither health care professionals nor surrogates are very accurate in predicting patient preferences. Further, evidence concerning preferences is not as compelling as the actual choice of a patient when he or she is competent.
Not even the best interests standard is as objective or straightforward as some might imagine it to be. Although clinical considerations clearly have a role to play in such judgments, they are neither the sole considerations nor the definitive ones. Determining what is in a patient’s best interest necessarily involves also a judgment about quality of life preferences from the patient’s perspective. A further complicating factor is that determining what is in a patient’s best interest is typically made by a (relatively) healthy individual on behalf of a patient who is vulnerable and impaired.
Dr. Berkowitz:
It is also difficult to apply ideal surrogate decision making standards to actual experience because the circumstances in which such decisions are made are more complicated that the prevailing model presumes. Bette, could you elaborate? 
Dr. Crigger:
Sure, Ken. The prevailing model presumes a simple one-to-one relationship between a single surrogate and a single clinician that maps poorly onto the realities of surrogate decision making. In fact, decision making frequently involves other family members in addition to the surrogate and multiple health care professionals. We also know that conflict—among family members, between families and clinicians, and among clinicians themselves—is not infrequent when surrogates are called on to make decisions for incapacitated patients with life-threatening illnesses. Also, clinicians too often fail to take into account the burden on surrogates of the “awesome moral responsibilities” they take on when they are asked to make life or death decisions for a loved one and the emotional costs of such decisions.
Dr. Berkowitz:
If we take stock of the discussion so far, we find a gap between theory and the reality of surrogate decision making that most of us have witnessed all too often. The NEC report attempts to narrow this gap by providing a better understanding of surrogate decision making, an understanding that takes into account the practical challenges identified. 
The NEC report reminds clinicians that surrogates – and not only patients -- are partners in shared decision-making and that surrogates are related to patients not merely as agents of patients’ autonomy, but also through trust. 
Bette, could you discuss the ethical basis of shared decision-making between patient and clinician?
Dr. Crigger:
The prevailing theory of surrogate decision making is rooted in the ethical values of self-determination and commitment to the patient’s well-being. When a patient is unable to exercise his or her rights to participate in making treatment decisions because he or she lacks decision-making capacity, the patient’s surrogate is empowered to exercise those rights on the incapacitated patient’s behalf. The surrogate speaks with the patient’s voice with respect to treatment decisions, and clinicians have a prima facie professional obligation to honor the surrogate’s decisions as if they were the patient’s own, including decisions to refuse life-sustaining treatment. 
Dr. Berkowitz:
The report makes explicit that the surrogate as well as the patient should engage in shared decision making. What is the ethical basis for involving the surrogate in the process of shared decision making?
Dr. Crigger:
If we take the surrogate to be exercising the patient’s right to participate in health care decisions, as the traditional view does, it is reasonable to look to the ethical ideal of shared decision making to understand the roles and relationships at stake in surrogate decision making. In the ideal of shared decision making between patients and clinicians, the relationship is one of mutual respect and engagement, to which both parties bring knowledge and values that are essential to well-considered health care decisions. Shared decision making goes beyond the clinician simply providing information and obtaining consent. It requires that clinicians and patients actively engage in a joint process of weighing the implications of that information for this patient as a unique individual, whose values and preferences may differ from those of the physician, to craft a treatment decision with which they mutually agree.

Clinicians’ responsibility to adhere to shared decision making doesn’t end when the patient loses decision-making capacity. Rather, when patients are no longer able to participate themselves, their surrogates “stand in” for them in this process. More than being merely the bearers or interpreters of patients’ autonomous preferences, surrogates should be understood as taking on the role of partners in decision making. 
Dr. Berkowitz:

How do patients view the role of the surrogate in decision making?

Dr. Crigger:

There’s certainly evidence to suggest that patients view the surrogate’s role as a partner in a shared decision making process with the clinician. Many want to have their surrogates and clinicians collaborate in making the best decision for them when they can no longer participate in decision making themselves
Dr. Berkowitz: 
If surrogates are to carry out the responsibilities of shared decision making effectively, certain conditions must prevail. What role do clinicians play in this process?

Dr. Crigger: 
Clinicians must acknowledge that surrogates are moral agents and must recognize surrogates’ moral and legal authority. Clinicians should engage surrogates early and often over the patient’s course of care, not only at the moment of deciding whether the patient should live or die. And clinicians should communicate effectively, help surrogates understand what is expected of them as participants in shared decision making on behalf of the incapacitated patient, and involve surrogates (and families) meaningfully in the decision-making process. When clinicians fail to attend to these aspects of their relationships with surrogates they not only fall short of their professional responsibility to engage in shared decision making; they also set the stage for conflict and dissatisfaction with care.

Dr. Berkowitz:

Effective communication plays a critical role in helping to avoid, or resolve, disagreements. Surrogates who experience conflict with the health care team often indicate that their communication needs have not been met—such as the need for timely communication, the need for honesty, the need for clear information, and the need to be listened to. What strategies have been identified to maximize effective communication?

Dr. Crigger:

There’s a growing body of evidence which suggests that proactive, multidisciplinary approaches, such as family conferences, daily team meetings, palliative care team conferences, and routine ethics consultation improve communication and reduce conflict. Particularly intriguing are controlled trials showing that routine ethics consultation for high risk patients leads to better communication and quicker resolution of conflicts.
Consistency in communication is also important. Whether information is provided by a single spokesperson or by multiple members of the treatment team, clinicians should strive to communicate with one voice and provide consistent information. In all situations, clinicians must be both candid and compassionate, striving to create a trusting environment that will support open, honest interactions. Several training programs are available through VA’s Employee Education System, including training on clinician-patient communication offered by the Institute for Healthcare Communication[IHC]. In addition, the AMA’s Education for Physicians on End-of-life Care curriculum contains several modules relating to clinician-patient communication. The NEC report gives several references, and we’ll provide them in the follow-up to this call.
Finally, some have argued that clinicians should demonstrate toward surrogates the fidelity and loyalty that they demonstrate toward their patients. The patient’s surrogate should inherit “not only the obligation of the patient to decide, but also the right of the patient to be treated with compassion and respect.”
Dr. Berkowitz:
We can understand surrogate decision making better, not only by viewing the surrogate as a partner with the clinician in the process of shared decision making but also by broadening the way that we understand the patient-surrogate relationship. Could you elaborate on what is meant by broadening the way we understand the patient-surrogate relationship?

Dr. Crigger:

I’d be happy to. There’s growing concern that prevailing ethical theory rests on an inadequate understanding of autonomy that views autonomous individuals as separate from all of their essential moral relationships. And when we misunderstand autonomy we misunderstand the relationship between patients and their surrogates.
Prevailing ethical theory – and law –often profoundly mistake the moral world that patients and surrogates inhabit together insofar as it overlooks the network of relationships that help define the patient’s identity.
That failure has repercussions for surrogate decision making. Importantly, a theory that sees surrogates as mere extensions of patient autonomy misses the relationship of trust that is the moral and emotional basis of patients’ relationships with their surrogates. What we may most want from our surrogates is not so much that they make a given decision in a particular way, as that they be the ones who make the decision on our behalf. 
Dr. Berkowitz:
Bette, what suggestions have been made in the literature about how to overcome the limits of surrogate decision making? 

Dr. Crigger:

Well, Ken, there are studies that show many patients are more concerned that decisions be made through a collaborative process than that a treatment directive be strictly adhered to. Indeed, some recent research suggests that individuals may want less to state specific treatment preferences than to make known their general values and goals for care and allow their surrogates to exercise judgment in making decisions on their behalf. Even when patients express specific treatment preferences in advance, they often wish for their surrogates to have considerable leeway in deviating from their stated preferences. For example, among certain populations of patients, including elderly hospitalized patients and those undergoing dialysis, about half would want their surrogate to be allowed to make decisions that were inconsistent with the treatment preferences they had explicitly communicated in advance. Thus it’s argued that standards that are better attuned to those realities, that understand the surrogate-patient relationship more fully, would help to reduce the moral and practical tensions that patients, surrogates, and clinicians experience.
Dr. Berkowitz:

Some have suggested broadening the standard of substituted judgment itself
to take account of interests beyond those of the patient in making treatment decisions—within reasonable limits. Bette, could you elaborate?
Dr. Crigger:

John Hardwig, for one, has argued that surrogates should be able consider the interest of others’, when there’s reason to believe the patient him- or herself would do so—so long as the surrogate doesn’t give “undue” consideration to interests beyond those of the patient. Other ethicists have suggested a more radical principle of “harm prevention” to set boundaries on the acceptable range of treatment decisions surrogates may make. Such a principle would permit decisions that give significant weight to the interests of others and thus are not strictly in the best interest of the patient just as long as those decisions don’t impose clear harm on the patient. 
Although broadening the notion of “interests” in the substituted judgment standard may seem controversial, those who support such a view argue that because surrogates are themselves moral agents, they can’t reasonably be expected to completely subordinate their own or others’ important interests that will be significantly affected by the treatment decision they’re being asked to make. The individuals whom we prefer to have serve as surrogates are often the very individuals most likely to have strong personal interests in the patient’s clinical outcome—our spouses, children, parents, or even close friends.  Many treatment decisions inevitably and dramatically affect the quality of more than one life. The mere fact that a surrogate has a potential conflict of interest—even a financial interest in the outcome—in itself does not lessen his or her decision-making authority.
Dr. Berkowitz:

In an attempt to overcome the limits of surrogate decision making, we have considered critiques of the substituted judgment standard made by several scholars currently writing in the bioethics literature. These critiques open the way to a more ethically compelling understanding of substituted judgment. Such an understanding takes better into account the moral realities of patients’ lives, the kind of relationship most patients desire to have with their surrogates, and the complex considerations at play for surrogates grappling with ethically and emotionally challenging decisions.
Other attempts to overcome the limits of surrogate decision making focus on how to handle contested decisions. Mr. Ford, could you discuss strategies to deal with contested decisions?
Mr. Ford:
Surrogate decisions that appear to be inconsistent with a patient’s stated preferences or best interests can be troubling. However, in all but exceptional cases, the moral authority to make decisions on behalf of the patient should remain with the surrogate decision maker. 
Health care professionals should take care not to impose their own subjective interpretations of the patient’s preferences, values, and best interests on the authorized surrogate decision maker. Respecting the surrogate as a moral agent requires that clinicians not simply dismiss what they see as problematic decisions as wrong or evidence of bad faith on a surrogate’s part. Rather, respect requires that they explore with the surrogate the reasoning behind a decision that seems inconsistent with the patient’s treatment preferences, values, or best interests. 
Ultimately, clinicians’ primary obligations are to the patient, not to the surrogate or family. But overriding the decision of an authorized surrogate is a serious matter—for the patient, for the surrogate and family, for individual clinicians, and for the institution. Clinicians should make reasonable efforts to negotiate an ethically justifiable decision acceptable to both the surrogate and the treatment team. If a resolution cannot be reached and in the best professional judgment of the treating clinician the surrogate’s decision is inconsistent with the patient’s previously stated preferences, values, and/or best interests, the clinician should seek guidance from the local ethics consultation service, and if necessary, legal counsel, in accordance with local and national VA policy. 
Dr. Berkowitz:
Surrogate decision making is a mainstay of ethical practice when patients are no longer able to make health care decisions themselves. However, serving as a surrogate is a challenging undertaking, the more so when individuals are poorly prepared for that responsibility. To fulfill their primary ethical and professional responsibilities to patients, clinicians and health care organizations have an obligation to provide resources and support to help ensure that surrogates are able to participate in shared decision making. Clinicians need to remember that while the patient is always at the center of decision making, he or she is also usually at the center of trusting relationships that may rightly affect what decisions are ultimately made. 
During this discussion of the ethical aspects of the relationship between clinicians and surrogate decision makers, we covered a lot of ground and introduced some provocative ideas. In order to be clear about the take home message for those of you who are on the call today, I would like to ask our guest Dr. Douglas to summarize the key recommendations of the NEC report. 
Dr. Douglas:
First, the committee recommends that the clinician recognize the surrogate as a partner in shared decision making.
Second, the committee recommends that, before a patient loses decision-making capacity, clinicians should clarify with the patient (and ideally with the surrogate) the patient’s values relating to health care, preferences regarding treatment under different circumstances, and preferences about who should serve as surrogate in the event the patient loses decision-making capacity. Clinicians should also clarify the patient’s preferences about who should or should not be involved in the surrogate decision-making process (such as other family members), and how closely the patient wants the surrogate and treatment team to adhere to previously expressed treatment preferences (if any).
Once a patient has lost capacity, the treatment team, surrogate, and family members involved in making decisions on the patient’s behalf should jointly clarify the surrogate’s role as partner in the process of shared decision making and underscore parties’ mutual commitment to making decisions with which the patient would most likely agree. 
Third, the committee recommends that clinicians should communicate effectively with the surrogate and family as the patient’s situation changes. The treatment team should be candid but sensitive in discussing the patient’s prognosis, and should provide regular, timely updates. It is also important that information be consistent—the team should attempt to reach consensus before communicating with the surrogate and family. Ideally, a member of the treatment team will be designated as the primary point of contact for the surrogate and family.
Fourth, the committee encourages clinicians to seek—and VA medical centers to provide—specific training in communication skills, especially around end-of-life decisions.
Fifth, the committee recommends that clinicians respect the decisions of the patient’s authorized surrogate. The presumption should be that the surrogate’s decision reflects the patient’s values and is one with which the patient would agree. Clinicians should challenge only those decisions that appear to be seriously inconsistent with the patient’s previously stated preferences, values, and/or best interests—for example, if there is convincing evidence of malevolent intent toward the patient, or blatant disregard for the patient’s wishes or interests.

When there is disagreement about a treatment decision, clinicians should make every reasonable effort to resolve the situation, including acknowledging that patient preferences are subject to interpretation and that the patient’s surrogate is usually best able to interpret them. 
Sixth, clinicians should also recognize that patients may want surrogates to consider their own interests (including financial interests) as well as the interests of others who will be affected by a treatment decision. They should also remember that many patients prefer that clinicians follow the surrogate’s decision because that is the individual they want to have make decisions on their behalf. The reasons for a decision with which the treating clinician/treatment team disagrees should be explored with the surrogate (and family) in order to clarify the decision-making process and seek shared understanding of the interests at stake for the patient, the surrogate and family, and health care professionals. The goal should be to help all parties refocus on their shared commitment to respecting the patient—for example, by asking, “Looking at this situation, given everything that’s happened, how do you think [the patient] would want this resolved?” or “Now that [the patient’s] condition has changed, what do you think [he or she] would want?”
Dr. Berkowitz:

The complete list of recommendations and additional references from the literature can be found in the written NEC Report available online on the Ethics Center web site. 

Putting these recommendations into effect will go a long way toward ensuring effective communication, and less stressful, more respectful and productive relationships between clinicians and surrogates. 

MODERATED DISCUSSION
That concludes the discussion portion of the call. We have about 10 or 15 minutes left before the “From the Field” section so that if any of our listeners out there have questions or comments about what we’ve talked about, please identify yourself, speak up, and let us know what’s on your mind.
Chaplain Fredine, Fargo, North Dakota
The statement was made that providers should always be candid and compassionate in dealing with surrogates. I warm to the compassionate part, but I would suggest that truthful and compassionate is a better pair of qualities than candid and compassionate. I’d like your reaction. 
Dr. Berkowitz:
Does one of the speakers want to comment on that?

Dr. Crigger:

Sure Ken, this is Bette. I agree with you, Chaplain Fredine. We want to be forthright and truthful, not brutal. We don’t want to mislead or allow the individual to develop unrealistic expectations about the patient’s condition, likely prognosis and what we have to offer. However, we want to provide the information a surrogate needs and be supportive at the same time, and I believe that “truthful” captures that combination. I would have no problem with phrasing it that way at all.
Dr. Berkowitz:
Thank you, Chaplain Fredine, anyone else?

Dr. Danisa, Muskogee, OK: 

I have some concerns about legal rulings that would help or hurt the process of decision-making.
Dr. Berkowitz:

As you know, perhaps from our prior conversations perhaps, we are commenting on the ethical aspects here. I would be reluctant to talk about specific legal issues here, I’m certainly not a lawyer and I’m always reluctant to provide legal advice. I’m not sure exactly how I could answer you in this particular forum. But if you have more specific questions, you could send an e-mail and I’ll make sure that we forward it to the right place so that we can get you an answer. I’m not sure whether there is anything else that you have in mind. 

Dr. Kuschner, Palo Alto, CA:

I am chair of the Ethics Committee here and I’m also on the National Ethics Committee. Bette, you mentioned one possible intervention that could have benefit in end of life care and the surrogate/patient/provider triad that didn’t make it into the recommendation list of the report. That was the use of proactive or routine ethics consultation, especially at the end of life, no doubt referencing the article by Schneiderman and colleagues' article in JAMA 2003 which showed a reduction in non-beneficial care. Does anybody at any facility do this, or is anyone aware of any facility where this is done? And I ask this question in the spirit of trying to operationalize good theory, just wondering whether anyone is practicing that today? Again, that’s about routine or proactive, as opposed to reactive, ethics consultation, especially in the ICU. 

Dr. Crigger:

I know that there are some facilities outside of the VA system that have at least been trying to put this into practice, particularly in the ICU, which is a common venue for these sorts of problems. Taking into account clinical condition, likely prognosis, etc., certain patients can be identified for whom these decisions are going to be particularly difficulty. The decision is made to call a consult now to talk about how decisions might be made, how the team is going to proceed and what the likely course of care is going to be so that that the surrogate can begin to be prepared. It’s a kind of educational role in many ways, I think. But it’s a very interesting question and I want to second Ware’s plea to the field, if you will, that if facilities are setting up this kinds of routine ethics consultation, we’d love to hear about it.

Dr. Berkowitz:

Can I actually elaborate on that, Bette? Maybe people aren’t going so far as Schneiderman, Dowdy and some others suggest in terms of prospective ethics consultation, but some are doing ethics rounds having ethics components built into their rounds, either in the ICU or palliative care units or other units. Does that ring a bell to anyone on the line? 

Dr. Kuschner:

What we have done here in Palo Alto is/has been on and off, more recently on than off, is having a member of the palliative care team join the ICU team once weekly on ICU rounds – in the spirit of getting to know patients for whom the scope of care, the goals of care, may change from cure to one of palliation. 

Dr. Douglas:

In our hospital, we have interdisciplinary rounds in our ICU in which we field palliative issues, often ethical issues. These multidisciplinary rounds allow us to look at the issues you mentioned. I also think that as we talk about this, it’s a great idea in the literature it’s a great idea in practice by hospitals in this country. In our new launching of our IntegratedEthics program this is probably an excellent project for us to consider.

Dr. Berkowitz:

Well, thanks for that idea, Sharon, and if you do it, please let us know. Although I do think, Ware, that there is a tremendous overlap between many aspects of palliative care and ethics, I also think that there are also some significant differences. In some facilities persons who represent palliative care may participate in these rounds with an ethics hat on as well, but this may not necessarily be the case. Regardless of names, the main point is to make sure that the needs of patients’ and the system are heard. In thinking about interdisciplinary rounds and the desire to be proactive and encourage communication, it is important to think about how to put someone with an ethics hat at the table at an appropriate point in the process, even if that happens prospectively. Again, there is good research literature to show that that’s helpful from a patient’s perspective and helps align the care that’s provided with what the patient wants, it helps reduce unwanted procedures, and has actually been shown to decrease lengths of stay in the ICU and decrease number of ventilator days by bringing things into line with patients’ expectations. If people aren’t familiar with that literature, the references are in the NEC report, and people may want to think about how to operationalize this process into their own facilities. If you do, please let us know. 
Ware, anything else you wanted to add to that?

Dr. Kuschner:

I fully and completely agree with your important distinction between palliative care and ethics. I didn’t mean to muddy the waters there, but just to illustrate how, if you will, an ancillary team can work its way into something like ICU rounds, but you’re quite right, there is an important distinction between palliative care and ethics. 
Dr. Berkowitz:

Just for those in the audience who don’t know.  I am a critical care physician so I make these comments with the full perspective of what critical care is and what it is to deliver that. I think there is a lot of room for improving our communication in this way and I think there’s a lot of benefit to be gained. 
Dr. Williams, Little Rock, AR:

I really like the concept of ICU rounds. I have considered that multiple times; the primary limitation has always been time for involvement, not that we didn’t want to start the initiative. I appreciate the input about possible palliative care involvement, but when we talk about these issues, I think that what we’re really talking about is system-wide educational need. It is somewhat troubling to me that in spite of all that has been done, I don’t see the individual education across society on these issues that I would have thought by now we would have. Are you aware of any educational efforts that are going to be rolled out nationwide on this? 
Lucy, Ann Arbor, MI:

The ELNEC (End-of-Life Nursing Education Consortium) program has a new core program for critical care that we just attended with the hope of presenting the information here so that we could get some upstream action for critical care patients. The focus of that core is early communication, identifying patients’ goals before we in palliative care wind up with the consult when mechanics need to be removed from the patient. But that’s relatively new from the City of Hope and Robert Wood Johnson. This was only the second training session they had.
Dr. Berkowitz:

If you have any information on that and could send that to me in an e-mail, I would love to take a look at that and see what we could do. We at the Ethics Center also have a series of on-line modules that are out, including ones on end of life and shared decision making, so this is relevant information coming from within VA also. I’ll put in a plug again that was mentioned in the report and in the script for AMA’s EPEC, Educating Physicians on End of Life Care, which includes some very useful modules and education information.  

Dr. Crigger:

If I could jump in and put in a plug for IntegratedEthics.  This seems to me a topic ripe for preventive ethics. Just thinking about what upstream mechanisms that as a facility or a national system we can put in place will make it easier to have these conversations early, to carve out some time (which is a precious, precious commodity) to get the maximum impact for minimum use of our resources and staff. I think this perspective is going to be a big piece of our being able to do more to help surrogates and clinicians build strong relationships. 

Dr. Berkowitz:

Good point, Bette. We’ve moved into the last 10 minutes of the call – so I’d like to open it up to comments from the field on other ethics-related topics, or if you wish, you can continue this discussion on surrogate decision-making. 

FROM THE FIELD
Dr. Grant, Buffalo, NY:

I’m a critical care physician in Buffalo VA. I’m concerned about a paragraph on the first page of the Executive Summary which states that “the grounds for such decisions may be that they follow the patient’s expressed wishes, or take account of values that would be important to the patient (which might include the patient’s interests and the well-being of family members) and there’s another clause as well. My concern is that these are treated almost equally. And if a patient has express wishes, they could be overturned by a family member claiming that they would be wounded if the patient’s express wishes were to be obeyed. 
Dr. Berkowitz:

I think, Dr. Grant, that you make a great point. One of the most enlightening aspects of this report to me was that it made me think about how we get patients to express their wishes. It left me feeling – and this is just my opinion – that  often we ask patients to express their preferences in a vacuum with respect to these discussions and to advance directives and yet in real time that’s not how patients make their decisions. They consider the complexities of their relationships in their own lives when we ask them to make the real time decisions. So while I don’t think that the pendulum should or will swing to a point where everyone’s interests have equal weight – and I don’t think the nuances of the report that intend to imply that – I do think that it was eye-opening for me to consider whether we do short-change other people’s interests in a way that patients don’t when they make decisions for themselves. 
.

Dr. Crigger:

The committee shares the concern that the pendulum not swing too far in the other direction and override patient decision-making. The intent is rather to find a way to really honor the way patients actually make decisions and to bring surrogates into the process in a way that is meaningful and yet at the same time doesn’t give the surrogate carte blanche. It does call for a fair bit of judgment on the part of everyone involved, surrogates as well as the treatment team, but the goal is to realize shared decision making and the patient’s preferences at the same time that we acknowledge the realities of patients’ lives, with their significant others who tend more often than not to be their surrogates. The goal is to keep the focus on the patient who is at the heart of all of this, and to help the surrogate understand his or her role in relation to the patient in a sufficiently rich way. That’s how I saw the committee discussions going. 

Chaplain Lundholm, St. Cloud, MN:
It strikes me that the emphasis so far in the discussion has been on critical care and palliative care. It seems to me that one of the benefits is that we could use this when we are admitting patients who have TBI backgrounds, for instance, into our substance abuse programs, so that we do take the shared decision making process seriously. 

Dr. Berkowitz:

I think that’s a great point. It is a really tremendous thing, to aspire to more these discussions upstream, and to get the line of communication open between the patient and their providers and their potential surrogates so that there is a better shared understanding of values and treatment goals before a crisis. So thank you for that comment; we mean this to apply to settings across the continuum of care.

CONCLUSION
Dr. Berkowitz
Well, as usual, we did not expect to conclude this discussion today. We will post on our Web site a detailed summary of each National Ethics Teleconference. So please visit our Web site to review today's discussion. We will be sending a follow up email for this call that will include the links to the appropriate web addresses for the call summary, the CME credits, and the references and materials cited.

We would like to thank everyone who has worked hard on the development, planning, and implementation of this call. It is never a trivial task and I appreciate everyone’s effort at our Center, especially for this call, Susan Owen, who was behind the scenes and our colleagues at EES 

I would like to announce that we will be taking a two-month break to conduct IntegratedEthics workshops and training during May and June and the next NET call will be on Wednesday, July 25th.  Please look to the Web site at http://vaww.ethics.va.gov/activities/net.asp and your Outlook e-mail for details and announcements.
Thank you all for a great call today. 
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