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INTRODUCTION
Dr. Berkowitz: 
By sponsoring this series of ethics hotline calls, the VHA National Center for Ethics provides an opportunity for regular education and open discussion of VHA ethics related issues. Please remember that after the discussion we do reserve the last few minutes of each call for our "From the Field" Section, and 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. 
Before we get going I have one announcement. If you attended our annual ethics intensive training last month in Washington DC and have been looking to our Internet website for the postings which we promised you would be there, please rest assured that they are on the way. The VA servers at WebOps in Silver Spring, Maryland have been and I believe still are down for new postings due to firewall and virus problems. They assure us they are working as quickly as possible to restore service at which time our materials will be published on the web. So please stay tuned and keep checking back.
PRESENTATION

Dr. Berkowitz: 
As we proceed with today's discussion on family presence during resuscitation efforts, I would just like to briefly review the overall ground rules for the ethics hotline call. We do our best to start on time, and we ask that when you talk you please begin by telling us your name and location and title so that we can continue to get to know each other better. Please try to minimize background noise, and if you have one, please use the Meet button on your phone unless you are going to speak, and please do not put our call on hold as automated recordings tend to come on and they are very disruptive. Due to the interactive nature of the calls and at times we deal with sensitive issues, we think it is important to make two final points. First, it is not the specific role of the National Center for Ethics to report policy violations. However, please remember that there are many participants on the line and you are speaking in an open forum and ultimately you are responsible for your own words. And last, please remember that these hotline calls are not an appropriate place to discuss specific cases or confidential information. If during the discussion we hear people providing such information, we may interrupt and ask them to make their comments more general.

Now we can proceed to today's discussion of what I think is an interesting question: whether or not to allow family members or friends to be present during resuscitative efforts if the patient or surrogate requests such a presence. This has been entertained by several ethics committees around the country and has been raised to us mostly by the ethics advisory committee at the Reno VA. Often we tend to be taken by large issues at hand. Stem cell research comes to mind these day, but on a day-to-day basis healthcare workers in the trenches routinely face difficult choices such as what to say if a family member requests to be present during a Code. The knee jerk visceral response is often "no" based on a perception of potential negative consequences for the onlooker, the patient, the practitioners or the institution. Today we will explore if there is ethical justification for excluding onlookers from resuscitation and conversely, we may consider if onlookers are allowed to witness resuscitative efforts, are there certain practices that should be followed. To begin the discussion, let's go out to Reno, Nevada, and I will call on Sheila Young. Sheila is a clinical psychologist and the chair of the ethics advisory committee at the Reno VA. Sheila, could you please tell us what has been going on in Reno and your committee's thoughts and deliberations about this question?

Dr. Sheila Young: 
Good morning from Reno. We really appreciate this opportunity to get feedback from others in the field on how they have been addressing this concern. It came to our attention because it has been in the media quite a bit and committee members have been interested both from the perspective of how to deal with this in our hospital and meeting patient and family needs. We have also explored concerns about what would we want if it were us or our family member undergoing emergency treatment. The first thing I would like to do is just talk a little bit about the history of these programs and the basic components of them. We have reviewed a few research studies about the results of those and then talked about some of the issues that have come up for us here in Reno. 

In 1993 the Emergency Nurses Association passed a resolution supporting the concept of family presence during CPR and developed guidelines for policies. In 2000 the American Heart Association CPR guidelines include the recommendation that doctors and other healthcare professionals consider giving family members the choice to remain with their loved ones during resuscitation efforts in both hospital and community settings, wherever the resuscitation is occurring. Family presence is supported as a means of addressing the wishes of individuals at the end of life meeting the emotional and psychological needs of the family members. Generally the components of these programs are that each case needs to be evaluated on an individual basis in consultation with the staff. Support is provided to family members not wishing to participate. The Emergency Department physicians need to consent the family presence and the care staff must be apprised of the relative's intentions to be present. If conscious, the consent is obtained from the patient to have family present. Before they are offered the option of family presence, family members and close friends are assessed for appropriate levels of coping, the absence of combative behavior, extreme emotional instability and behaviors that are consistent with altered mental status or intoxication. Family members and partners are escorted in the treatment room and accompanied at all times by an assigned staff member. And these are usually a chaplain or a social worker or nurse who is performing the role of a family facilitator, and they explain what the interventions are and interpret medical and nursing jargon to the family. They provide information about expected outcomes or the patient's response to treatment. They provide comfort measures such as tissues and chairs and they provide the opportunity to ask questions and also grant the opportunity to see such and to speak to the patient.  I already mentioned family members and partners receive an explanation of the patient's condition and their appearance so they know what to expect. They talk about what equipment is going to be in use and the kind of treatment that is provided. Family members who become faint or hysterical or disruptive are immediately removed and are provided appropriate support of care and a facilitator remains with the family after the intervention to assess the needs of the family and to provide comfort and support. 
In one of the earlier research studies we reviewed was conducted in the United Kingdom, and reported in the Lancet in August of 1998. In that study they assessed the psychological effects of witnessing resuscitation attempts on bereaved loved ones. They randomly assigned patients to a group where family presence was offered orto a group to where it was not offered. And then the relatives were followed up one month after the resuscitation event and were interviewed about their experience and completed standardized psychological questionnaires about anxiety, depression, grief, intrusive imagery and avoidance behavior. They had 25 patients who underwent resuscitation, 13 in the family presence group and 12 in the control group. Three patients in the witness group survived and all in the control group died. Eight relatives who witnessed resuscitation attempts and control group relatives were assessed. The outcomes were that there was no reported adverse psychological effect among the relative who witnessed the resuscitation. All of them were satisfied with their decision to remain with the patient and felt that it helped their grieving process to be there with that person. The study was discontinued when the clinical team became convinced of the benefits to relatives and were no longer interested in assigning anybody to a control group. Parkland Health and Hospital System Emergency Dept has received some grants to study the impact of family presence on both family members and on the patients themselves during CPR and invasive procedures. They first reported in the American Journal of Nursing in Feb, 2000, a survey of 39 family members and 96 healthcare providers. With the family members they found that the family members viewed themselves as active participants in the care process which met their needs for knowing about and providing comfort to and connecting with their family member. They reported feeling that they served as a reminder to the team of the personhood of the patient, and they provided the opportunity to say good bye and come to closure on a shared life, as most often the patients involved died during the process. All the family members surveyed believed that visitation was helpful to them and noted that they would do it again, and the family members suffered no ill effects psychologically from being there. The healthcare providers differed significantly in their support of this program. They found that 96% of nurses and 79% of the attending physicians were supportive and only 19% of the residents were supportive of this and speculate that perhaps that has to do with performance issues and being concerned about being observed in a really stressful situation. Most providers thought that the experience was really important to families and that it helped meet the family member's and the patient's emotional and spiritual needs and assisted the families in understanding the patient's condition, and to really appreciate that the care team had done its best to help the patient. Thirty-eight percent of the providers expressed concern about possible disruptions from family presence although none occurred, and they concluded that the benefits of family presence justified implementing a family presence program. 
In November of 1999, Parkland Health and Hospital System approved a hospitalwide protocol for family presence during invasive procedures and CPR. In May of 2001, they reported in the American Journal of Nursing another study that they conducted on the response of patients to having family members present. They collected data over a 16-month period and after 16 months they had nine patients who were interviewed two months after the emergency event. Eight of them had invasive procedures and one had CPR. Their sample size of very small but that was due to the high mortality rate in these situations. Twenty-nine percent of the patients who underwent invasive procedures died, and 90% of the CPR patients died. Several themes emerged from the follow-up interview data. Patients felt they were comforted by having a family member present. They were afraid and in pain and related feeling safe and less afraid when their loved ones were present. They felt they received help, that their family members were advocates and they recognized the need for providing information about the patient to the providers. They were a reminder of personhood, helping to humanize the patient for care providers and it helped to maintain a family/patient connectedness. They also expressed a belief that family presence is a right, and that comes up in a number of articles that we read. They felt that they provided comfort to family members and also the patients recognized that this was a source of stress for their family members, it was a difficult time, but despite the distress associated with the emergency event, it was ultimately beneficial in getting family members immediate information about the patient's condition and helping them to cope with the events as they occurred. They also acknowledged that several conditions need to be considered before families are offered the option, and that included understanding that what's expected of them at the bedside and the patients felt that it needed to be decided on a case-by-case basis. 
In our program we have been discussing some of our concerns and how we could make these kinds of programs fit into our setting. First of all, the studies have been done mostly in emergency departments that are well staffed around the clock and while we could easily provide a family facilitator during the day shift, we haven't decided upon who might be available to provide this kind of function during other tours. We don't have an emergency room. We have a triage, but it's not a trauma center, and here most of the emergency CPR and invasive procedures take place in our ICU. What we have found is that informally family presence has been occurring quite often and in this situation the nursing staff and the medical staff are already pretty familiar with the patients' families because they have been there visiting and they are pretty well acquainted. There were reports in some of the literature that informally this has been going on other places as well. Another concern we have is that we are a training hospital and a lot of the attendings expect that their residents are going to show up for all codes. So sometimes it can get very crowded. The consensus is that here it is the right thing to do, but we are not sure how to best go about implementing it. If we are going to do it, we would like to do a good job of it. We also expect some staff resistance to this, and we are interested in hearing how others have achieved by the medical staff.

Dr. Berkowitz: 
Thank you Sheila and all the folks out in Reno who have been doing good work in this area. To continue this discussion, I will bring it back to New York and I am going to turn to Bram Raphael. Bram is a medical student at the NYU School of Medicine. He has been doing a great job for us this summer at our New York office where he has been one of our summer ethics interns. Bram, please give us your ethical analysis of the question "Should family members be allowed to be present during resuscitation efforts?"

Mr. Raphael: 
In the past hospital staff routinely kept others from the resuscitation area while some have requested to remain along side their loved ones. The intentions for keeping them from the area were well meant. Resuscitation is literally a race to rescue a life. Health care organizations object to these requests generally for three reasons. Witnessing procedures would cause emotional distress to relatives, and accessory people would interfere with any resuscitation efforts. This interference could harm the patient by physically interfering with the resuscitation, damaging his dignity or disrupting his privacy. A third reason was increased liability to the organization might result. It is in the interest of justice to protect the resuscitation team and the health care organization for acting rightly and trying to save lives. While these reasons have been used before, they may not be based on fact. The organization may have to respect the autonomy of family members. Furthermore, a specially designed program may resolve some difficulties. Health care organizations have tried to deal with analogous situations before. It was not long ago that fathers were not allowed to watch their children's births. Also, parents were discouraged from being in the pediatric wards. I wonder if keeping families from witnessing resuscitation is an institutional vestige or is it a reasonable protective measure beneficial to all. The request of families to witness resuscitation have grown in popularity and they have some ethical justification. In a 1998 Texas study, 80% of family members surveyed would have liked to be with their loved ones during resuscitation and many more would have liked to have the option presented to them. From a religious point of view, many people believed that caring for the dying is a spiritual act. There is a value to staying along side a loved one undergoing resuscitation regardless of consequence. On the other hand, the utilitarian argument holds that a moral act is one that brings about the greatest good overall. The moral weight is evaluated according to the consequences following the individual affected including relatives, staff and administrators. Allowing relatives to witness resuscitation has the potential to maximize family connectedness, a good. The family may feel more at ease knowing through experience that everything was done. The experience may also facilitate grieving providing a last opportunity to say good bye. The family may even perceive it as helping the patient. Although the demands of relatives have ethical weight, there are conditions when paternalism (denying autonomy derived from respect for persons for a patient's best interest) is appropriate. However, paternalism requires a high level of justification. An assumption based upon paternalism was that the experience would emotionally disturb the family. In the 1998 British study, which has been mentioned before, there was an exceptionally small sample size, only 25 people, but that report demonstrated that witnesses did not experience adverse effects. Similarly, when parents witness intensive procedures, both patients and parents report feeling less anxious as shown by Powers in 1999. A larger study is needed to evaluate the psychological effect as well as it is impractical for the physician and the code team to predict the psychological effect on family members. There is not enough time or interaction available. It is possible that family presence will interfere with the patient's treatment goals. This interference can be either physical or emotional. If the relatives are physical obstructions, the physician must ask them to leave. If there is no where for them to stand, the physician must ask them to leave. In this way all parties can understand the reasons for being paternalistic based on the privacy of the patient or the physical constraints of the setting. Another potential challenge is emotional interference, which may cause a team to behave differently. The observer has power over the subject. For example, physicians may pursue medically futile measures if the family's present reminded them of the patient's humanity. The team may adopt the appearance of heroic behavior to continue without any benefits to the patients. Some have expressed concern that interference may come in the form of surrogates withdrawing consent, especially if seeing a procedure, even a medically appropriate one, seems inhumane or futile. However, physicians must only recognize valid consents, which must be properly informed. Doing something secretly on an agent because disclosure would alter her decision to consent is deceptive and deception should be avoided. 
Another concern is the patient's privacy. Optimally prior to a procedure, the patient consents to have his procedure observed. The case of CPR, the patient is very exposed. He may not want his relatives to see him like that. On the other hand, when a resuscitation team performs emergency CPR, a patient cannot possibly consent to being observed while unconscious. If a physician anticipates resuscitation in the case of the ICU, she can initiate conversation to assess the patient's wishes possibly to get consent to offer the family the option to witness. There is definitely a challenge presuming consent when no advanced directive exists. It might be important to survey if people would mind their confidentiality broken during CPR, especially if it were to benefit family and staff. A social survey might be helpful. Some worry witnessed resuscitation might place the institution at greater liability. Observers may witness procedure events such as errors or utterances, which would damage the reputation of the team and the health care organization. Some relatives may incur emotional harm from witnessing such traumatic experiences occurring to a loved one. It is foreseeable that relatives may hold the organization accountable for compensation—, a result that has already occurred in England. However, other reports seem to indicate offering the relatives the option to witness may mitigate liability as it tends to improve the overall satisfaction with the experience. It also allows the relatives to strengthen their bonds to the organization and may reduce suspicion dramatically qualifying the understanding that everything was done. As I have discussed, the reasons against witness resuscitation may not be adequate for refusing patients' and relatives' requests to be present. Even though the concerns against the practice are real, health care organizations may act proactively to mitigate the ill effects of allowing families to witness resuscitation. 
For example, some current programs as mentioned before, offer a support staff member, usually a nurse, social worker or chaplain, who is not part of the code team. The staff member prepares the family for viewing CPR as well as tend to the family during it. The family should be told of the expected outcome, which might make expectations more realistic. Afterwards a staff member remains with the relatives to support them and offer them information. A chaplain may be especially helpful to provide spiritual support in discussing what resuscitation meant. The staff may also need training in order to engage the family, in order to change the culture surrounding resuscitation. Training should encourage compliance to an established program including some attempt to preserve patient consent. In conclusion, healthcare workers need strong ethical justification to dismiss families' requests to remain in the resuscitation room, but the traditional assumptions used to act paternalistically may not be valid.

MODERATED DISCUSSION

Dr. Berkowitz: 
Thank you Bram. You and Sheila have certainly given us a lot to think about. We still have about 15 or 20 minutes for open discussion of this topic. So, callers, feel free to introduce yourself and let us know what you are thinking.

Ware Kuschner, MD, Palo Alto VAMC:

I really enjoyed the two discussions. I have a question that I suppose is not directly related to this, but it is indirectly related. It is in regards to where we draw lines in terms of family members witnessing some of the events that go on in the hospital. I wonder if we take it to the extreme, is there ethical justification for allowing family members into other settings such as operating room. We certainly allow medical students and representatives from industry into the operating room. Does this open up a Pandora's box in terms of latitude for family participation or witnessing of events going on in the hospital? Thank you.

Marion Baxter, Richmond VAMC: 
I enjoyed both comments as well. I missed the beginning of Sheila's presentation and so I apologize. I can remember back in the '70's working what was then the new neonatal intensive care unit. It was not unusual to have families present as those little tykes would crash at any minute. What was important was that there be a staff person, a clinical person, who could be there and walk the families through each step as it occurred, so that there was no misunderstanding about what was being done and what the thinking was and why something was being done. So, I don't think we would say yea or may for it at this day and time. I certainly would not be opposed to it in our facility, but I think it would be important if it is going to be done that there must be a clinical person available to explain each step of the way. Thank you.

Dr. Berkowitz: 
Sheila, can I just ask you to jump back to Ware's comment? You alluded to the Parkland system where that not only included resuscitation but also other invasive procedures, if I heard you correctly.

Dr. Young: 
Right. Any kind of emergency invasive procedure.

Dr. Berkowitz: 
Did theirs cover operative interventions that were elective or planned?

Dr. Young: 
No, but I guess the line has already been crossed in terms of dad's being there for C-sections and things like that. We have family members in the operating rooms for those kinds of things. 
Dr. Paul Jensen, Reno VAMC: 
The Parkland Memorial Hospital is a 1,000 bed level 1 trauma center, second really, I think the lead in this country in terms of investigating this whole issue. There they list a series of invasive procedures like central line placement, lumbar punctures, this kind of thing. It did not include the regular things like operative procedures in the OR. This was the emergency dept, invasive procedures and attempted CPR. And their experience with the attempted CPR as Dr. Young mentioned is 90% fatalities. It was a great opportunities for families to have better closure on the loss of the family member.

Dr. Young: 
A couple of other procedures they listed in their study were orthopedic reductions and chest tube insertions.

Dr. Berkowitz: 
Does that policy address or does anyone have any thoughts on what to do with practitioners who are just uncomfortable, nervous or feel that their performance would be degraded by the presence of family members?

Dr. Jensen: 
You bring up a valid point. I think again Dr. Young mentioned this that the approval has to be by the patient, if the patient is conscious to make such an approval, or if he isn't, the provider has to, like the attending physician who is leading the code team for example, would have to approve it, and the family members have to be willing to do it. Those family members that refused it, why then that's honored as well. It is just that they are given the opportunity. Also, in terms of family members, we are not talking about 12 family members at one time. Usually you have one or two present during the code or invasive procedure. And they only often, at the Parkland Memorial Hospital, would only be there for 2-5 minutes and then they would leave and maybe some other family members would be brought in who would be properly coached. So it's not just pandemonium at all. I think it is a very measured type of thing and I think overall the evidence shows that there is strong support for this and believe it or not the American Heart Association for the first time ever last year came out in support of this. In fact, it was published in the American Heart Association's weekly journal entitled Circulation. In the Aug, 2000 issue there is a thick supplement, 383 pages, describing details of CPR but there is the issue of family presence specifically addressed on page 19, and they recommend it. The article "Guidelines 2000 for Cardiopulmonary Resuscitation and Emergency Cardiovascular Care." It's the international consensus on the science of this issue. I see change in this whole matter and certainly I think the American Heart Association support of this is very significant.

Dr. Battar, Iowa VAMC: 
I am a geriatrician and my stand would be somewhat different. We do have severely ill patients and the majority of their families are frail, elderly women. We had experience in this. It started when they did ask to be present and we actually use a lot of discretion and we just encourage them "you could wait here, and we will let you know." Not just for coding. They cannot tolerate even when we are just doing a decub debridement, etc. I think when companions or spouses of elderly patients who themselves are frail and elderly people, I would be much more discrete in letting them witness procedures, even though they are interested in that.

Dr. Young: 
I think you make a very important point that we really need to look at these people on a case-by-case basis, the age cohort, their background and their needs.

Dr. Gary Abrams, San Francisco VAMC: 
I have a question. Where do we draw the line on this. What if a family wants to videotape the resuscitation? Where does the local judgment of the professional community come into this particular argument?

Dr. Berkowitz: 
I will take a stab at this one. I think allowing the onlookers that that premise is predicated on the fact that it is justifiable because it will do some good, either for the family or for the patient, by providing support and a presence. I am not sure that you could say the same about making a videotape. So to me that is over the line. That's my personal opinion. 
Dr. Jensen: 
I think that basically over the recent couple of years here I have asked various healthcare providers, nurses, physicians, social workers, etc., just casually during conversations, would they want to be present if a close family member were getting CPR. I have yet to hear anyone say they didn't want to be present. I think that is kind of a gold standard. And in fact one of the articles in the American Medical News published here in 1997 on this issue, about a 4-page article, cited one of the emergency dept physicians who had taken initially the stance against family presence and then his wife talked to him. As he put it, it caused him to reconsider the whole matter. She sure as hell wanted to be present if he were getting CPR. So I think that is sort of a typical paternalistic attitude, "well, we have to protect those" and so on. I know that if my wife, we have been married 49 years, and damn it if she were undergoing CPR, I would want to be there, and I would be there. 
Dr. Berkowitz: 
Ware, did you have a response to this?

Dr. Kuschner:
I think the issues were raised. There is certainly ample ethical justification for as has been nicely delineated in the two initial discussions about how you can argue in favor of this. Again, I think a couple of the questions that were raised were where do you draw lines? Videotaping it seems like there is a consensus that videotaping would be inappropriate, although arguably it would allow other people to witness since you are only going allow one or two family members in the room. But most people seem to want to draw the line there. I've raised the question, "where do you draw the line in terms of other procedures that go on in the hospital?" Why can't you have family members witnessing open-heart surgery or an appendectomy or just about anything that goes on in the hospital? So I wouldn't say necessarily concerns but my questions are does this have implications for other policies down the road.

Dr. Palmer, Mississippi VAMC: 
Sheila, I'd like to find out how with a Native American population that you also have, how do you approach informed consent or information to families in preparation for this without creating a negative atmosphere?

Dr. Young: 
Actually we haven't formally tried to implement anything. Dr. Jensen, have you worked with Native American families?

Dr. Jensen: 
No we haven't, but I think you have raised a relevant issue, and again we would try. Some of our staff are Native Americans and if they were available to act as intermediaries, we would certainly attempt to do this. But I think we need to aim at what the most common situation would be, kind of self evident, what is being done here, CPR, and what the efforts are going to be and things are going to happen very fast because CPR attempts are usually fatal anyway and you don't have a lot of time to get interpreters, etc. I think you have to use your good judgment and have a trained facilitator assume some judgment. We were thinking of piloting this at our own station in the ICU. As Dr. Young mentioned, our ICU nurses typically already know the families there, and when the patient's code there is already a relationship established, a certain bonding. So I think that could be a help. We would not attempt to apply this ? right on the onset, we would truly pilot it. And we would probably do a year or two, just to see how things go. 
Dr. Berkowitz: 
Have you had reactions to your ICU practitioners regarding this possibility?

Dr. Jensen: 
I've asked some of the nurses there. In fact, the nurses I have asked said they would be in favor of it. They said if it were their family member, they would be there. 
Dr. Berkowitz: 
Any reaction from physicians?

Dr. Jensen: 
Well I think typically the individuals leading the parade nationwide in this whole matter is acknowledged to be the nurses. And typically emergency room nurses. That's a given. And that is often the case. This is another example of where issues regarding ethics and humanity, if you will, are frequently initiated and led by nurses. The physicians in general, I would say about two-thirds of the physicians I have talked with are quite strongly supportive and some, maybe the last third are kind of borderline. 
CONCLUSION

Dr. Berkowitz: 
As usual, we did not expect to conclude this discussion in the time allotted, and unfortunately we are going to end this discussion now. We do make provisions to continue these discussions in an electronic form on our web board, which can be accessed through the VA National Center for Ethics website. We also post on our web site a very detailed summary, almost a transcript of each ethics hotline call. So please visit our web site to review or to continue today's discussion. You will all be getting a follow-up e-mail for this call, which will include the links to the appropriate websites for the call summary and the discussion. 

