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INTRODUCTION

Dr. Berkowitz: 
Good day everyone. This is Dr. Berkowitz. I'm a medical ethicist at the VHA National Center for Ethics and a physician at the New York Campus of the VA New York Harbor Health Care System, and I am pleased to welcome you all to this call. 
By sponsoring this series of ethics hotline calls, the VHA National Center for Ethics hopes to provide an opportunity for regular education and open discussion of important VHA ethics issues. Each call features a presentation on an interesting ethics topic fol​lowed by an open, moderated discussion of that topic. After the discussion, we reserve approximately the last 10 minutes of each call for a "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 those that are the main focus of today's call. 
Before I get to today's topic, I would like to review the overall ground rules for the ethics hotline calls: I do my best to start on time (Sorry about the slight delay today.); We ask that when you talk, you please begin by telling us your name, location, and title so that we can all continue to get to know each other; as the operator requested, please minimize background noise during the call; finally, due to the interactive nature of the call and the fact that at times we do deal with sensitive issues, we think it's important to make two points which we hope you'll keep in mind throughout all the calls: First, it is not the specific role of the National Center for Ethics to report policy violations. However, please remember that there are many par​ticipants on the line, you are speaking in an open forum and ultimately you are responsi​ble for your own words; and last, these hotline calls are not an appropriate place to discuss specific cases or confidential information. If during the discussions, we hear people providing such information, we may interrupt and ask them to make their com​ments more general.

PRESENTATION

Dr. Berkowitz:

Today's topic is Privacy Requirements During the Organ Donation Process. I chose this topic because the Center has received a number of inquiries relating to this issue in recent months, and there seems to be a great deal of both confusion and passion surrounding this issue. VHA Directive 2000-003 was released in February of 2000. It defines policy and establishes guidelines for VA medical centers with regard to organ, tissue, and eye dona​tion, including how each medical center interacts with the local organ procurement organization. The interplay between VA policy, Health and Human Services and HCFA requirements, Joint Commission Standards and the local Organ Procurement Organizations in this area is complex and fascinating. 

We will begin the presentation with a general review of the Organ, Tissue, and Eye Donation Directive, with particular attention to relevant restrictions on how VA personnel release patient medical information to the local OPOs. For this, I'd like to turn to Beverly Zinicola. Ms. Zinicola is one of two Transplant Program Managers from VA Central Office, and she was involved in authoring the directive. Beverly, are you there?

Beverly Zinicola: 
Yes, I am. Hello everybody. I guess by now you have all had a chance to look at the VHA Directive. This was written with the help of the people in General Counsel here in Central Office. What we wanted to do, and it was based on inquiries from the field, was to set some guidelines that should be followed uniformly throughout the system regarding providing access to veteran patient medical records by the OPOs. I followed pretty much what HCFA had put out. The only addition really that we provided here was in regards to the statutes, those three statutes that control VA's release of patient information. They are:

· The Privacy Act, 5 U.S.C., Section 522a, limiting VA's ability to provide information in a living patient's medical record to an OPO without the patient's prior written consent;

· Title 38 U.S.C., Section 5701a, limiting VA's ability to provide to an OPO the name of a patient, the patient's dependents and their home addresses regardless of whether they are living or deceased;

· Title 38 U.S.C., Section 7332. This is the most controversial because it limits VA's disclosure of information identifying the patient, whether he is alive or deceased, as being treated by VA for sickle cell anemia, Human Immunodefi​ciency, or HIV, alcohol abuse or drug abuse. This information cannot be released to an OPO without the patient's written consent. 
If the patient is deceased, Section 522a no longer applies, and Section 5701a, the patient's next of kin may execute a consent authorizing the release of information to the OPO. However, when you get to 7332, under no circumstances except with the prior written consent of the patient can information be released that falls into this prohibitive category. Right now, I can tell you, here in CO, we are looking at a routine use for the privacy sections, that is 552a and 5701a, and that I understand would preclude getting written consent for releasing the names. Without a legislative action, 7332 cannot be altered and must be enforced. If Jeff Corzatt or Jane Joyner are on the line, they can tell me. Am I correct in that statement? 
Jeff Corzatt: 
Yes, your statement in terms of 7332 is accurate. 
Beverly Zinicola: 
I am presently working with Jane Joyner. Right now we have a draft of proposed legislation to address that issue, but until it is submitted and goes through the whole process, we have to follow very strictly 7332. I think that is presenting the problem out in the field. I have gone to many a meeting and have met with OPO representatives from all over at the meetings and have explained to them the limitations that 7332 set on providing them with the information that they seek. Most of the representatives I've spoken with seem to be very understanding of where we are coming from. They appear to be patient knowing that we are trying to alleviate this restriction. 
The other thing that is in the directive is that each center should enter into an agreement with their OPO based on rules set forth by HCFA and that help carry out these conditions, they should either ask for volunteers or select someone to act as the center's desig​nated requestor. That person basically is the liaison between the medical center and the OPO and should be the one to make sure that all the paperwork and consent, etc., are in order when it comes time to contact or not contact an OPO. All this information regarding consent, whether or not an OPO is notified, there is a form suggested in the directive, a form to be used. People can adapt that form locally as long as all the information is there. This way they will have a record when Joint Commission comes in. That is all I can think of to say about it at the moment. Jeff or Jane may want to add anything at this point. I am open for whatever questions are out there. 
Jeff Corzatt: 
I am an attorney in the Office of the General Counsel who deals with information law issues, and I have for quite awhile. I work with Jane and Beverly and the folks here in Central Office in both giving legal advice and on review of the directive. I think they key point to remember here is that Beverly stated that VHA is seeking to include a legislative proposal to amend 7332, and I think we will probably stick 5701 on there just to be on the safe side, to allow disclosure of this identifying information. Once that legislative fix is enacted, and I don't really expect much congressional opposition to this proposal, but who knows, depending up who is looking at it. I think that that would take care of most of the problem. That is all I have to say.

Dr. Berkowitz: 
Thank you, Jeff, and thank you, Beverly. I think that to many people, as the flavor has already been evident from Beverly's and Jeff's comments, VHA seems unique among U.S. health care systems in extending the strict respect for patient privacy through the organ donation process. To explain the ethical underpinning of the emphasis on patient privacy, I'll now turn to Dr. Paul Reitemeier. Paul is a medical ethicist with the VHA National Center for Ethics. 
Paul Reitemeier: 
Thank you, Ken. Thanks for that introduction. I was just discussing this very point yesterday with one of my colleagues here, Ryan Walther. Actually, I should ask Ryan to correct me if I make any mistakes in representing his views. What I want to do is share the conversation that we had. It was very helpful to me. I was noting to Ryan that with all the media attention to organ transplantation lately, it seems that the reasons for increasing organ transplants are so obvious that no one ever stops to mention the donors rights anymore. With tens of thousands of people on waiting lists, the whole emphasis seems to have turned increasingly to organ procurement.

But there are important ethical reasons to not rush to abandon patient rights. The main ethical concern has to do with the way the very idea of organ donation is first suggested to a patient, or actually what is more likely under the circumstances, the family of a dying patient. It's such a momentous and irreversible decision that it's terribly important it be approached in the right way so as to foster thoughtful and collaborative decision making with the patient and their family 

Ryan’s point was to wonder whatever happened to the idea that patients should control the flow of their own health care information?

Is that about right, Ryan?

Ryan Walther: 
Yes, that's pretty much it. Although I understand that the circumstances in which requests for organs arise isn't quite the same as requests for most other things. I still think it's important for us to ask patients what they want with regard to releasing their private information to organizations outside of the VA.

Paul Reitemeier: 
I would agree, Ryan. I think serious illness is a time of heightened uncertainty and terrific personal vulnerability for everyone. That is one of the reasons we work so hard to manage death and dying in a dignified and peaceful manner so that it can provide the patient and family with the maximum amount of privacy that we can pos​sibly arrange under the circumstances. That includes preventing any well-meaning visits from unwanted persons, including organ procurement specialists. 

Ryan Walther: 
Yes, but in one sense don't these polices that prohibit notifying procure​ment specialists somehow put the VA and its patients above being bothered to participate in something that that the rest of the country seems to have accepted already? Are the VA patients somehow ethically special?

Paul Reitemeier: 
No, it's not that they're ethically special, it's just that the VA recognizes the patient's right to privacy and extends that right through the organ donation process. In fact, we might argue that the ethical protections the VA offers to its patients are in fact the standard that ought to be provided everywhere, but we're the only ones who've put it into practice.

Ryan Walther: 
So where does fairness about organ procurement fit into all this? 

Paul Reitemeier: 
I think the VA approach is very fair. First of all, it does not under any circumstances prohibit organ procurement. In fact it certainly supports increasing organ donations. VA just doesn't want its veterans' information released without the consent of the patient. Many people find the subject of organ donation completely unthinkable when it's their family member who is being approached. Now, if they'd discussed that earlier and made a conscious decision about it, that's fine, then we can proceed based on that decision and shared understanding. So the VA really does encourage all of its health care professionals and its patients to have that conversation about organ donation on their own terms and in their own way, but before it's a decision that must be made in just a few minutes.

We have these tough standards and policies on privacy because we recognize that our personal information is enormously influential in controlling who we are as individual persons. The VA believes very strongly that patient's should control their own information, and we collaborate with them on the release of that information. When we give someone access to personal information, we are really surrendering a little bit of that person over to them and they become vulnerable if the persons with the new information decide to use it against the patient or to someone else's advantage. That's certainly not something we want to allow and so we guard patient information as closely as possible, and one way is with these restrictions on release of information. The VA certainly encourages organ donation by eligible veterans but not at the cost of invading or compromising the patient's privacy. Ken, that is all I really have to say on the ethical underpinnings of the privacy requirements. Do you have comments to add?

MODERATED DISCUSSION

Dr. Berkowitz: 
No, but thank you, Paul, and thank you also, Ryan. We do have about 20 minutes for an open discussion of this topic. I think there are certainly enough seeds planted in what our presenters have said. So, we'll open the lines. Feel free to speak up. I'll try to keep the dialogue moving as there are many different aspects of this topic to discover. Any comments or thoughts?

Beverly Ross, Richmond, Virginia VA: 
We have been discussion organ and tissue dona​tion in our committee, and we had a situation come up regarding the donation of the body, and that particular portion does not seem to be addressed by the directive. 
Dr. Berkowitz: 
Are you referring to direction of the body for use as a cadaver?

Beverly Ross: 
Yes. 
Dr. Berkowitz: 
I think that that is a separate area that is not covered under these regula​tions. Again, this is organ, tissue and eye donation for use in transplantation.

Beverly Ross: 
Is there a policy that exists regarding that?

Dr. Berkowitz: 
If you send me off an E-mail, we'll do our best to help you clarify that. For this call, though, I would like to stick to the organ, tissue and eye donation, please.

Beverly Ross: 
Can you tell me your name again? 
Dr. Berkowitz: 
Kenneth Berkowitz. Send it to vhaethics@med.va.gov. 

Beverly Ross: 
Thank you. 
Dr. Berkowitz: 
Thank you 

Joanne Flannery, New York VA Harbor Health Care System: 
I can appreciate protecting the patient confidentiality, and I think it's a very good practice that we have here in the VA. But do you think that we might be harming the very veterans that we are trying to protect because many of them have the diseases that warrant organ transplantation and by not allowing the organ procurement organizations to come in to ask families to donate the family's organs, we might be doing a disservice in the long run, to the very veterans who could be helped by organs. 
Beverly Zinicola: 
I'm not quite sure what you are getting at because if they fall into this prohibitive category, more than likely they would not even be an organ donor. When I say "organ," I am talking solid organs, not eye, tissue, skin, things like that.

Joanne Flannery: 
I am thinking specifically of the increase in Hepatitis C. In fact, some people who are infected with Hepatitis C can be organ donors, and I have even heard from veterans who have been transplanted with organs donated by people infected with Hepatitis C.

Beverly Zinicola: 

There is nothing that says a person who does not fall into the prohibi​tive category, set out in 7332, if they have Hepatitis, there is no reason there should be a problem. 

Joanne Flannery: 

But since so many of our patients fall under 7332, limiting the pool of potential…. 

Beverly Zinicola: 

You wouldn't be limiting it because they more than likely would not be acceptable as an organ donor based on the fact that they fall into this prohibitive cate​gory.

Dr. Berkowitz: 

Beverly, while I think that might be true for HIV patients, I'm not sure that that's true for people in the other categories, sickle cell anemia, drug or alcohol abuse.

Beverly Zinicola: 

I am speaking broadly; I am not a clinician. If you think about sickle cell and you think about the other abuses, they have a tendency to affect the major organ systems of the body, which could prohibit the solid organs from being used. It might not prohibit other things like bone, eye, cornea, skin, things like that. 
Joanne Flannery: 

But I'm telling you that they are transplanting organs that were donated by patients infected with Hepatitis C. 

Beverly Zinicola: 

I didn't say Hepatitis C was excluded. 

Joanne Flannery: 

So, okay, so that's the point I am missing. Hepatitis C is not excluded.  
Beverly Zinicola: 

No. It is just sickle cell, HIV, substance abuse, alcohol abuse. 

Dr. Berkowitz: 

And, again, those patients are not excluded. They are just excluded if they haven't given prior written consent. 

Beverly Zinicola: 

Exactly. 

Dr. Berkowitz: 

But, I think Joanne, and correct me if I'm wrong, that what you are try​ing to express is that the values that the VA is weighing in the system are: personal privacy versus the desire or the need of the entire population to increase organ donation. This will, in fact, return organs back to our own population.

Joanne Flannery: 

Yes. 

Beverly Zinicola: 

Just on the side, because when I was writing this directive I was curi​ous myself. I went out to the OPOs and I asked them if they could provide to me from the past two or three years information regarding donations from the VA, and I would have to say that at least 95 percent of the donations made by VA patients were either eye or skin. Very, very rarely has it been a solid organ. I'm not saying that it doesn't impact, but I'm saying the VA is doing their part. The patients are doing their part; they just have not been eligible to provide solid organ donations. 
Dr. Berkowitz: 

Do we know if the privacy restrictions have led to the perception that our patients' organs are not available or eligible? 

Beverly Zinicola: 

No. Those patients names were given to the OPOs, and they came in. The OPO makes the determination of whether the deceased is eligible to donate organs from a medical standpoint, and they would come back, and they would only do the skin and eye. I don't know all of the details. I am not involved in it. I am just saying what the report from the OPOs to me said. 

Dr. Berkowitz: 

I think what you are trying to get at is somehow we need to assess the potential for the VA system as a pool for organ donation. Even assessing the potential donation rates for our medical centers has been very difficult since there are limitations on the information we can release to the OPOs to do such assessments. 

Ginny McBride: 

(HRSA Office of Special Programs). I just wanted to pipe up here if I could for a moment.

Dr. Berkowitz: 
Thank you. 
Ginny McBride: 
I would like to encourage each of the VA hospitals that are listening in today to talk with their OPO about the record review process. Yes, it's true that the vast majority of the time, OPOs conduct the record reviews for the hospital and generally it is considered a service to the hospital because they very often don't have the time to do it themselves. But I think that there are certainly mechanisms that could be tapped into that the OPOs could train the staff at VA hospitals to do these record reviews on their own and then perhaps the VA hospital could report back to the OPO in an aggregate fashion not in a patient specific fashion in terms of the number of patients that would meet the eligibility criteria for organ, for tissue, and for eyes. I think that would give everybody a really good idea of how much time and effort should be applied to tackling some of these issues on a hospital by hospital level because for some hospitals it may be important to devote a lot of time to it and to other hospitals, it may not be important at all, based on the patient population that you serve. I think there is a lot of opportunity for collaboration here.

Roberta Ruimy, Portland, Oregon, VA: 

I am the transplant specialist here. I've been working very closely with Beverly and with our OPO on our policy, and I have some problems here. One, Ginny, that you just mentioned, maybe the VAs could work on reviewing the charts themselves. We have significant staffing issues that that would involve. Plus the OPOs would prefer to review the charts themselves.

Ginny McBride: 

I agree they would prefer to do it themselves. 
Roberta Ruimy: 

Because they know what makes an appropriate donor and to try to train staff to recognize what would be an appropriate. At this point we are unable to give our records to the OPO because of the Privacy Act. They used to do our record reviews for us, but they can no longer do that. 
The other concern that I have and maybe someone can answer this question for me is if we were to initiate advance directives and ask the patients upon admission–we have problems with this as well–but if were to ask the patient upon admission if they were interested or would be willing to consent to donation upon death, my understanding is that release of information forms expire upon the death of a patient. How do we get around that? 
Dr. Berkowitz: 
Any comments on that specific question from any of our listeners?

Dale Smith, with the Regional Counsel in San Francisco: 
We are trying to work on some OPO agreements for our Hospital Division 21, and one of the problems that we have run into is there are basically two approaches you can take. One is that you get a blanket consent upon admission and then go with the patient's wishes after that. But that is not exactly a good way to do it either because nobody likes to talk about organ donation when someone comes in for a procedure, it's not exactly the best thing psychologically. I am not so sure about the expiration of the consent. I don't know of any rule that requires that the consent expire upon death. If it is made specific for that purpose, I think we could accept it. 
The other approach is to get consent from the next of kin after death and that would exclude all the 7332 cases because the next of kin can't consent to that release even after death. So, we've got a problem here, where we are trying to tackle it. Also the OPOs would definitely like to do the reviews themselves because they are the ones who determine exactly what people qualify. I'm not sure why we can't have a contract with the OPO, and as a contractor, they're able to review. I know the General Counsel has made a determination that we cannot enter into a contract with them like we would on most cases. We enter into a contract and then that contractor is entitled to what could be a record that is governed by the same Privacy Act provisions as a employee. But I know that is one decision the General Counsel has made. It seems like we've got a very difficult row to hoe in trying to get a contract with the OPOs because they want to hand us the contract from the private sector and we have to modify it. And no matter how we modify it, it is not really a good contract.

Dr. Berkowitz: 
Any comment from Jeff Corzatt, Jane Joyner, or Mike Cantor on those specific legal questions?

George Kelly, VA New Jersey, East Orange Campus: 

My problem is saying that the consent expires. What about people who have their licenses with the designation that they want to be organ donors and they specify what they want done?

Beverly Zinicola: 
In a way that almost does expire because even if you indicate that, you'll find that the family still has the last say.

Unidentified Female:
That is becoming less and less true.

Beverly Zinicola: 

That is good to know. There is a form, VA Form 105345, Request for and Consent to Release of Medical Records protected by 38 U.S.C., Section 7332. One of the statements under the authorization says, "Without my express revocation, the con​sent will automatically expire upon satisfaction of the need for disclosure." I feel that this form does not expire just because the patient does. If he is signing this that you can review his records, then once you release it to the OPO for their medical record review, at that time the consent would expire. 
Jeff Corzatt: 

I agree, Beverly, with you and with Dale. I don't think that death in and of itself would terminate a consent unless death were one of the express grounds for termination of the consent that was signed. Some consents offer some things. They say, "this terminates upon this event or upon my death." But after that, I can't think of anything off the top of my mind that would lead to the revocation of that consent. 
As to the contract issue, they are not a contractor doing a VA function. Therefore, it doesn't apply. So that is why that doesn't work. I also agree with Beverly's statement that the driver's license issue doesn't go to consent for release of the record. The consent for release of any information has to be specific as to the consent and as to the entity to whom it is being released. And you don't have that with just the simple designation on your donor card. 

Dr. Berkowitz: 
Thanks, Jeff. I'd like to turn the conversation back to what I think is really a fundamental question. There seems to be a push that I am hearing to go to a routine use format, where VA will then routinely release information about its patients to OPOs. I am wondering if there is really evidence that this will increase the procurement rate. The reason I ask that question, as opposed to an alternative hypothesis, that the current VA system, if it were applied properly, might be better, is that I think there is data that suggests that discussion of these issues between patients' families and providers might actually increase procurement rates. Specifically, I am referring to HHS data that came out of an Agency for Health Care Policy and Research study which showed that less than half of families would consent to have their deceased family member's organs donated if they were unaware of the patients wishes prior to the patient's death but nearly all people said that if they knew that their loved one had requested organ donation, they would consent. So I want to return back to the fundamental question: should the VA be moving towards routine use or should the rest of the country and other health care systems be moving more towards restricted use to encourage discussion between patients' families and practitioners?

Joanne Flannery: 
This might seem like a very basic question, but I am wondering what is the protection for specifically? 
Dr. Berkowitz: 
Jeff, any thoughts on the historical evolution of these protections? 
Joan Cummings, Network 12: 

It came out of the concern about the number of HIV patients we were treating and the potential for HIV patients to be discriminated against in the rest of the world. Which is why the Privacy Act recommendations are very powerful and are very different than for other patients.

But I do have some concerns in terms of the question you asked about routine use versus restricted use. I think we are interfering. I think the commonest method that is very usu​ally done is driver's license. Most solid organ procurement occurs following car acci​dents. It is head injury that gets you the solid organ donors, and these are not people who generally are ill or think they're going to die. But it is very common for the states to be moving to identify the license. For the rest of them to add another thing saying we need it, I think it is counterproductive to try to work with organ donation. I think the Privacy Act piece here needs to be looked at, saying if there is evidence for donation, of a driver's license, which almost all states use, saying they want to do that, that should allow us to somehow get the family and the others involved.

Dale Smith: 
As I see it the biggest problem is 7332, not so much the Privacy Act, because we can get the consent of the next of kin upon death for everything but a few of the 7332s. I think the drug and alcohol we simply don't give them drug and alcohol program records. Tell me if I'm correct on this Jeff, or Jane. I think we can easily exclude those records from the records we give to the OPO and then get consent from the next of kin to anything else, which would always be the HIV and/or sickle cell records, that would be a problem, and that would exclude them. I think it really is the 7332 records that cause the biggest problem for post death consent.

Dr. Berkowitz: 
I think that the Privacy Act comes into play more often because the OPOs want to be notified of patients who are felt to be imminently dying before they die. 
Dale Smith: 
Right. But before they die the Privacy Act would still apply, but we are probably not talking about organ donations. We are probably talking mostly about tissue donations, which is, I think as you stated earlier, the bulk of what comes from the VA.

Ginny McBride: 
For tissue, notifying the OPO after death is perfectly acceptable. They don't need prior notification for tissue donation. 
Joan Cummings: 
For solid organ donation, you do want to know before. We have patients transferred to some of our facilities in coma, following trauma, and the OPOs will want to know before they die, so they can approach the family.

Ginny McBride: 
And if that's not possible, then it is certainly workable to wait until brain death is declared and then have the OPO talk to the family after death. That's doable. 
FROM THE FIELD

Dr. Berkowitz: 
As I expected we've run out of time for discussion on this topic. We do make provisions to continue these discussions of what I think are very important and still unresolved issues in an electronic discussion on our WebBoard, which can be accessed through the VHA National Center for Ethics Web site. 
We also have been posting very detailed summaries of each and every Ethics Hotline Call on the National Center for Ethics Web site, and I would like to thank Arden Fendrich and others up at the National Center for Ethics in White River Junction for help with that. So, I do look forward to continuing this discussion and our prior discussions there. I will be sending out follow up E-mail for this call, which will include the links to all the appropriate Web sites. 
For the next 10 minutes which we have left in the call, we'll go to the "From the Field" section. One of the goals of this series of Hotline Calls is to facilitate networking among ethics related VA staff and to facilitate communication between the field and the National Center for Ethics. 
This is the section of the call which gives you your opportunity to speak up and let us know what is on your mind in areas other than the main focus of the call. And, it is really a chance to ask quick questions, make suggestions, bring problems to our attention, bring up ideas and ask for your colleagues opinions. Just remember we can't do just to specific consultation requests and we ask that you continue to bring them to our attention via E-mail or telephone. 
So we can open up the discussion now to topics other than the privacy and organ donation.

Carol Biggs, San Antonio VA: 
I just wanted to make one quick comment regarding the organ, tissue, and eye donation. We've had a Memorandum of Understanding with our OPO for the past two years. There has been very open communication. They've been an excellent resource for us. They came out at the beginning and screened many of our records to get a feel for what type of patients we have and how many potential donors we would have. I am proud to say that we did have one actual organ donation, approximately three months ago. We've had a very good process, but not when they have thrown in these issues of the prohibited categories, it is matter of who would be best to obtain the informed consent from the patient upon admission, whether now it has to be a clinical person talking about all the ramifications of organ and tissue donation, as opposed to a clerk.

Dr. Berkowitz: 
Thank you, Carol. And if you would like to add that to the WebBoard, I am sure we could continue the discussion there. Does anyone have anything else on their mind other than organ donation today? 
Dan Eldridge, San Diego VA: 
I am in Dr. Arnold Gass's office and a question that we had come up in our ethics meeting last week was in regard to the living will registry. We wondered if anyone has had any experience with the living will registry and if you have, what that experience is? Also, we were wondering if the VA wants to have a national policy on this living will registry or to handle it on a local level?

Bill Nelson, National Center for Ethics: 
It is my understanding that there are several different living will registries that different organizations have propagated. Maybe you could say more about how you would use this or what is the issue regarding its use?

Dan Eldridge: 
Actually, we have not used it. It has been a part of our discussion. This is the one that originated in New Jersey. We found out about it through a Web site, and we were told that there were two different VAs that were currently using this particular registry, and one was in Lebanon, Pennsylvania, the other one in Cincinnati. Contacting both of those VAs, I was not able to find anyone who was aware that those hospitals were using that registry. Within our social work service, which does our advance directives, there are some different opinions as to whether or not we should use this registry since we actually go about it in a whole different way. Our question was if anyone has had any particular dealings with U.S. Living Will Registry, which is the name of it in New Jersey, and if you have, if it was good or bad. Do we handle this on a local level or is there going to be a national policy.

Mike Cantor, VHA National Center for Ethics: 
VHA has not created a national policy regarding living will registry. And you are right, there is the U.S. Living Will Registry, which is at www.uslivingwillregistry.com. My understanding is that California also wants to create a statewide registry. I think that these are opportunities for veterans who want to have people outside of our system have access to those as well as advance directives, which is a broader and more proper term. I would guess that they could be advised that these things are available for them. I think we have the luxury within the VA system of having an opportunity to look at electronic medical record systems across the country. If someone comes in and you know that they have been seen in another VA, you could check their records remotely to see whether or not they have an advance directive note or whether or not they have something entered into their CWAD system, which is often used to advise people about the presence of advance directives. There are complications in terms of seeing remote views, how do you know who has seen it, what facilities, etc., but I think that we have an opportunity within the VA to work to improve those technical fixes so that we make the information available within our system. For the veterans who go outside of our system, I think we should at least make information available to them, perhaps not necessarily within the framework of an official VA policy, so they know that they have opportunities for people in the community to be as aware as we are within the VA of their advance directive.

Dan Eldridge: 
Okay. That's a big help. And actually that goes along pretty much with what the consensus was in our ethics committee meeting last week, so I appreciate that input. 
Roberta Ruimy:.
Just a question. The question has to do with organizations that do have access to these records on the patient, and I am wondering why an OPO would not fall under the same guidelines that, say, JCAHO as a review body, would have in reviewing records since it is a confidential health organization?

Dr. Berkowitz: 
Again, I think that this is not something we can do justice to in a very brief time so I really hope we can continue this and other points on the WebBoard. But I do need to take just one minute to thank everyone who worked hard on this call, the conception, planning, and implementation. It is not a trivial task, and I really appreciate everyone's efforts. 
The next call is Tuesday, February 27, 2001, at that's again at noon. The topic of that call has yet to be finalized so look to the Web site and to your Outlook E-mail for announcements. Again, I will be sending out a follow-up E-mail for this call, with E-mail addresses and links that you can use to access both the National Center for Ethics Web site for a summary of this call and the electronic WebBoard discussion. Remember the summary of prior calls are available and discussions of prior calls hopefully are ongoing. Please let us know if you are aware of someone who should be receiving the announcements for these calls and didn't. Or if you didn't receive electronic announcements about this call and you would like to be put on the mailing list, please let us know. Again, thank you, for everyone. And, we'll talk to you again on Tuesday, February 27 at noon.
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