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 SESSION 5: TOWARD A "RICHER BIOETHICS": ARE WE OUR BODIES?
 DISCUSSION OF "WITHER THOU GOEST" BY RICHARD SELZER, M.D.

CHAIRMAN KASS: All right. Welcome, everybody. I hope people are refreshed.

This morning's opening session is on the subject of "Toward a Richer Bioethics." I want to
 remind everybody that when we began, one of our aspirations was to try to find discussion of
 bioethical topics that didn't simply begin with the techniques, but began with the goods in
 human life that we are eager to support and defend and those aspects of human life that are
 touched by the new biomedical technologies.

And at the very first meeting, we discussed a paper by Gil Meilaender, which was called "In
 search of Wisdom: Bioethics and the Character of Human Life." And in that paper, Gil
 identified four different themes that were somehow central to bioethics even though very
 often they were somehow implicit in most of the conversations, even if they were rarely
 thematically treated.

And the first of those issues, themes that Gil mentioned was the theme of unity and identity
 of the human being, and in that part of the paper, he called attention to two questions about
 the unity and identity of the human being. One is the question of whole and part. I mean, do
 we somehow understand ourselves as a unity or simply as an aggregate of removable parts,
 whether it be genes or organs.

And the second question about the unity and identity of the human being had to do with that
 aspect of us which is hard to simply identify with body, which Gil called in that essay "spirit."

And I'll just read the last paragraph so that we'll have at least an echo of that conversation. "It
 is fair to say, I think, that in reflecting upon the duality of our nature" — and this was at the
 conclusion of the discussion of body plus this extra or addition — "we have traditionally
 given a kind of primacy to the living human body. Thus, uneasy as we might be with the
 living body from which the person seems absent, we would be very reluctant, indeed, to bury
 that body while its heart still beat.

"In any case, the problems of bioethics force us to ask what a human being really is and in
 doing so, to reflect upon the unity and integrity of the human person. We must think about
 the moral meaning of the living human body, whether it exists simply as an interchangeable
 collection of parts, whether it exists merely as a carrier for what really counts, the personal
 realm of mind or spirit, and whether a living human being who lacks cognitive personal
 qualities is no longer one of us or is simply the weakest and most needy one of us."

The story by Richard Selzer, a now retired surgeon who practiced for many years at Yale and
 a marvelous essayist and short story writer — the short story "Whither Thou Goest" is taken
 from a book of his called The Doctor Stories. It gives us an opportunity to think about those
 large questions with some additional complications, since we are now dealing not so much
 with the burial of a man whose heart is still beating, but the burial of a man whose heart is
 still beating somewhere else.

And I think maybe just begin with kind of an open-ended question. Do people find this story
 bizarre, weird? I mean, what do you think of this? Just to see where we are for openers.

PROF. SANDEL: Well, you said, Mr. Chairman, that this story was a suitable reward for our
 good behavior. I would say it was a reward for our behavior.

(Laughter.)

DR. FOSTER: I wouldn't say that it was a bizarre story, but I would say that a number of the
 elements in the surviving wife are in my own experience unusual.

And what I mean by that is in some places, the State of Texas, for example, requires that one
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 ask for organs for donations. It's against the law not to do this. So physicians, we do this all
 the time.

And my own experience is that many families find as part of the defense against the loss of a
 loved one is the fact that the loved one's organs have brought life to others or sight or
 whatever. In some sense it says in this tragic Samuel's death, it's a premature death, and it's
 what I would call a theodicial death. That is to say, he was going to do a good deed. He was a
 good Samaritan to fix a flat tire, but it was a trap, and he was killed.

So that becomes either a secular or a religious theodicial problem, a theodocy, an expression,
 a death that entails not just natural death, but the problems of additional suffering because
 it's premature and happened to a good person.

Sometimes you get cynical about that. My residents oftentimes say in the hospital, you know,
 the drug dealer who's got endocarditis lives and the intern who's wonderful dies. You know,
 so they sort of think cynically that the good die and the bad live, you know.

That's wrong. I mean, I don't think that that's the case, but this was a theodicial death
 because it happened during a good deed. And of course, if one is religious, then you know,
 you shake your fist at God and say, "How did this happen?" whether it's Auschwitz or
 Samuel.

But most people, in my experience, feel that there's a redeeming component to the death,
 even if one continues to grieve or be angry, if life comes from it.

I was just thinking about that this morning. Let me tell you one quick, little story. I was called
 about a year and a half ago late one night about the son of a family that I knew. He was a
 captain in the army. He and his fiance and five other young Army officers had come to
 Washington to run in a track and field meet.

On the way home, near Arkansas, near Little Rock, the van rolled over, and he was killed and
 his fiance lived.

Subsequently, there was, of course, great grief. This young man was a West Point graduate, of
 great talent and future. His wife subsequently was sent fairly shortly after this to
 Afghanistan, and she wrote me around Christmas last year, and she kept talking about "my
 soldiers." She was in the earliest contingent. They had no showers or anything else there.

And one of the soldiers had committed suicide. She felt so one of her soldiers. She kept calling
 them her soldiers. He got depressed being over there and killed himself.

But in her letter, I don't have it with me, but I remember her saying that her — I had said
 something about her compassion for her soldiers — and she said her fiance's death had
 changed her life. She felt differently about her soldiers because of the pain of her own loss
 here, and in that she said, "It comforts me that," like Samuel, his organs had brought life to
 other people.

So I think this sense that this was just doctors asking to give away a heart or something like
 that and they didn't really think about it, and that there was no sense in the whole story, that
 she thought that was in some sense — to me, she didn't say that she thought that was a good
 thing. I mean, she's searching for the heart, and I'll comment about that a little bit later if we
 have time.

But I think that Hannah's response is unusual in my experience for those who are organ
 donors, and I find that to be the truth.

I mean, I take care of the poor. I mean, we take care of the poor, and that's true for poor
 families, as well as educated families, and so forth.

So I don't think it's a bizarre story, but I think it's not in my own experience a common thing
 where the donation of life is considered a plus and partially doesn't ameliorate the grief, but
 it helps a little bit.

CHAIRMAN KASS: Mary Ann, was that —



PROF. GLENDON: When I first read this story, I really thought it was weird. I thought it
 belonged in Dr. McHugh's department.

(Laughter.)

PROF. GLENDON: Then I started to think of it as a story about grief, and I started to
 remember a lot of behaviors that I guess might be considered weird, but they're sort of on the
 borderline between this story and a normal grief reaction.

When somebody dies, if they're buried in a grave, we very often visit the grave. Some people
 visit the grave more often than others, especially right after a death.

One of my colleagues in Boston visited the grave of her husband every day for over a year.
 That might seem a little weird, but actually you could almost write a short story about it.
 Once on New Year's Day, she met a guy who was visiting his wife's grave, and they started to
 date. So it just sort of had a happy ending.

But here's this woman Hannah who if she wanted to visit a grave, she has the problem of
 what's in the grave. Where is my husband because he's been disaggregated?

And so I think that produced part of the confusion there. Then that led me to think about the
 title of the collection, Doctor Stories, and to think that there's a way in which this story is
 about doctors as well as about Hannah.

It begins with this rather abrupt statement, "brain dead," and she's in shock. She's trying to
 process that. What does that mean? The brain is dead. Is he dead? I mean, she has to get
 through that.

And then she no sooner gets through that and then she gets this demand for the harvesting of
 the organs.

And, Dan, unlike many people who think this out well in advance and do their families the
 favor of letting the families know what they want, she has to make this decision under less
 than optimal circumstances, and I think maybe that's why she doesn't feel so comfortable
 about it.

So then she says, "Doctors" — here's the one sentence I underlined — "Doctors, they simply
 do what they want to anyway without really thinking."

She gave her consent under circumstances when she really didn't think, and she hadn't
 thought about it ahead. Her husband hadn't thought about it ahead. So she didn't really
 know how she was going to feel afterwards.

She made a decision that seemed for all of the reasons you gave like the rational decision, but
 she didn't understand how she was going to feel about this disaggregation of her husband,
 and I think the behavior here is behavior that's something like visiting a grave when you're
 not sure where the grave is.

DR. FOSTER: I laughed. I said that we started off with the birthmark, and that was sort of
 an attack on the scientists. It was sort of crazy scientists, and then we end up with an attack
 on the doctors, and I feel like a double whammy, you know, because I've tried to occupy both
 of those positions.

(Laughter.)

CHAIRMAN KASS: Well, I mean, actually let me say a word. Mary Ann, I would add to
 your summary of that first conversation what is, I think, absolutely crucial. The physician
 says more explicitly what Dan sort of implies is in the active of organ donation. The doctor
 says, "That's what we call it, harvesting, when we take the organs. It's for a good cause. That
 way your husband will live on. He will not really have died."

And she says, "Dead is dead."

And that first view of hers is subject to reconsideration not least because the suggestion has
 been planted there, I mean, by the physician, and I get part of the weight of the story is is



 dead dead when the vital parts of the deceased are active, but active somewhere else, and I
 think that's part of what's set up here.

Gil, I think I had —

PROF. MEILAENDER: Yeah. Well, I was going to say that I don't think I find the story
 bizarre particularly, and although I haven't paid a lot of attention to the question really, and I
 don't deal with patients, I mean, I know that there's stuff in the literature about the kind of
 psychological dimension that organ donation involves for families and survivors and the kind
 of weird sense of connection that they have, and so forth.

So that didn't strike me as particularly strange, but what I found myself thinking about and
 unable really to answer in a way was what I thought about the woman or what I'd say to her if
 she asked me, you know, "Should I keep writing these letters badgering this guy?" and so
 forth.

I mean, at one level — well, at one level, I do think it's a little strange. At one level I think
 she's making a kind of sort of category mistake. I mean, I don't think her husband does live
 on just because an organ of his is beating in someone else's body.

On the other hand, you know, the body, the living body anyway and even in some ways the
 dead body immediately after death, is still the locus of personal presence. It's the only place
 where we know the human being.

And I guess I find myself in the position of thinking that she's kind of deluded and wrong, but
 understandably so, and I might feel the same way because there is something about the body
 that carries that personal presence.

So I couldn't figure out really what I might say to her. She seems to me to be wrong, and yet
 I'd be very reluctant to try to talk her into that fact, that she was wrong, and so it's just
 puzzling in that way to me.

CHAIRMAN KASS: Paul.

DR. McHUGH: Well, I had a number of responses to it, and you could go on a long time
 perhaps about it, but first of all, just to begin it as a doctor's story, as Dan has spoken from
 his experience, doctors' experiences in relationship to these events vary with the kinds of
 patients they are taking care of.

I take care of patients who are terminal with chronic illnesses, and what happens often in the
 last few weeks is that the transplant people start milling around wondering when I'm going
 to say, "That's it."

And I and my residents begin to feel that there is a little vulture quality to this. Now, I know
 they're doing it for the best reasons, and of course I understand why they are, but since my
 tie is to that person who's in a stupor, a comatose state, and that's not where they are, you
 feel.

So doctors are not of all one mind and all of one experience. They know the conflict here.
 And, in fact, when I speak to these others and say, you know, "You're beginning to get a little
 "vulturoid," they disappear for a while. You can kind of shoo them away for a while because
 they do understand, and they're trying to do some good.

And it's up to us, all of us, to remind them of what's happening with a particular person. And
 sometimes it's the family, and in this situation it's the wife who in some way is saying that.

The second point is this story is a very interesting story about the kind of grief that you'd get
 with a sudden death, again, as Dan said, of somebody youthful and very unexpected. It's one
 of the worst griefs that we experience.

There's only one grief that's a step worse than this, and that's a mother who loses suddenly a
 child between, you know, the ages of about two to age 18. That's a terrible grief, and it lasts.

And in this case, you know, she's talking about a three-year period in which the grief is going
 on, and that's not unusual. That's a stretch, but it's not unusual.



And what she has here, in fact, if you take it from a slightly weird quality, she has this
 nostalgic grief that you'll see amongst patients of this sort, who will wander back, will always
 want to wander back to where they were with the person and where they walked, and they'll
 come and say to you, "You know, what's the matter with me?"

I even have patients sort of like this who come to me and say, "You know, I want to see her.
 I'm very depressed," and I find out that they've had such a grief or such a death. They don't
 come in immediately and say that. They come in and say they're depressed. And they say,
 "Well, my friends tell me I should be over this."

And I always say, "You have poor friends. Get better friends who can really understand. Yeah,
 get better friends who can understand what you're going through."

And so at that level this story was interesting to me, too. At the level of the doctor, the level of
 the grief issues, and the weirdness of it, but the kind of comfort that she got.

But, you know, there is, of course, a very deeper issue here that we should really talk to people
 like Leon and Dan about in the sense that this is deeply alliterative to the Hebrew Bible. After
 all, it begins with the title, "Whither Goest Thou," "Whither Thou Goest."

The woman's name is Hannah, the mother of Samuel. It's talking about gather in the wheat
 and the harvest, and of course, that made me think in terms of my ongoing conversations
 with my Jewish friends who talk to me about the Jewish-Christian differences over the issue
 of the body and the soul, and the idea at least in the Hebrew Bible about instead of thinking
 of an incarnate soul, they want to talk about an animated body. There may be no being apart
 from the body, and therefore, the values were expressed in terms of life as we know it in the
 body on this earth. Okay?

And that was the reflections that I began to have about this, and so the chase therefore here
 over that one — she doesn't chase the corneas. She says she doesn't go for the corneas or the
 kidneys and all because maybe you can't quite see them.

On the other hand, she goes for the animated portion, and I thought that was deeply spiritual
 and deeply meaningful for us as we talk about the deep traditions of our culture.

CHAIRMAN KASS: Unless someone wants to respond directly, I have Alfonso and then
 Michael.

Alfonso, please.

DR. GÓMEZ-LOBO: I think in the end there's going to be a lot of convergence around the
 table, but let me throw my little wrench in here.

After I read the story I felt critical of Hannah, and I know this is an unfair criticism because I
 haven't experienced the loss of a loved one who's really close to me in years, and I'm an organ
 donor. I believe firmly in that. I have it on my driver's license.

But here were my thoughts. My real question was: is it really her husband's heart that is
 beating in this other man's chest?

And my inclination is to say no. Why? Well, I've spent so many years making a living reading
 and writing on Aristotle, and Aristotle has this very firm view that an organ has life and has
 meaning as part of a whole. The idea, say, that you can consider the brain as an independent
 organ, of course, for Aristotle would be totally inconceivable.

And likewise, here I think that one would have to say that insofar as that heart is beating in
 someone else's chest, it's already part of this other person.

Now, I can certainly understand this will to keep a loved one within one's reach, but I also
 think there's a very important human lesson in the idea of letting go, in coming to a point
 where you just give up or, well, literally let go what you are hanging onto.

And this is something I reflected quite a bit with some of the examples that would justify
 cloning back at it, and one of the arguments given by a philosopher that I greatly respect was



 that cloning might be justifiable if a family loses a child and then, you know, clones the child
 to have another one like that one.

And I really thought that was pretty awful because it was an example of not letting go. I mean,
 if you come to a point where you lose someone, I guess that part of one's own healing has to
 be that idea.

Now, Hannah, of course, lets go at the end of the story, but I would have been more inclined
 to side with Ivy, her friend, and say, "Look. This whole thing for the moment is quite crazy."

CHAIRMAN KASS: Could I, Alfonso, maybe?

Is there not some reason why letting go might be more difficult under these circumstances? I
 mean, you have the contrast in the story between her husband, Samuel's dream — sorry —
 narration of how as a boy he followed around looking for his father, and at the end, the
 language is when it finally passed he felt relief and disappointment, relief because at last he
 had laid to rest his father's ghost, disappointment because the wild possibility no longer
 exited.

She has a different reaction at the end. It's not relief and disappointment, but what if the body
 is — Mary Ann said the question is who is in this grave, especially if the body whole hasn't —
 at least there's reason for thinking that he's not all there.

Now, what would you say?

Let me just — in a way, the question, and she puts it this way, she doesn't really know whether
 she's a wife or a widow in some sense because she hasn't been able to — there's some nagging
 question, which I don't think is simply craziness. It has something to do with the ability to
 part with a whole body, especially when the doctor has planted the suggestion, you know,
 your husband won't be dead. He's still alive in other places.

What do you say to this?

DR. GÓMEZ-LOBO: First, I wouldn't doubt for a second that this may be very difficult, and
 I have no warranty how I would behave if this happened to me. I'm sure this is very difficult.

On the other hand, those of use who have had experience with Spaniards, Spaniards can be
 very brutal, and sometimes it's wonderful because they put you against the wall and force you
 to face it. I think a Spaniard would have said to her, "Vamos, chica. Eres un vuida." Come on.
 You are a widow.

And the reason for this is because I think there's a finality in death even in the case of
 transplants. I just don't think that in any reasonable sense her husband continues to live. I
 don't think so.

I think it's much more healthy to accept that he's dead.

CHAIRMAN KASS: And just one last thing. When the bodies are missing, the most recent
 example we had was after September 11th, and the search for the bodies and the search for
 the bodies and the search for any even tiny shred of evidence as an absolutely indispensable
 condition even of the possibility of letting go or of accepting death.

And she said herself, she would go — you know, if he were missing in action, she'd go to
 Vietnam or whatever. Is that also not facing the truth?

DR. GÓMEZ-LOBO: No. On the contrary, I think there's something deeply human in
 having the direct experience of something. This reminds me of something we've discussed
 here about why one mourns the death of a baby so much. Well, because one has had her in
 one's arms.

And I think that laying someone to rest in a grave has this value of one's seeing the person
 finally put to rest, whereas not recovering the body, I think, is terrible because it gives the
 lingering impression that the person could be alive, particularly in the case of disappearances
 like that. You still could have the hope, say, in the case of prisoners of war or people missing
 in action, that the person may be alive, may be in a prison somewhere.



So it's not something different. I would say it's part of the experience.

CHAIRMAN KASS: Michael.

PROF. SANDEL: I found this a bizarre story, and I found the woman's quest odd and
 lacking in resonance.

I think she was misidentifying though a properly placed concern. The real issue this raises, as
 I understand it, is whether and how human life and identity are embodied. And so the
 woman in the story had an intuition that the identity of her husband is embodied, situated in
 the world.

Her mistake was to identify his embodiment with his organs. Gil, I think, was right to speak
 of the locus of the human presence, but I think it's a mistake, and it was this woman's
 mistake, to assume that the only locus of human presence is in the organs. I think it's an
 overly narrow, excessively biologistic understanding of embodiment, the embodiment that
 constitutes the human situation.

So, for example, if she were writing letters not to the recipient of the heart, but instead to the
 occupant of the house that she and her husband lived in and raised their family in, that
 would have resonance, if she were begging to see that house, to enter the house where they
 had dwelled.

That would be, I think, more resonant because it would better capture the locus of human
 presence. It would better gesture toward on aspect of their embodied human situation. It
 might be a house. It might be a village. It might be a place where they went on vacation or a
 beach where they had walked.

All of these, the impulse to return and to give expression to what Paul called the "nostalgic
 grief," would be less bizarre in any of those settings, I think, than to try to seek out the organ.

So the moral of the story, the broader moral of the story, I think, is right, that the human
 situation is essentially embodied, but the particular way she tried to grope to express this
 embodiment was bizarre, misplaced, overly biologistic.

I think it would be more wrenching in many cases to sell the house than to donate the heart.

CHAIRMAN KASS: To this?

PROF. MEILAENDER: Yes. I just wanted to ask: but suppose the body had been missing.
 You know, that's obviously not this story. I understand that.

PROF. SANDEL: You mean the whole body.

PROF. MEILAENDER: Yes. Would it seem less apropos of her to go in search of the body
 than to go on to visit the house?

PROF. SANDEL: I would find it less odd than what she did, yes. I would find that less odd.

PROF. MEILAENDER: Well, and maybe if that were the case, it would make even more
 sense to go look for the body than to go visit the house?

PROF. SANDEL: That depends. I'm not sure. Not necessarily.

PROF. MEILAENDER: I mean obviously a life is a complex interaction of nature and
 history, you know, body and the lived history of the body, buy I'm not sure I want to buy that
 overly biologistic description because I don't think the problem is that she's looking for the
 body rather than, you know, the house or the seashore or something like that.

The real problem is whether it's his body that she's looking for. I mean, I think that's really
 the underlying issue.

CHAIRMAN KASS: Can I also interject something to draw you out, Michael?

I mean, if one reads and rereads, one would pick up all kinds of little clues of this sort, but let
 me give you one passage from which it actually gets there, puts your ear to the chest.



"Oh, it was Samuel's heart all right. She knew the minute she heard it. She could have picked
 it out of a thousand. It wasn't true you couldn't tell one heart from another by the sound of it.
 This one was Sam's. Hadn't she listened to it just this way often enough? When they were
 lying in bed, hadn't she listened with her head on his chest just this way and heard it slow
 down after they had made love? It was like a little secret that she knew about his body, and it
 always made her smile to think of the effect she had on him."

And she also claims earlier — I'm not saying that this is correct, but this is not a biologistic
 sense of that, but it has a special marital meaning as the heart in poetry always does.

When she says also, "It was my heart." She speaks about it in the proprietary sense, that it
 hurts to donate, but it's some other way — I think she's also saying his heart belonged to hear
 in a nonbiological sense, but in a human sense.

PROF. SANDEL: Well, I would have two reactions to that. First, I didn't find that a moving
 passage. I thought it was kind of treacle, overreaching sentimentality on the part of the
 author to strain to make precisely this case.

And the proof of that is that it only works given the heavily sentimentalized metaphor of the
 heart. Imagine reading that passage if she were in search of the kidney.

CHAIRMAN KASS: It couldn't be done with the kidney. The kidney doesn't move.

Sorry. I'm indulging myself. Who — Rebecca, Bill, and Janet, I think, is what I have.

PROF. DRESSER: One thing interesting about this is it's really not a doctor's story. It's a
 story about a patient and a member of a patient's family. So I don't know if it's a typical
 doctor's eye view of the world. Everything is about me, or I don't mean to be critical, but it
 really was about these two individuals who had a brief contact with the medical system and
 now they're kind of left on their own and how do they handle these things that are lingering?

But what I was interested in was her sense that she was owed an obligation by this recipient
 of the heart. It was her heart to give. I think it's referred to as her property, and she wants
 something in return.

Does he owe that to her? He really has, you know, a sense of privacy, I think, that's being
 violated. And I was thinking about how uncomfortable it must be in some ways to receive
 this, especially this special organ, from someone you don't know. It's this incredible intimacy,
 and on the other hand, it's a total stranger. So you almost don't want to let that person in
 because it seems very threatening in a way.

And so he was trying to keep her away, this person named Pope, and I'm not sure if that had
 significance.

But so she goes into his medical records to find out where he is and then starts badgering
 him, and she wanted something in return. And I was thinking about this in relationship to
 this issue of paying for organs. I mean, she wanted some in kind compensation.

And is that somehow more justifiable, ethical for her to feel that kind of entitlement than it
 would be for her to say, "Well, you should" — maybe she's lost a major source of income. So
 the recipient should help her out in that way.

What were the ethics of her behavior toward him?

And also the transplant system in some paternalistic way imposes this rule that the donor's
 family and the recipient should not know each other, and I believe sometimes there's a time
 limit and then they can get in touch, and sometimes they don't want to disclose identity at all.

And that's imposed based on the judgment that, well, that's better for everybody if we have
 this rule. And is it really better? It wasn't better for Hannah, but it might have been better for
 Mr. Pope. I don't know how he feels after this incident, whether he feels a sense of relief or a
 sense of giving that maybe made him feel better. I don't know, but those were the thoughts
 this triggered in me.

CHAIRMAN KASS: Bill Hurlbut and then Janet.



DR. HURLBUT: I want to pick back up on what Leon was saying a minute ago. There are a
 few little clues in this story that — I don't mean to make this more abstruse than it needs to
 be, but there are things that stand out.

There's a moment where it says, "Besides, she wanted the time to think, to prepare herself
 like a bride."

And then when she's listening to the chest, it says, after what Leon had read, it says, "And
 now it was no longer sound that entered and occupied her, but blood that flowed from one to
 the other, her own blood driven by the heart that lay just beneath the breast." And in a sense
 she's born through this.

I wonder if maybe there's a meaning in this story that is below what we've been discussing
 thus far, which is sort of the obvious of individual discontinuity, if maybe this isn't a
 reference to the deeper question of generation and the deep mystery of material being — of
 seeds, of gleaning.

In a sense, it's obviously drawn from the Book of Ruth, which is a profound story in the Bible
 because it's in continuity with the lineage of David and to a Christian, that means the lineage
 of Jesus.

And it's obviously about Ruth cleaving toward Israel instead of the Maobites, and a particular
 perspective on the profound meaning of what life is.

In that sense it seems to me this might be a story about grief and grace and material
 existence, where within this mystery of death there are these seeds where Ruth went forward
 with life and raised up children to her deceased husband, and in this story she receives her
 life back and goes forward.

She feels the blood flowing from one to the other, and blood in the biblical tradition is life,
 continuity, and the key might be that where it says that she lay on his naked torso, the man,
 and that the chest upon which she had laid her head was a field of golden wheat in which at
 this time it had been given her to go gleaning, another reference to seeds.

I just throw that out as another layer of the meaning of embodiment.

CHAIRMAN KASS: Thank you.

Janet, go ahead. I'll hold back.

DR. ROWLEY: Well, I don't have any great words of wisdom. I have to say that when I read
 the story, I did think it was rather odd. I guess my only comment for the discussion around
 the table is that I think we're being too judgmental, and it certainly is extremely unusual in
 terms of both her request and her need for closure and for closure to come in this particular
 fashion.

On the other hand, the story indicates that at the end and after being able to listen to her
 husband's heart, she did achieve closure, and so that whether one wants to expand this to a
 larger context that the end justifies the means, I'm not sure, but at least as the story plays
 out, there is a good end.

CHAIRMAN KASS: Dan.

DR. FOSTER: I think there are some redeeming themes in the story, if I were going to teach
 it, and I'm not. But one of the things that struck me as important here was Mr. Pope. He
 illustrates the capacity for the human heart and mind to change.

At one point he says to her, "Goddamit, leave me alone or I'm going to call the police," and
 then he changes and invites her to come. It's a model; I think it is a model that in most
 humans there is a kindness gene. it may be turned off; it may be inactive, but it can be turned
 on.

I mean, I think Thomas Aquinas would have said that that's natural and intrinsic to the
 human character. In some sense to me one of the most important things here was Mr. Pope.
 He feels her pain, and he finally invites her to come, and that is humanity at the highest level.



I mean, her pleas were sort of a transcription factor for his kindness gene, and he brings her
 in. He has a heart to changes. She probably thinks it's because it's Samuel's heart, but it's his
 heart, I mean, his mind and soul that changes, and that's an encouraging thing.

And, secondly, at the end it moves more from kindness to a kind of love, not an erotic or
 romantic love, although they were very careful to worry about the wife being away, and there
 was the human need to touch. I mean, I don't want to talk about that, but people want to be
 touched, I mean, when they're wounded and so forth, and her head on his chest and his arms
 around her illustrate this need.

But when she goes to leave, something has happened to him more. He has a kind of live. He
 says, "Hannah, will you want to come again?"

And the author says how soft and low his voice. Now, I believe — I don't mean to imply, as I
 say, any kind of an attachment to Hannah, I mean, in the sense, but his kindness and seeing
 her response to that moves him to more kindness and a sort of love. It's a sense the
 noncontingent love of agape. He wants to care for her and to do for her what is best.

And in one sense it's sort of a like for like. I mean, he gives love, and then he receives love.
 That was sort of Kierkegaard's like for like or Ralph Waldo Emerson said, you know, when
 one does a kind deed to another, one is instantaneously enlarged. I'm paraphrasing. He
 didn't say it exactly that way.

And when one is demeaning to another, one's soul essentially shrinks instantly, you see. So
 it's sort of touching to me to see Mr. Pope here, and in one sense he is not bizarre. I mean he
 is human at the highest level in my view, and that's one of the most redeeming things about
 it.

PROF. MEILAENDER: Can I just ask one question?

DR. FOSTER: Ask any question you want.

PROF. MEILAENDER: This is a terrible question to ask, in a way, but is it really that Mr.
 Pope changes or is it just that Mrs. Pope goes away?

DR. FOSTER: Well, I don't know if you want me to answer that. I don't know. I mean, it's
 just a story. It's just a story. I mean, it's a surgeon who writes a story, and he's a surgeon who
 doesn't like doctors, and so he puts this — I mean, I don't know how you could say that, but
 when you come to a story, one brings into it what one sees, and that's what I see.

Janet says we shouldn't be judgmental. I don't think we ought to be so judgmental. I think it's
 okay to say that she's bizarre. I think she was bizarre, but I mean, we wouldn't say that
 publicly to her.

But it's also judgmental to assume that when somebody does good that it's for some ulterior
 motive, that his wife has gone away, Gil. I mean, I think that is, if that's what you're saying,
 that that's a judgmental —

PROF. MEILAENDER: I just mean that I think it was Mrs. Pope really who said, you
 know, "Goddamit, I'll call the police." I think that was the real voice behind that letter.

DR. FOSTER: I see. Well, that may be.

I want to make one other point before the session is over, but I don't want to —

CHAIRMAN KASS: I'll put you back on the list. Do you want to do it —

DR. FOSTER: No, I don't want to do it now, but I want to come back to the essential
 question of what this heart means, and what the self and body is just from the practical
 experience of one who has taken care of the dying and seen it many, many, many times. I do
 want to make a comment there.

CHAIRMAN KASS: Frank.

DR. FUKUYAMA: Well, I just interpreted that quite differently, and I don't think it's a
 matter of my putting my judgment you know, about these characters into the story. I would



 say this has got to be the intention of the author.

There is a sexual element that runs through the whole story that I think is really clear, and it
 spring, I guess, from the following: that the one thing that strikes me as implausible about
 the story is that when you're 33 — Hannah is supposed to be 33 — people at age 33 do not
 think about their bodies. People start thinking about their bodies when things start going
 wrong, except in one circumstances: when they feel, you know, erotic attachment, and then
 you suddenly realize that you're not just this healthy, disembodied person, but you're actually
 got organs and, you know, touching and physical contact is important.

And it does seem to me that there is, you know, a clear sexual byplay going on in the whole
 relationship of her to the heart and to Mr. Pope, and I think that's absolutely right, that it was
 Mrs. Pope, you know, that wanted to keep him away, and that's why she was the one that
 answered initially, and he, you know, invites her back and wants to know, you know, whether
 she would like to see him again.

And so I think that the motives here are less this kind of pure Christian love. I mean, I really
 do think there's a kind of eroticism that, you know, kind of runs through the whole thing that
 may explain some of her loss and also the metaphor about the harvesting of the wheat and
 regeneration.

I mean, you know, that's the point of sex, right? Is to somehow replace, you know, the human
 race, and I would think that in those circumstances there's this curious mixture of this sexual
 compensation for death because reproduction in a way insures that we go on.

Just one other point. I do think that this preoccupation with the bodies of the dead is a kind
 of cultural thing. This is something that Paul had mentioned. I just throw in my own
 anecdote.

You know, they cremate everybody in Asia, and so when you go to visit the grave, there's no
 pretense that that's, you know, somehow the person there.

My father, who was born in the United States and really grew up very American, happened to
 pass away in Japan when he was on a tourist visit there, and so he was cremated in Japan,
 and you know, I flew out there, and had to go through the ceremony that I just found
 horrifying, but apparently all Japanese do it, which is that once you come out of the
 crematorium, the family members then actually then they spread the ashes out, and then
 each family member is required to, you know, take some of the ashes and deposit it in the air,
 not all of them, but some of them.

And you know, I hadn't been expecting this. I didn't like going through it. You know, but in
 reflecting on why this custom exists, you know, it seems to me it's probably to tell the family
 members: look. This is all that's left. That's all that's left, and you know, in a way, get over it.
 You know, it is precisely that message.

And you don't even put all of the ashes in. You just put, you know, some of them. I don't
 know. They throw the rest of them away, and so it is a kind of, you know, I guess, cultural
 recognition that the person is not, you know, in whatever it is that's left over that's put into
 the grave. It's, you know, the family members, the spirit that has departed and is now
 somewhere else.

And so I guess I was a little bit Alfonso and Michael in finding that this is — you know, that
 particular emphasis on the body and, in particular, that organ was a little bit — I found it
 something not terribly resonant.

CHAIRMAN KASS: Mary Ann.

PROF. GLENDON: Well, I wanted to say something about Mrs. Pope, too. The marital
 imagery in relation to the heart gets very complicated here. There's a way in which Hannah
 thinks that this heart is hers, but in the correspondence, Mrs. Inez Pope quickly shifts to
 being Mrs. Henry Pope, asserting her unity with the current possessor of the heart.

And I do agree with Frank and Gil that there is a sexual rivalry, a kind of a contest going on
 over this man and the heart.



The other thing I wanted to point out because it's relevant to our discussion yesterday is this
 sentence, "You, Mr. Pope, got the heart or, more exactly, my heart as under the law I had
 become the owner of my husband's entire body at the time he became brain dead."

Well, there's a certain way in which you could find legal cases about dead bodies that would
 support that assertion, but many of the courts are careful to make a nuanced distinction that
 just because you have, as next of kin, you have the right to dispose of a body or to make
 certain decisions about the disposal of the body, that doesn't mean that you are the owner of
 the body or that a human body can be property.

So this idea of property and bodies that's so pervasive in our thinking even creeps into this
 story, but it's not necessary to the legal analysis of one's rights, and you see, but once you
 propertize things, it's very easy to slide from I own into I have the right to do whatever I want
 with. And that's not obviously necessary, but it's a common elision.

And we see in this painful case of Ted Williams, here we have apparently a son who has made
 a living and supports memorabilia related to his father, wanting to continue the memorabilia
 business with the DNA of his father, and you have it, of course, brought into the courts in the
 way everything is, but I hope it's not going to be decided over who owns Ted Williams' body,
 but rather who has the right to make certain decisions.

CHAIRMAN KASS: Robby.

PROF. GEORGE: The Bible in the Book of Genesis talks right in the creation narrative
 about the man and the woman becoming of one flesh, and this concept of marriage as a one
 flesh unity of two persons, that two persons become one. The man and the woman, the
 husband and wife become one is carried on really throughout the Bible and also in less
 developed form in the classical tradition, both in the Greek philosophers and in the Roman
 jurists, although that claim especially with respect to the Greek philosophers is somewhat
 controversial.

The idea that two could become one in this way, that there would be a unity of bodily — unity
 that marriage is, in some fundamental sense a bodily unity, makes sense only if persons,
 whatever else they are, are their bodies rather than something abstracted from the body
 which occupies or is somehow mysteriously associated with the body, like a consciousness
 inhabiting the body or even a spirit inhabiting a body, but detachable from it in the biblical
 tradition.

In the broader tradition in the West, embodied both in the cannon law of the church and in
 the civil law what marriage is is not simply an emotional unity of two persons which is
 somehow enhanced by their bodily association or by the sexual dimension of their marital
 relationship, but what marriage is is a bodily union, the sexual dimension of marriage, sexual
 union being the biological matrix of a more comprehensive union of the persons as a whole,
 that is, in their biological, emotional, dispositional, even spiritual dimensions.

And in any human activity, engaging any activity has an experiential component, but the
 activity itself is more than simply the experience of the activity, and this is true of marriage
 or anything else. And we can understand that if we use Michael Sandel's late colleague's,
 Robert Nozick's thought experiment about an experience machine. Think of some activity,
 hitting 70 home runs, for example, in a season or hitting home runs.

It would be possible to imagine a machine or a pill that would give you the experience of
 hitting home runs, but you wouldn't actually be doing anything. Imagine yourself as no
 success being a brain floating in a tank having the experience of writing the great novel or of
 hitting home runs or of marriage, but not actually doing anything.

So that while the experience of human activity is an aspect of the activity itself, the activity
 isn't reducible just to the experience, and it would be odd and mistaken to want just the
 experience without the activity.

And as I was reading this story, it struck me that Mrs. Owen is interested, among other things
 — and I agree with Janet that she's interested in closure — she's interested in getting together
 with Mr. Pope to have an experience that she had had before. Now, this is not the experience
 of sexuality. I don't think that there's an erotic idea of a relationship here between the two.



But in the language that Leon quoted, it seems clear to me that she would like to have the
 experience that she had with her husband in their most intimate moments of marital unity,
 that experience of lying on his chest and hearing that heartbeat, as it did in those moments
 after sexual unit.

And while I confess that like so many of you, I was struck on reading this story that this
 behavior and desire on her part was very bizarre, on reflection I don't find it out of the realm
 of possibility for understanding or resonating with the use of Michael's term. I did feel some
 resonance as I could understand what she was after.

However, the reality is, the truth is that that experience which could be replicated of hearing
 that heartbeat, feeling — at one point she says, "Thus she lay until her ear and the chest of
 the man had fused into a single bridge of flesh," one flesh unit, "a single bridge of flesh across
 which marched one after another in cadence the parade of that mighty heart."

She's getting some of the experience that she had with her husband, but of course, she can't
 have the reality. The experience is not the reality. She knows that in the end. She's not
 interested in coming back, even though Mr. Pope has invited her if she wishes to do it again.

She understands now fully the distinction between the two, but I think it was that powerful
 experience that was the particular thing that she was here after.

CHAIRMAN KASS: Comment to that?

Well, let me put myself on the list unless I've missed someone who has been waiting.

I would grant that the behavior is odd, and I would also grant that in some way one should
 face the facts, all of that. But the more I read it and think about it, the more Selzer has, I
 think, seen rather deeply into a certain kind of disquiet for both donors — of the deceased
 donor we don't speak — but the surviving spouses of donors and the recipients that come
 from treating this act especially with the heart, I think, as merely a biologistic transaction.

And the dream that she has of the two men lying side by side with empty chest cavities and
 the life of the one being moved to the other, the doctor says it's just the respirator keeping
 him alive, but after all, there still is the beating heart which is symbolically moved from the
 living to the otherwise dead.

The medical picture of that has a kind of symbolic reality, even if it isn't the ultimate truth.

And when she begins by saying, "Dead is dead," but then begins to wonder partly through the
 experience of the butcher, then the discussion about the resurrection of the flesh, and the
 question is what would be resurrected, and then ultimately with this dream that comes after
 the storm and the rain, with the kind of revelatory moment, there's something about it that
 makes me say she's actually closer to some truth about the experience of transplantation.

You have to block out certain kinds of things that happen on heart transplantation in order to
 treat it simply in terms of its wonderful practical result. There are certain kinds of things that
 have to be blocked to the side.

And Renee Fox and Judith Swazey have written about transplant and other people have
 actually called attention to these deep emotional and psychological things that are part of the
 picture but tend to be ignored if one is just looking at the functional aspect of it. That would
 be the first point.

And, therefore, I sort of, although this is bizarre, there's something about her quest that
 makes sense to me. There's something about the quest symbolically, not as a deed. That
 would be the first point.

And then it seems to me something really marvelous happens at the end, and here I would
 pick up with what Dan says. When she comes — Henry Pope has out of a kind of act of
 sympathy yielded to this request. It's necessary that Mrs. Pope be away, but he's yielded to it,
 but he doesn't like it at the beginning.

And the language is the kind of language almost of a prostitute. "It's your show. How do you
 want me? I suppose you want this off." That's the kind of language.



He's uncomfortable by this. "Where's your stethoscope?" All of that.

Something happens to him in the very end here, and the question is: what is that? And could
 one say that the recipient, though he didn't know it himself, also needed this?

The most astonishing thing to me is at the end that his arm is around her, and that she was
 trembling. Now, is that an act of Christian charity or has he somehow momentarily become
 husband-like to her as a result of this sort of one flesh union, not of sexual concourse; the
 union of his heart driving her blood is the way the language is put?

Now, it's a story. There's a certain poetic license here, but the question is: is there something
 in the act of the exchange of organs, wonderful that it is, wonderful that it is, but that
 involves an overlooking of what it means to be in your own body in which one needs finally to
 acknowledge in order to really make the experience whole?

I'm not sure I'm putting this very well, but I think in some way maybe both of them get a kind
 of closure as a result of this thing.

I wonder, Dan. This is partly to follow up on your thoughts about his wonderful conduct, but
 a transformation that he didn't expect. If you want to comment or maybe you want to wait.

DR. FOSTER: No, I mean, I think you and I both agree that the most profound thing that
 happened, I focused on Mr. Pope primarily. I think she got closure, too, and you want to
 make it a mutual thing. I want to look at it in a higher level of not as a husband that you and
 Bill sort of talked about, but at a higher level of love.

But I do think that that's a central point for me.

CHAIRMAN KASS: Please, Rebecca and then Gil.

PROF. DRESSER: I just wondered. Does this make you think that the general rule that
 recipients should not know donors and donors' families, that it's wrong? I mean should we
 change it?

CHAIRMAN KASS: You know, there's perfectly good reason for it, and in a certain way you
 could — the reason for the rule, the reason for the rule I would say is a testimony to the truth
 of what I've just said. Not that you should break the rule necessarily, but the fact that this is a
 kind of intimate transaction in which people probably are better off not being reminded of
 the possible confusion, and that one should leave it as a gift of life, but without necessarily
 getting involved with the giver in whose embodied life you are now sharing in some way.

I mean, I don't know. It would be an interesting question. If your spouse had a heart
 transplant and you would be first, second, fifth, and tenth thing to say is how grateful one is
 that the spouse is still alive. Is it true as Alfonso said before that once you put the foreign
 organ in here, it is now in the integrated whole which is governed by the anima and so,
 therefore, it's no longer the part where it came from, or would it be simply craziness to say, "I
 have a relation. There's something of someone else's here"? Not that it would produce
 jealousy, not even that it would produce curiosity. Those things probably should be resisted,
 but the question is: are these parts simply alienable as mechanical parts might be or is there
 something here — has Selzer put his finger on something that is generally out of sight and yet
 very important?
Gil, do you want to?

DR. FOSTER: Let me just respond to one thing.

CHAIRMAN KASS: Please.

DR. FOSTER: There's one thing I haven't mentioned because the interpretation that I see is
 what I like there, but Mr. Pope may also have been informed by his surgeon, by his
 transplant surgeon, that this heart is not going to last forever. They don't last very long
 because you get disease and so forth. This is not like a kidney where you can go 35 years or
 something. It's not going to last all that long.

So part of his transformation to sympathy and so forth could have been — I don't know this. I
 mean, it's just a story — but if he had been informed, he might have thought also — I mean,



 the transcription factor for his kindness gene might be that my wife is going to have to go
 through the same thing, and I hope that there's someone who will be for her what I have been
 for him — I mean for Hazel.

CHAIRMAN KASS: Gil?

PROF. MEILAENDER: Yeah, I just want to press a little bit on the implications of your
 comment, Leon, with which I do not particularly disagree. I mean, you recall I said I didn't
 find it bizarre in my original comment. I thought there was something understandable.

But let's take seriously the sense that the act of giving the heart requires the various
 participants as it were to try to bracket some fundamental human responses involved in
 almost alienating oneself from one's own bodily presence. Might one not conclude from that
 that it's a bad idea to do this?

You know, insofar as it requires the suppression of a kind of fundamental human response
 that we should not encourage someone to do that?

I mean, I'm in considerable sympathy with your kind of take on it, but we might want to think
 about what the implications of that are.

DR. KRAUTHAMMER: Can I pick up on that?

CHAIRMAN KASS: Please, Charles.

DR. KRAUTHAMMER: Because I think what's really bizarre is transplantation. We've
 been a species for hundreds of thousands of years, and we haven't had humans walking
 around with the organs of others except in the last 50. Now, that's very new.

And we remember the excitement when the first transplant in South Africa, and that was
 considered magical or mystical, and over time, of course, we've gotten used to it, but I think
 the questions raised by the story and by what you said, Leon, which is that we really have to
 consciously exclude certain feelings that we have about this when we transact the transplant
 is true.

We transact it because it saves lives, and that means it ought to be done, but there is a cost,
 which I think you were hinting at Gil, and that cost is that we are transgressing certain
 boundaries of, if you like, individual embodiment.

Now, in the case of transplant, the cost is minimal because that the person is already dead,
 but we know what the temptations are: to speed up death, to prepare the dying.

In China they use prisoners, condemned, and they remove the organs before they are
 executed. So it's what we've been talking about in our previous discussions.

Once the lines are crossed, other lines are more easily crossed, and it's because in doing the
 good in transplantation, we are consciously pushing away the things that make us uneasy
 about this.

And I think that the next step in this and the reason that we've been struggling with cloning
 and these related issues for the last month is because the logical next step is to take the
 organs not from the dying, but from new human life, which is where you go with this.

And that's why I think it's important at every stage in the process, every stage has in
 transplantation which yields unequivocal good. We ought to stop and look at the cost and
 think of where it might lead.

CHAIRMAN KASS: Gil, did you want to come back?

PROF. MEILAENDER: No, I'm on the same wave length in a sense. I mean, I just think
 that the more we're persuaded by the truth of the line that you are pursuing, the more
 troubling the whole operation becomes.

CHAIRMAN KASS: Robby?

PROF. GEORGE: I'd just ask the question for Charles.



Isn't there a clear line though between extracting organs from the dead and removing organs
 from the living? I understand what the Chinese do, but they have gone over the line precisely
 in killing to extract the organs.

DR. KRAUTHAMMER: But let's remember that our definition of death has changed in the
 last hundred years and the last 50 years, and in part to accommodate our need for organs.

It's brain death, which makes sense to us, but that's a new idea, and once you move the very
 idea of death in that direction, when exactly is a patient brain dead? Well, I mean, that's sort
 of a decision the doctor can make hour to hour, and you might want to make it earlier if the
 organs are fresher.

So it leaves you open to blurring and crossing lines.

PROF. SANDEL: Could I put a quick question that can be answered by Leon or Charles?

Does your view about the natural impulse to human embodiment and bodily wholeness
 suggest to you that those religious traditions, going back to Frank's point, that believe in
 cremation tug against or in some way violate that fundamental human impulse about
 embodiment?

DR. KRAUTHAMMER: No, I don't think so because I think you can have a belief system in
 which when death is a reality and a finality, the body becomes less important.

In our tradition, the Western tradition, it remains rather important, which is probably why it
 strikes us as more difficult and problematic.

PROF. MEILAENDER: Could I make one comment on that, too? I mean, I don't think that
 they necessarily do, but on the other hand, I want to be cranked down. You know, I mean,
 that's actually significant to me. I'd like it done, and I'd like my wife to listen to it happen.

PROF. SANDEL: Let the record reflect that, Mr. Chairman.

CHAIRMAN KASS: Yeah. We should wind up in just a couple of minutes. I have Paul.
 Again, I want to go last. I want to put one more word in, too.

Is there someone else who wants in the queue before we break?

Paul.

DR. McHUGH: I only have a few things to say after those wonderful comments, and
 actually there are three things.

First of all, I was there when they did the first transplants at Brigham, and if you remember,
 they didn't take them from the dead. They took them from a twin, and it was a really — I can
 tell you it was a really scary time because you were trying to keep the patient who was sick
 with the kidney disease alive, and you were really worried about what was going to happen to
 this healthy person.

And so I am agreeing with you, Charles, that it was a boundary period, and we should reflect
 more about it even today, but I remember the nervousness of us interns and house officers as
 we were running about.

The second thing I wanted just to make a little point as I was reading along this. You know, as
 I say, I take care of a lot of patients with grief, and I wondered to myself, "Now, would I tell
 her to go and find that guy, or would I say, 'Now, wait a minute. That's not going to be a good
 thing for you?"

Because my function, after all, is to help rehabilitate patients who are suffering from this
 business.

But that brings you back to the whole idea of what do you mean by grief, and grief is a natural
 sequence that seems to go pretty similarly from case to case depending upon the loss.

On the other hand, it is an arena of meaning, and we doctors don't deal well in meaning



 because you kind of put a law to it. And so in the end I thought one of the things about this
 story, like all stories, that might be helpful for psychiatrists is that it might enlarge your
 scope as to what kinds of behaviors you would permit, let's say, rather than encourage.

I would be very worried about encouraging this woman to do this because I'm afraid that the
 success would lead her to come back again and again, and the fact that in the end that she
 says she's not going to do that, I kind of held my breath a bit about that.

But I just wanted to finally come back to the idea that this a deeply Hebraic story, I believe,
 with this deep sense that we sometimes lose that the distinction in scripture is often not
 between spiritual and material, but between vitality and weakness, and a spiritual man is a
 man of spirit, full of life and vitalized by the power of God rather than etherialized.

And finally, to come back in my work, one of the problems that we are facing with the idea
 that human kind could be looked at not that way, as an animated body, but a soul trapped in
 the body like a bird in a cage is one of the reasons why people come to us. They don't come to
 Hopkins anymore because I put an end to it, but they would come to Hopkins and say, "You
 know what? I'm a woman in a man's body, and you've got to do something about that. You've
 got to hack away at me."

And that comes out of this idea that somehow or another, there's somebody inside that's
 different from what we are, and it's a problem, and it's interesting to track it back.

And I think the Hebraic tradition wouldn't have anything to do with that, but I leave it to you
 to tell me.

CHAIRMAN KASS: No, I certainly think that's right. Let me make just two points, and then
 I want to give Dan Foster the last comment.

Charles is in a way right in saying, and it's partly what I've been pushing here, we did talk
 about the question of property in parts of the body and questions of modification, but in part
 one might be worried about that because one thinks of the degrading sale or one worried for
 other reasons about creeping commerce, but I don't think that one would begin to worry
 about commerce in the movement of body parts if one didn't have some prior at least
 minimal disquiet about the moving of the body parts themselves, even if it were done without
 money.

And Mary Ann's suggestion that we might hear some time in the fall or have some discussion
 of legal systems where the ground for excluding bodies, the human body from the domain of
 what can be owned rests upon some understanding of that.

And this is not to say that one has an objection to transplantation, but that one should
 understand it as having to overcome things which are ?- the question is whether the things
 that are disquiet bespeaks is simply the strangeness and novelty of it, as Charles suggests, or
 whether this is another one of those things where it's a clue to something about our identity
 and who we are that is at least being threatened, nevertheless that good may come of it.

The second point I wanted to make has to do with something that Robby said, and it is, I
 think, probably Hebraic, as well. This is from the Book of Ruth. The remark, "Whither thou
 goest I will go," is said by Ruth to Naomi, when Naomi returns home, Ruth then and her
 sister both having lost their husbands and often, it seems to me it's being said as it's a sign of
 the friendship of women.

But I think it' s probably truer to say that Ruth goes with Naomi as her daughter-in-law ,
 which is to say as the wife of her now deceased husband and the whole trajectory of the story
 really is the levirate marriage and the raising up of seed to the dead.

What this story adds to Gil's very fine opening presentation about whole and part and spirit
 and body is this thought, which until I read this story. It wouldn't have come home to me so
 powerfully. There is a way in which as embodied beings we're halves, and that it's a real
 question whether or not and part of the real difficulty for this woman is being unclear as to
 whether she's wife or widow. She cannot somehow go on, and that has something to do with
 the fact that — additional complication of what it means to be an embodied being is
 somehow to live in time and then be connected with generation and the missing half.



If one wants to really think about bodily identity, one has to think about that aspect of our
 bodily identity which is tied to generation and, therefore, implies complementarity or
 something else and not just the individualistic view of ourselves top to bottom as, you know,
 what are we along, but the relational aspect is very powerfully presented.

I'm sorry for that. Let me turn it over to Dan and then we'll take a break.

DR. FOSTER: Well, I thought it was pretty good. What I'm going to say now does not mean
 that I do not believe that we're a whole. I'm trying to say that, you k now, all of us live in
 body. In some sense, sometimes we disagree with our body. I mean, I did not see the sexual
 connotation that Frank saw in here, and I don't need Viagra, but maybe I need something to
 increase my thoughts about sex. I don't know. Maybe we ought to do that. I don't know.

We live as — I'm just kidding — we live as a whole, and sometimes we deny our bodies, and
 sometimes we enhance them. Sometimes we're weak, and sometimes we're strong, and so
 forth, but I want to talk about the end for just a second.

I've hinted at this and said this before. I think death is always a serious event. Sometimes it's
 a blessing and sometimes it's a curse or a loss and so forth, but it's always a serious event,
 and I just want to share my own experience with this.

Whether one is alone there or whether there is a group of physicians or family, there is that
 moment in death where everyone who is there knows that in an instant the person is no
 more. We oftentimes use the term "departed."

Leon shared with me his presence at the death of one of his close friends, holding hands, and
 he and the nun continued to talk, and the nun didn't realize because of their conversation,
 and as I recall Leon's story, she said, "I think he's gone now."

And Leon gently said — I think you can correct me — said, "Well, he left 30 minutes ago," or
 something. They were so intense in conversation.

But there is a palpable sense that something has gone. The body is intact. I can take any part
 out of it and transplant it and it works. I mean I can take kidney; I can take cornea; I can take
 heart. It's in that sense still alive.

I mean, it can't generate ATP and it can't sustain itself by itself, but it's there. But something
 is gone. It's like a breath of life has gone, and if you're there, everyone there knows it, and in
 every sense that I've ever been there, there's a sort of a silence and a sort of a reverence that
 that has happened.

And so I do not believe that we are defined by our bodies. I think they're necessary to live, but
 they're not defined by our bodies, and that is what has led in many faith experiences the
 sense that I do not cease to be.

Another way of saying this, you know, if Yogi Berra was talking, he would say, "It's not over
 when it's over." It's not over when it's over. I mean, that's the hope of humans, by the way.
 Gil wants to be buried whole because he wants that pitiful, old body he's got right now to still
 be resurrected.

You know, I mean, I'm just kidding.

(Laughter.)

DR. FOSTER: But the point, I'm trying to make a really serious point, and everybody knows
 it, and sometimes the eyes are closed and one is just comatose, and it just goes, but
 sometimes, not infrequently, before the death the eyes are roving of the person who's going
 to die. They're like this. It's like they're seeing something or trying to see something.

I've oftentimes thought — I don't pay too much attention to near death experiences, people
 who, you know, have been resuscitated. They have these visions about — they say they're
 never afraid of death anymore and they may have heard music or all sorts. That's just a vision
 as far as I'm concerned.

But you do symbolically have a sense that someone might be looking for something else as



 death comes.

So I just want to say that I think it's a terrible mistake, and I agree with Frank. That's why I
 wouldn't think that I would be worried about cremation or anything else, because that's not
 me. I mean, whatever this breath of life is, that's me.

At one time it had a body and now it doesn't, but I think it would be an error to say that one is
 only what these hands are, what this mind is, and so forth.

So I just wanted to pass that on from experience. I probably — I mean, I've been there so
 many times that it never ceases to amaze me how everyone knows that the breath of life is
 gone. He departed, Leon said about his friend. He left 30 minutes ago.

I hope you don't mind me sharing that conversation.

So that's all I wanted to say at the end. I don't think that this part of this person's heart or
 anybody's heart is that person. I don't think that at all. I think that's my sense. I mean, I
 think that's itself a little bizarre to think that.

So I didn't mean to say so much, but I did want to share this sense that there's something
 great that's not part of these hands.

CHAIRMAN KASS: Thank you very much.

DR. KRAUTHAMMER: Could I just add a footnote on this idea of the embodiment of the
 dead body?

I read on the Net this morning before leaving that the Israelis apparently were going to put
 Barghouti on trial, there's a report that they're going to release him to the Lebanese and plus
 100 live terrorists in return for an Israeli who had been kidnapped in the body of the three
 Israelis who had been kidnapped and killed in Lebanon a year and a half ago.

I mean, the value that they and, I think, we put on the bodies of the dead is simply
 astonishing in this offer which apparently is reported this morning, which is so unbelievably
 one sided, I think is a testament to how much importance we put on the what's left of us even
 when the breath is gone.

DR. FOSTER: Well, I would say in the conversations that we've been having about cloning
 and so forth that the dead body is symbolically very meaningful to everybody, and it's due
 high respect for what it once was, and that may be something of great value, but it depends
 on where you're coming from. I mean, if you believe that that body is all there is and that
 there was nothing that was in that body, then, of course, you may want to say, "Well, if I've
 got to return, that's all I've got, and what I also don't have is any hope, I mean, you know, in
 death. What I also don't have is any hope in death."

CHAIRMAN KASS: We should stop. I simply want to say that, I, for one, am very grateful
 that that breath of life that is the soul of Dan Foster is connected to a tongue.

We're adjourned for 15 minutes. We'll say 10:35 we'll come back.

(Whereupon, the foregoing matter went off the record at 10:18 a.m. and went back on the
 record at 10:44 a.m.)

SESSION 6: AGENDA OF THE COUNCIL (DISCUSSION OF POSSIBLE FUTURE
 PROJECTS)

CHAIRMAN KASS: Could we return please and begin?

Frank, is the metaphysical group going to return?

This session is devoted to taking stock of where we are and beginning to talk about some
 future directions.

Just some general considerations, a reminder of some things that are at least under
 consideration, and then I think a free ranging discussion that would help us think and make



 plans for the future.

The first consideration, this Council by executive order is in existence till the end of
 November 2003. That's 16 months, something like that, and it's unlikely that we can do more
 than a couple of things and do them well. 

So there are lots of things that would be worth doing, but we'd have to make some choices of
 more important and less important. And there are some things worth doing, but might not be
 worth doing by us, given our strengths and talents and the like.

Second, there is a consideration that for some people the issues that we should take up are
 things that bear upon immediate policy questions. There are other people who think that
 what's most important for a body like this to do is to lay the groundwork for various kinds of
 questions that might be coming and bring to public view certain important considerations
 that are insufficiently attended to.

Enhancement, for example, would be one such topic.

And I think we've learned from our experience over the last six months that it matters if
 you're trying to conduct a fundamental inquiry whether or not there is something else going
 on around you that has a kind of urgency in which there are various pressures brought to
 bear upon what we do.

This is a Bioethics Council, and as indicated at the start, ethics doesn't simply stop at the
 doorway to politics and policy. That has a deeply ethical dimension.

But we also have to be very careful as to whether or not we get caught up in things that are
 around us and simply respond to those kinds of pressures.

At the moment we have not been asked by the President to tackle any particular topic, though
 that could come. And I do know that that part of the executive order which asks the Council
 to explore the human and moral significance of things is taken seriously there. They're not
 necessarily simply interested in advice on this or that practical question, but with a view to
 this field as a whole and the fact that its issues will be with us for a long time, we do have the
 green light, I think, to find our way on the basis of what we think is either most urgent or of
 the greatest weight.

That, by way of some general considerations. I may have left out some others.

We have, as we were doing the cloning work, we have embarked on at least three other
 possible lines of inquiry. One was stem cell research, and we had yesterday our second — our
 fourth session on stem cells. We had the two presentations from the scientists, Dr. Gearhart
 and Dr. Verfaillie. We had Dr. Outka's presentation and discussion on the ethics of stem cell
 research, and yesterday Dr. Baldwin on the implementation of the policy.

We've had two sessions on enhancement, one prompted by the working paper of the staff, and
 then the one we had yesterday afternoon, and we've had under the broad heading of
 regulation, I think, four sessions, one, the general discussion prompted by the readings of the
 material that Frank provided from his own writings.

At the last meeting, two sessions with Lori Knowles and Dr. Baird on the international
 models, and then since we're treating the question of the patenting. Actually maybe I'm
 wrong. Maybe that's five sessions.

Well, we've had two sessions, several sessions on patenting, which does also deal with the
 general question of if not regulation, at least the interface between research or science and
 society applied not to this particular technology or the next, but to things in general.

Yesterday there was a discussion that suggested one might enlarge the patenting question
 either in two directions, one in the direction of science and commerce, the other in the
 direction of property and the body.

So there was the possibility of thinking about patenting by itself, patenting in relation or as an
 instance of and in relation to certain other things, and further questions developed along the



 lines of if one wanted to pursue the question of enhancement, to what extent is the sports
 example a useful instance?

Does one want to think about enhancement? And I don't know whether, Dan, your suggestion
 that we take up germ line modification was with a few to the question of enhancement or
 simply the question of remedying single gene mutations, but Dan had brought that up as
 well.

That is simply by way of reminder. I have a couple of thoughts myself, which I'll at least put
 out there. I would say that a bifurcation of our efforts, to think about maybe two large
 projects if we could figure out how to do them well might make sense. I'll simply speak for
 myself, but I'm really open to suggestion.

One, it's very nice to be liberated, I think, simply from the question of the ethics of the means
 and to try to think about some of the difficulties that come from where these powers are to be
 used.

And I don't like the distinction between therapy and enhancement as the best way into this
 subject, but that's onto something. If you go past the remedy for the treatment of individuals
 with known diseases, one has wandered out into unchartered territory. No previous council
 has ever really taken this matter up.

It is not an immediate policy question, to say that somebody is waiting to hear from us on
 this, but I think that in some way this might be the largest question where much of the
 greatest disquiet about what might be possible, and we could talk it through and maybe even
 address some of the disquiet and tone it down and also provide some ways of thinking about
 it.

So the use of these powers beyond therapy, I think, is one large area which would be
 unchartered and might be useful.

And the other large area has to do not with this or that particular moral question, but with the
 institutional questions. Ted Friedmann finished his talk yesterday with a kind of plea that we
 give some attention to what might replace these various ad hoc commissions that meet and
 talk. This has been Frank's talk from the day of the first meeting.

And that seems to be a way that at least in the majority recommendation talked about the
 importance of beginning to think through ways of surveying this entire field with a view to
 what might be done not just by way of commentary of advisory bodies, but for some
 institutions that could see to it that the large questions we carry about are even considered,
 monitored and perhaps even regulated for.

But that's at least where I would be inclined to start, but before we sort of broke for the
 summer, I thought it seemed to me we should hear from everyone and see whether we can
 formulate some useful plans between now and September when we come together.

So with that rather long-winded introduction, please. Mary Ann.

PROF. GLENDON: Well, on the enhancement/therapy topic, I would hope that if we
 choose to pursue that that we'll let it open out into the questions that are inevitably involved
 of allocation of resources, that is, allocation both of the human resource represented by
 scientific energy and creativity, but also allocation of scarce economic and medical resources.

CHAIRMAN KASS: Frank, please.

DR. FUKUYAMA: Well, I'm going to sound like a broken record on this, but, as your
 summary suggested, you know, my position has been fairly clear that I just think that
 councils like this are not going to have very much impact unless they try to concretely discuss
 ways of institutionally embodying, you know, ethical concerns into routine policy making.

And as the presentations on the HFEA in Britain, you know, last session, and the Canadian
 regulatory structure that they're putting in place indicated all of those bodies had their
 origins in a group like ours that issued very concrete, you know, a permanent oversight board
 that took into consideration ethical concerns.



And I think that all of these issues that we're talking about at a fairly abstract level having to
 do with enhancement, you know, versus therapy and so forth can be given a much more
 concrete focus if it is put in, you know, the context of, you know, actually institutions and
 how they would grapple with these sorts of problems, and I think that's one point.

The second point is if you look at the two in the majority and minority positions that we
 adopted or that are contained in our report yesterday, both of them make regulation central
 to, you know, their outcomes.

The first position says the moratorium, among other things, will be used to think through a
 regulatory structure.

Position two says we are not going to proceed with research cloning unless there's an
 adequate set of regulatory safeguards in place. So both of them, you know, push us to move
 down this road, and I would be loath to slough this off. In fact, in some of our discussions
 about the final report, I mean, there has been some suggestion that maybe there should be a
 separate, you know, commission or something to look at these issues.

And I feel quite strongly that that should be our duty, that we should really use the year and a
 half left in the life of the Council to look at this seriously.

And this does not preclude by any means, you know, ignoring any of the, you k now, ethical
 issues or have this rich kind of conversation that we had this morning, you k now, about
 specific issues, but I do think that it would help to focus the discussion very much if we
 looked at it in these very practical terms.

And, finally, I want to also endorse, you know, Dan's suggestion from yesterday that there is a
 very clear line that moves from cloning to preimplantation genetic diagnosis and screening
 ultimately to germ line, and all of those, I think, could be dealt with institutionally by the
 same institution.

I mean, if you set up a regulatory system to put some rules around embryonic cloning, that
 same institution will function to approve procedures in pre-implantation diagnosis, and it
 can also make rules for germ line, and so I think you will not only deal with the short term
 problem of how you proceed on cloning, but you will also set the foundations for issues that
 you can see either here, now, as in the case of pre-implantation diagnosis or over the horizon,
 you know, with the germ line, and you'll kill all three of those birds, you know, with a single
 stone.

CHAIRMAN KASS: Paul.

DR. McHUGH: I want to second what Frank is saying and put it in another way. The
 appreciation of one group of ethics councils after another often turns on a discussion of
 various means that are employed presently in medicine.

And remember our Council is a Council on Bioethics, and therefore, ultimately should be
 talking about the ethics of ends, as well as the ethics of means, and I can tell you knowing
 ethics councils in various hospitals around the country, the issue of ends is very seldom their
 matter. They function very often accommodatively towards the culture within which it lives,
 and I believe that a regulatory body or a larger element of our country's government that is
 speaking now about these matters would deal with issues of means, broadly speaking in
 relationship to the things which Frank has mentioned, but would gradually develop a
 coherent discourse on ends that I think is necessary.

CHAIRMAN KASS: Let me ask on the — sorry. Gil? No, please, go ahead.

PROF. MEILAENDER: Just a couple of comments. One of the things I've thought about,
 and I'm uncertain about this, and it's undeveloped, but it seems to me at least I've begun to
 think there are some topics that you can deal with better in some settings than others. There
 are some topics that you can deal with well if you're teaching a class and you have a semester
 to kind of unfold the whole process of reasoning so that when you get here, you know, you
 refer back to all sorts of things that you've done and so forth.

We don't work in that way and meet in that way, and the enhancement topic worries me for
 that reason. I may just reflect my own difficulties with it. I just think it's a conceptual bog. I



 mean, I think it's very difficult really when you go to work on it.

You know, it's easy to alk about the distinction between therapy and enhancement. It's very 
hard to make it out in conceptually clear ways, and I just register the worry — it's no more
 than that — but the worry that we might trap ourselves in something that we can't dig our
 way out of in the kinds of meetings that we have.

I would rather see us take a piece of that topic if we wanted, and I mean, actually Charles had
 a number of meetings ago suggested germ line. When we had one of those sessions on
 enhancement, he had suggested that, and Dan has come to that.

In other words, if you focused on one little piece of it, of course, some of the larger conceptual
 questions would arise. You'd have to deal with them, but not as if you were writing the book
 that finally clarified the concept of enhancement, but you know, in the context of a particular
 thing.

I just have this strong feeling that we might have more success if we approached a topic like
 that in that way. So that, on the enhancement topic.

With respect to the regulation topic, not as close to my heart as to Frank's, but it's fine. I have
 no objection to it.

There, again, I think a discussion might be most fruitful if it weren't a discussion in the
 abstract or were a discussion of a proposal perhaps formed by even a subcommittee of this
 body or something like that rather than just sort of flailing around thinking about regulations
 so that we could see what a proposal might look like and begin to think more fruitfully about
 it.

Because I think there are some serious questions about exactly what kind of a regulatory body
 one would want, whether or how responsive to citizens we wanted it to be, for instance, and
 so forth that I'd want to pursue at any rate.

And then finally, I want to say I have thought for some time — I mean, it's not on your list and
 I guess it's not on anybody's list right now — but I actually think that the whole issue of organ
 donation, transplantation, sale of organs, which there's been a lot of stuff coming back about
 just recently again is a very important topic.

There's a lot to be learned about what actually goes on in the industry. It opens up into some
 of those wider questions that people were interested in yesterday, but it still remains. You
 can keep it focused on a question like sale of organs, for instance, which implies all of those
 issues about the commodification.

I just think that it's that kind of topic anyway that it seems to me that we're looking for that
 can be focused and narrowed while it still has the broader implications, but I don't think
 we're going to write the book about the broader implications on any of these.

CHAIRMAN KASS: Well, let me ask just to get clarified on this topic of germ line
 modification. What does it actually mean to the people we're talking about? What are we
 talking about here? What's the recommendation for this as something that we should take
 up?

Could someone specify what this slogan means? What is it?

Maybe I should ask Dan what he had in mind when he suggested it was the natural–

DR. FOSTER: Well, I think that if you look at gene therapy, there's very little controversy in
 terms of, let's say, therapeutic somatic cell therapy. In other words, as Ted was talking about
 yesterday, you know, you have a disease, adenosine deaminase deficiency, and you've got a
 severe combined immunodeficiency disease where the person has to live in a bubble or
 something like that; that you can treat the one patient.

We've been doing it by injecting the enzyme, but now it looks like there's been a repair which
 is genetic. So that only affects that one person. It changes that one person's life and has no
 implications for further generations, either good or bad.



But on the other hand, if you have a defect which is not a polygenic defect, like sickle cell
 anemia, for example, and you decide, well, we'll just wipe this out by correcting this in the
 gonads of carriers of the gene, then that has, unless this dies out in some sense, that has
 implications in perpetuity, and you know, there's a sense that somehow in evolution the
 sickle cell gene occurred to protect against malaria because malaria, you know, was the
 widest cause of acute death.

And even though this gave you painful crises and constant anemia, that was better than dying
 acutely. Nature said this is better than dying acutely. So in one sense, because in African
 Americans this is a terrible, terrible disease, you'd say, "Let's wipe it out." 

But then, on the other hand, you might have to think about, well, are we going to then have
 resistant malaria, and so we're going to wipe out Africa not just through AIDS, but through
 malaria, in other words.

So there are implications of passing this down that I think we have to look at, and I think that
 I have concerns about some of this. So that's what the thing is.

I mean, gene therapy has some acute dangers. If you give too much of the virus, like the
 Philadelphia experiment and so forth, you can kill somebody, and it might be in an individual
 because genes talk to each other that putting in and repairing one gene defect, cystic fibrosis
 or whatever, that it might have effects to bring out or to, you know, other genes.

But it's at least in one person, and the risk is limited to that.

Now, you could also look at the germ line enhancement theories. I mean, I think Janet's point
 is that intelligence and things of that sort are so complicated that it's not likely to be realistic
 in the short run, but that's the general thing, that a single gene therapy is good or possibly
 bad for a single person, but does not implicate the race or something like that.

CHAIRMAN KASS: Is this — again, just for the record, these are speculative possibilities
 that people have talked about, but if someone where to say, "Well, look. We have pre-
implantation genetic diagnosis." That's something else, right? That affects the individual
 that's there and gets us into some of the usual kinds of questions.

But how realistic and how likely is it that we're going to see, let's say, in the next decade or
 even two any serious attempts at human germ line modification?

Anybody interested in doing this? And who would give them permission? I mean, Janet, do
 you have some — what would you say?

DR. ROWLEY: Well, I've expressed my views several times, both in the media and outside
 of it, that I think this is extremely unlikely that we will have effective germ line gene therapy
 that we would then have to worry about in terms of its impact on both society, on individual
 children who might undergo such treatment, and that there are certainly other issues that are
 I would have thought more pressing than this, and even to take up Dan's view.

So, you know, you think about gonadal treatment of someone who's a carrier of sickle cell
 disease, and then you try to think, well, how would you do that, and you know, you replace all
 of the oocytes in the female or all of the spermatogonia in a male, and if you don't replace
 them all, then there is a certain probability that the defective sperm or defective egg would
 actually be the one that would give rise to an offspring.

So I mean, I think this is so unlikely that we would be wise to wait on a topic like this until it
 became more of a reality.

CHAIRMAN KASS: Bill and then Frank.

DR. KRAUTHAMMER: Could I make a response to that? Is that on the same subject?

CHAIRMAN KASS: Sure.

DR. KRAUTHAMMER: Germ line therapy would be a subset of enhancement. It's serious,
 permanent enhancement, and if it's assigned to fiction right now, and I defer to Janet on this,
 I still think we could contribute to the question for the future by looking at enhancement that
 can be done now, which is non-germ line, which could be pharmacological as we discussed



 yesterday.

In other words, as you said, Leon, no one has really seriously looked at enhancement, and we
 could contribute to the future debate about germ line by focusing on the current debate
 about doable enhancement through drugs and other means or somatic genetic therapies.

So I think that would be a way to go about it. We wouldn't have to focus on germ line, but the
 implications would be obvious and clear for whenever it became doable and necessary.

CHAIRMAN KASS: I'm not sure, by the way, Charles, that I would say that if I understood
 what Dan was saying that you would want to describe germ line gene therapy as
 enhancement. You would rather treat it as very sophisticated preventive medicine, right?

DR. KRAUTHAMMER: Well, but I don't think that would trouble — well, perhaps it
 would, right.

CHAIRMAN KASS: Well, it troubles Dan because it's —

DR. KRAUTHAMMER: But not for ethical reasons. For safety reasons.

CHAIRMAN KASS: But those are, as I reminded weeks ago —

DR. KRAUTHAMMER: No, I understand.

CHAIRMAN KASS: — it's an ethical question whether you would —

DR. KRAUTHAMMER: It is, but —

CHAIRMAN KASS: — inflict this on generations to come when you don't know what you're
 doing.

DR. KRAUTHAMMER: But it is less interesting because the answers are much more
 obvious. If you can do a lot of harm for eternity, you probably don't want to do something. So
 in terms of therapy, I think it's one thing. In terms of doing it for enhancement, I think it
 makes it all the more difficult an issue.

But I don't see why we have to focus on that if it is going to be so speculative. We should focus
 on what is doable today.

CHAIRMAN KASS: Bill and then Michael and then Rebecca.

DR. HURLBUT: Well, just one little thought on this. There is a practical dimension to our
 asking this fundamental question of how doable is germ line enhancement or even therapy at
 this point. There's quite a lot of discussion in the popular press and serious books, such as
 one with a title that includes "post-humans," have been written on this subject, and I think it
 would be a service to our society if we were to take the insight that Janet has mentioned that
 a lot of our images of how genetics work are simplistic based on simple Mendelian models,
 based on simplistic notions of disease, genetic disease, not acknowledging there are actually
 syndromes, that there's pleiotropy, which means — for those of you not scientifically trained,
 pleiotropy means one gene does many things in the body. It's not a one-to-one
 correspondence between genes and traits, and polygenic inheritance, which means that most
 traits result from many genes operating together.

If we could acknowledge those two facts, bring them out into the context of the discussion
 and make a limited report to the public on the realistic possibilities and concerns on this
 issue, we would at least do a service to the general level journalistic discussion and maybe
 help keep science from a bit of bad press.

I think there's a practical dimension that I think the scientific community doesn't take
 seriously enough in America, and that is the degree to which the popular mind can turn
 against science. And look what's happened in England with genetically modified organisms.
 It's a significant social factor.

I suggest that we might want to think about for this issue and maybe several others, that we
 should request of the National Academies of Science some kind of reports on a few of the
 scientific groundings of the ethical issues we want to discuss.



Perhaps we should ask them to give us a report on what the realistic possibilities are for germ
 line modification and then on to the question of whether human beings could realistically
 enhance themselves.

CHAIRMAN KASS: By the way, one other general consideration I should have mentioned
 at the start and it's pertinent here is that one of the other things that should govern our
 choices is whether there are other people and groups even better situated and actively
 involved in this.

And I do know that some of these questions are part of the thinking for the next phase of the
 genome project, and particularly the ethics component of this.

So that's not to say that we shouldn't do this, but we should find out certainly how they plan
 to proceed along these lines, and I wouldn't be surprised — are you not active there, as well,
 Rebecca?

Yeah, maybe when you get the — do you want to speak first?

PROF. DRESSER: Sure. Actually, there have been some really good reports done recently
 on this. Well, I think they're good. AAAS has done a report on germ line interventions, and
 there's a book that I think is coming out this fall by people in that project. That's a very good
 resource.

The RAC did an excellent report on prenatal genetic modification where they explore some of
 these questions, and it's really great science. I think that was '97.

So those would both be good things to look at.

I think another thing that affects my thinking on this is that I think we made an implied
 promise in our report to address some aspects of reprogenetics, and I feel some obligation to
 do that. Maybe it doesn't have to be the next thing, but this morning I tried to make a little
 outline of what an enhancement project might look like, and maybe we could talk about a few
 different contexts: the pharmacology, pre-implantation genetic diagnosis, and then germ
 line.

I mean, there's a little bit of a progression there. One of the people say the allegation is that
 the demand for germ line modifications will be enhancement because if you're focusing on
 single gene diseases, pre-implantation genetic diagnosis in almost all cases will provide a way
 to avoid having an affected child, and you can still have a biologic child.

So the notion is that the real market will be in enhancements, and then that would bring in an
 opportunity to talk about commercial pressures and industry influence and that sort of thing.

So perhaps to meet Gil's concerns, focus on two or three kinds of practices, one that goes on
 today, one that, pre-implantation genetic diagnosis, goes on today, but it's still fairly new and
 it will be expanding in terms of conditions that will be the potential justification for
 performing it, and then a future oriented practice where people don't have their established
 positions, and there aren't as many stakeholers. So it's easier, perhaps to influence future
 policy.

And I think I agree with Bill. It would serve an important education function because I do
 think there's an extreme amount of misinformation out there about the possibilities.

And then there could be an ethical analysis of, you know, the concept of enhancement and
 using those particular practices as the focus and try to expand that analysis beyond what
 exists in the literature now.

We were talking last night about trying to take a virtue based analysis approach to this. That
 would be a little bit different from what's been done.

And then you could look at policy and regulatory approaches. You could talk about — I think
 professional regulation is going to be an important part of any judgments, you know,
 restraint in terms of how these things are used.

Individual judgments, how to try to influence the decisions that people make about when this



 is appropriate to use. Even insurance company reimbursement, what should be covered, and
 then some sort of regulatory agency that perhaps should influence policy.

So it might be a vehicle to try to address some of the other topics that we're also concerned
 about, and make it a little more focused.

What the genome people are doing now is they're just trying to put together their five-year
 plan, and they are discussing the material they will put out in terms of grants, the requests
 for proposals and the ELSI program, the ethical, legal and social implications program
 invites grant proposals in those areas. So they're not doing a project. They're just saying
 these are the kinds of things we're interested in, and individuals may decide to do projects on
 this, but I don't think that they'll be working through these issues in the way that we would.

CHAIRMAN KASS: Thank you very much. I have Michael and then Frank. Please, Michael.

PROF. SANDEL: I think we have three topics here, and as far as major projects, it seems we
 have time to do two major projects, but there may be a way to give attention to all three, and
 so here I have a concrete suggestion.

On the question of coming up with a proposal for a regulatory system that would be
 institutionalized, it seems to me that's something that this Council can develop, but I don't
 think it's the kind of topic that lends itself to the kind of free ranging ethical inquiry of the
 kind that we have had and that we're really constituted to engage in.

There are a small number of our colleagues who are experts in this area, which is really to do
 with the details of institutional and structural regulation. There are broad, normative
 questions, and Gil mentioned the question of how democratically accountable.

But what I propose we do there since it doesn't lend itself to sustained kind of ethical
 discussion is to have the people who are experts in that, namely, Frank and Jim Wilson and
 Rebecca, work with the staff to develop a proposal, a concrete proposal for a regulatory
 structure, and to devote a session to it here to discuss it.

But the developing of the proposal is not really something that we as a body are that well
 equipped to do. Let the people who are experts in that come up with a proposal, a concrete
 suggestion. Let's devote a session to it, and we may find that that's all we need or if we need
 to follow up, then that's always open to us.

That would enable us to devote our attention to the two big ethical questions that are really
 on the horizon and that we are equipped as a body to do.

One of the things that this Bioethics Council is able and ready to do really is to address, as you
 said, Leon, not just the bioethics of ends — of means, but also of ends, and that's really the
 distinctive contribution that this group can make. And that suggests two topics.

One is enhancement. And I think we can do that because if we ignore enhancement, really
 we're ignoring the central question about the ends of medicine and science that's before the
 country now and in the next decades.

I think we can address it in a way that makes it manageable, and I liked Rebecca's suggestion
 that we divide it into three parts: drugs, pre-implantation diagnosis, and genes, genetic
 interventions.

And I think we can do that if we take those three categories, do it in a way, and it will help
 keep us from veering off into the science fiction aspects, but the moral — the ethical
 questions about the ends are going to overlap those three categories, and I think that would
 be a fascinating discussion, but also really initiate a public debate on this question that is
 looming larger than any other if we're talking about the ends of science and medicine.

 And then the second, which also has to do with ends, has to do with property in the body and
 commerce in the body. We don't need to take commodification as a whole, but if we focus on
 commerce and property in the body, we can do it with two categories.

One can be patenting. What should be patentable subject matter? And the other can be
 market exchange. What should be bought and sold?



I think we should deal with both of those, not just one of them because the issues will cut
 across both, and we can take up those two sets of questions under property in the body with
 respect to organs and also genes and eggs and sperms and stem cell lines, and maybe there
 are some others.

The issues may vary as we look to one or another of those categories, but that's, I think, the
 kind of debate that we're equipped to engage in and the kind of debate that's addressing
 really the question before the country.

So I think we should go with our strengths and with the questions that are really looming
 largest, and that would be enhancement number one, property and the body, number two.
 And we can do regulation, so to speak, on the side.

CHAIRMAN KASS: Response? There's a kind of specific proposal here that needs reaction.
 So Janet.

DR. ROWLEY: Well, I obviously have great concerns about dealing with a topic that calls
 itself enhancement. I do want to take exception to Michael's description of medicine as
 focusing on enhancement because I view medicine as focusing on the treatment and
 prevention of disease.

Now, to that extent that you call that enhancement, but that's not what the general population
 means by enhancement.

PROF. SANDEL: No, I agree with Janet, and if I gave that impression, that isn't what I was
 suggesting.

DR. ROWLEY: Okay.

PROF. SANDEL: I was saying that we should focus on what the ends of medicine are not to
 be, and I wasn't equating —

DR. ROWLEY: Okay. Well, then I misunderstood. But I guess faced with choosing between
 your two suggestions in terms of, say, priority because they shouldn't be taken up
 simultaneously, I would be in favor of the second of your options and maybe putting the first
 one aside for further discussion and consideration.

CHAIRMAN KASS: Bill

DR. HURLBUT: I just want to respond to that. I completely agree with you that medicine is
 about healing, but let's face it. It's getting very hard to define what healing is in this day and
 age. I think more and more people are turning to medicine with expectations of the
 metaphor more of liberation from everything that is not just disorder, but is constraining to
 life.

I mean, if you look at — I hate to bring this up again. Leon might frown — but contraception
 set a new paradigm for medicine a few decades ago as interfering in natural life connections.
 Now, good or bad, that's not the point.

The point is that is was a change of paradigm, and that is about to echo forward in all sorts of
 levels as we gain mastery over biology to where medicine will become used for achieving the
 purposes that people think is in the trajectory of their life expectations or desires or
 ambitions.

I think we shouldn't underestimate that, and one of the things, Rebecca gave an order of
 topics and it started with drugs. I think maybe it would be better to go pre-implantation
 diagnosis, genetic enhancement, cellular enhancement, and then drugs.

But the reason I say that is because we are at the cusp of an astonishing revolution in
 pharmacology, and particularly I think Paul will back me up on this, psychopharmacology.
 We have now capabilities for combinatorial chemistry that are synthesizing and screening
 drugs by the hundreds of thousands in a month where it would have taken ten years to do the
 same amount a few decades ago, and the number of protein targets that the genome project
 is revealing to us on which we can target pharmaceutical agents is increasing exponentially.



It's said that up to now we've had 400 to 500 protein targets. These are the operative sites
 that our pharmaceuticals operate on, most of them. We've got only four or 500. Now we're
 adding some people estimate 1,000 a year and expect to increase that by 1,000 a year for ten
 years.

Now, you can see how that would be an exponential number of sites of intervention. So we're
 looking at a transformed medicine, I think, and I agree with Michael. We need to get to these
 issues. The public is thinking about them, and they are to some extent realistic.

By the way, half of those pharmaceuticals being developed are psychopharmaceuticals.

CHAIRMAN KASS: Paul.

DR. McHUGH: Well, I found this conversation between the four of you on the other side
 extremely useful along the lines that I also said at the beginning, that we need to move
 towards a study of the ethics of ends, and I pick up with Janet and Gil and appreciate the
 problem of the enhancement arena simply because the arena goes at a level beyond disease.

I talked to you at the beginning of this about the elements of treatments that are involved in
 the treatment of behavior, treatment of personality and even treatment of the story of a
 person's life itself, each one of which medicine has a place to play in, but makes the problem
 that Gil first said he worried about, that we might lose our focus.

On the other hand, I think I absolutely agree with Michael that this is a vital arena for us to
 study, and so I would like to suggest to go along with what Janet is saying that maybe it
 would be good for us simply to get our further feet wet into this, to begin with the issues of
 property and the role of the body, the issues of the body, the things that we, as Michael said,
 trade in the body and even do to the body because we say it belongs to us.

And after that, as we got that kind of experience of discussing these things, then we could
 turn to the issues of enhancement in much the way it's been said here, and I think we would
 just be a better prepared group to come to that.

But these are the two domains that I would support us to go in as absolutely correct. I very
 much support that.

I do though want to say with Michael that even though it might only take a session or two on
 what would constitute a proper regulatory body, I think we will have left people believing
 that we have not let the other shoe drop since we've been saying, all of us, saying that this
 regulatory body is necessary, and that in that way we would not only be speaking to
 ourselves, but speaking to the scientific community that could come to us and support us
 from their suggestions as to what they would be willing to live with in regulatory terms.

So I think all I'm doing is repeating what's been said by the four of you on the other side, but I
 want to appreciate the concerns that you show and the sequences that we would follow would
 be maturing for us as a discussant group.

CHAIRMAN KASS: Thank you. Charles.

DR. KRAUTHAMMER: I like the scheme that Michael outlined. I'm troubled by one part
 of it though, as I have been by Frank's descriptions of the regulation. 

I'm all for regulation, and I'm all for establishing a regulatory structure, but it begs the
 question what are we going to regulate which is a huge issue. I mean it sort of encompasses
 everything that we're talking about.

So it's not as if it's just a technical question. I think the technical question obviously is doable.
 A subcommittee working with staff would be a great idea, and I don't think there'd be a lot of
 discussion. People know what regulatory structures work, which ones haven't. There's history
 on this.

But the real issue in regulation is what are you going to regulate. We just spent six months on
 whether or not and how to regulate cloning, which is one issue out of hundreds.

So I'm not sure it will advance us a lot if all that we establish is a chart with the lines of



 authority. We'd have to discuss what's going to be regulated and to what extent.

So I think in other words, I'm not sure it's disposable unless it's a merely technical issue of
 establishing a body. If it's larger than that, it's a topic that could consume us for 18 months.

PROF. SANDEL: But that might be a reason to have them do the technical work and then
 address the thing after we do these two topics having to do with ends.

DR. KRAUTHAMMER: But it's not clear that you can do a generic box structure and then
 apply it to whatever you decide you're going to regulate later. It's sort of chicken and egg
 here, and I'm not sure how you go ahead with it.

Perhaps the regulation part ought to be the last thing that we do at the end of our term when
 we've looked at what we decide has to be regulated.

PROF. SANDEL: Yeah.

DR. KRAUTHAMMER: Cloning and sale of organs and patenting and gene enhancement
 or whatever enhancements, and then say, well, these are the new issues of the new medicine.
 Here's the structure and here's how it would do it.

Does that sound okay to you, Frank?

CHAIRMAN KASS: Well, Frank, go ahead.

DR. FUKUYAMA: Well, I think what Michael said is perfectly right. I don't think this
 Council can just take up this issue without any preparation, and so actually my thought was
 that the extremely able staff of the Council, which was able to come up with this thick report
 on cloning in six months could come up with, you know a similar draft document that
 wouldn't just deal with a narrow technical issue, but would actually lay out a series of choices
 in terms of regulatory options.

For example, do you want to just regulate cloning or do you want to spread it to regulate the
 whole of IVF and, you know, reproductive medicine in general?

I mean, so there are a lot of choices that the staff does not have to take a position on, but at
 least those kinds of choices could be made.

And I would agree that, you know, the way I would envision this is that, you know, the staff go
 to work. I'm happy to work with them. I'm sure Rebecca and Jim Wilson will as well.

I'm trying to get foundation support to basically be working on this, you know, to mobilize a
 bunch of people to work on this here in Washington anyhow in the next couple of years, and
 to come back in maybe nine months with a draft document.

But I guess what I don't want is just that it be one of these tabs, you know, in one of the
 briefing books that we discuss for one session. I mean, what I imagine is that it will be like
 the cloning report. I mean it will be another major, you know, kind of product that will come
 out of this Council toward the end of its existence.

PROF. SANDEL: Then for the reason Charles raises we have to discuss the ethics of each of
 the practices that would be subject to the regulation, which suggests it should be at the tail
 end of this because we won't have delved into all of those topics.

CHAIRMAN KASS: Yes, and there's, first of all, the subject matter question, and there's
 also a question of if one wants to offer suggestions that might, in fact, be taken seriously. One
 really has to be dealing and having a fair amount of input from the people whose activities
 one is threatening to regulate, and that means, in part, the scientific community, but it also
 means the industry because the academic scientific community regulates itself in a variety of
 ways.

And that means if one wants to try to be helpful here, one really has to think about
 arrangements that would produce the incentives for everybody to play rather than to treat
 this as police work. That's not a modest undertaking for, you know, armchair guessing. That
 means sitting down with people and doing it thoroughly and carefully.



It can't come out as the end product without an awful lot of work in advance. The importance
 of it I recognize, but one needs to go — even to get started on it, one needs, you know, a
 serious working document on what it would mean to do this right and not simply to call for
 doing it without having sort of laid that out.

And I'm not sure that the staff at the moment has the expertise in this area. The staff has a
 willingness in this area, but it would have to be if we were going to do this, either we would
 have to go and get some particular additional staff to work on this or we would constitute a
 subcommittee of the Council that staff could assist in the preparation of something like that.

But unless I misunderstand our resources, you can't simply say, "Go and design alternatives
 that we can then talk about." I mean I think you really have to — I mean, I'm not telling you
 anything you don't know.

You're setting up a year long or two year long intense study of this for that reason, and maybe
 we could work with you in that group.

PROF. SANDEL: Yeah, some of this could be done in the work of Frank's group, and then
 you could connect it to the staff.

CHAIRMAN KASS: Yeah. Gil. We're going to bring this to a close because I don't want to
 keep the public session waiting.

Please, Gil, go ahead.

PROF. MEILAENDER: Yeah, well, I just note with respect to this, I mean, it's not
 impossible for a body like this to commission work —

CHAIRMAN KASS: Absolutely.

PROF. MEILAENDER: — from others, too. I mean, so it doesn't have to be a subcommittee
 of us or the staff. We can do that.

The larger point, I still would like us to think — I'm not sure that I have the same — let me put
 it this way. I'm not sure that I have the same notion of what we're best equipped to do. I have
 to say the last six months has been a sobering experience in that regard, and I think we
 should think about that.

I mean, we tried to study and speak almost simultaneously in the last six months. We were
 talking and writing at the same time. I would just like somebody, you or somebody, Leon, to
 think about whether that's really the best way to proceed.

And I'm not persuaded that it is. That's all, and to start on another big project that we did the
 same way, well, I would just want us to think about that before we did it.

CHAIRMAN KASS: A couple of comments, and then we'll — Charles.

DR. KRAUTHAMMER: I was just asking what's the alternative to studying and speaking?

PROF. MEILAENDER: The alternative is to study for — I mean, one can study for a long
 time before one tries to speak or one can say at the outset, "This is what we're going to speak
 about. Now let's do it."

You see, you can either think you know from the start what you want to say and then, as it
 were, "write" to it, or you can be entirely agnostic about what you want to say and just wait to
 see what emerges.

And I'm not sure that one or the other of those might not work better for a body like this.

CHAIRMAN KASS: Alfonso — do you want to respond directly to this?

PROF. GLENDON: If I might.

CHAIRMAN KASS: Please.

PROF. GLENDON: Unfortunately I'm going to have to leave, and I do apologize for that,
 but I did want to say that I find myself in some confusion after having listened to the



 comments, and I'm mindful of the fact that we won't meet again for two months.

CHAIRMAN KASS: Right.

PROF. GLENDON: And I personally would benefit if we could have an exchange of e-mails,
 if we could send in our thoughts.

CHAIRMAN KASS: You read my mind. That was going to be the suggestion.

This is an inconclusive conversation. There's lots here, but because I might forget after
 Alfonso speaks, an assignment, please. Follow up on this conversation from as many of you
 as can do this in the next couple of weeks, if we could have your thoughts about future
 directions, with the understanding, of course, that people think about things that happen in
 the meeting afterwards and might come to a different conclusion having thought about it.

So please —

PROF. SANDEL: Could I just say a quick word of reply to Gil about the virtues of studying
 and speaking at the same time? I think that the discussion now — Gil may feel that I should
 have studied more before speaking, but I think that part of the exploratory quality in the
 animation of the sessions we had reflected the virtues of studying and speaking and
 exploring even before we had sort of necessarily taken positions or thought things through
 completely.

And so I think there is some energy in that kind of deliberation that I think has been a
 strength of the group.

CHAIRMAN KASS: Thank you. Alfonso, and then we will break. Mary Ann, thank you.

DR. GÓMEZ-LOBO: I just want to express a few perplexities. I'm not making any solid
 contribution here.

It's clear to me that Charles is right, that any discussion of regulations and, therefore,
 regulatory authority has to come after we have a clear idea of what we're going to regulate
 and according to which principles.

Now, the two great topics, enhancement and commodification of the body, with regard to
 enhancement, I must confess that I'm very much at a loss philosophically as to how to tackle
 the problem. That's why I kept my mouth shut yesterday when sports were being discussed
 because I really don't have a view of where the principles of the criteria are going to come
 from.

And that induces me to think that it might be wiser to start with the discussion of property in
 the body because in a way, I think there are certain traditional principles that give us some
 sense of orientation.

For instance, it strikes me as defensible that one should not, say, give patents over human
 beings, for instance, I mean, for reasons of human dignity, et cetera, et cetera.

Now, that should extend to different ages, different stages, et cetera. So I confess that I see
 some way of pursuing that topic. I see no way at this moment of pursuing the enhancement
 topic, and that would be a good reason for me and for others to sit down and try to think
 about it in terms of ultimately what the ends at stake are, as Paul was saying.

Thank you.

 SESSION 7: PUBLIC COMMENTS

CHAIRMAN KASS: Thank you very much.

If we run over, and we've already run into the time that was allotted for the public session, I
 have four names of people who have asked to speak, and if Council is willing, rather than
 take a break, if we would allow people to come forward and speak.

As everybody understands, people have up to five minutes for their comments. We have a
 microphone in the front, and I'd like to first call on Paul Tibbits from the American Diabetes



 Association.

Is Mr. Tibbits here? Please, come forward.

MR. TIBBITS: Chairman Kass and members of the President's Council on Bioethics, thank
 you very much for giving the American Diabetes Association the opportunity to testify
 regarding this very important issue.

My name is Paul Tibbits, and I am honored to represent the association today. I am not a
 scientist, nor am I an ethicist. I do bring one important element to the discussion. I've had
 diabetes for 22 years, since I was six years old.

As a person with diabetes, I am very proud to have the association speak on my behalf as well.

The association sincerely appreciates the Council's deliberation, but we cannot support the
 recommendation that was issued yesterday. In fact, we are extremely disheartened that the
 Council has proposed to close off this avenue of research that holds so much hope for people
 with diabetes.

Diabetes is a serious disease, killing more than 200,000 people every year. In the five
 minutes that I will spend testifying, four people will die from it. In the two days that you have
 been here, 2,400 people have died from it.

For many of the 17 million American living with diabetes, the complications of this disease
 are already destroying their bodies. It is a leading cause of heart disease and stroke, as well as
 the leading cause of blindness, kidney disease, and non-traumatic amputations.

This past April, the association issued a strong statement in support of therapeutic of cloning
 research. Like you, the association was careful and deliberate in its appropriate to this
 controversial issue, understanding the ethical and moral dilemmas surrounding this issue.

The board ultimately decided that the potential benefits of therapeutic cloning to millions of
 Americans with diabetes were too great to ignore.

As it became apparent that we risked losing this potential opportunity, we found ourselves in
 the position of strongly supporting the Human Cloning Prohibition Act of 2002 proposed by
 Senator Specter, Feinstein, Hatch and Kennedy, which would allow for the continuation of
 therapeutic cloning research.

The association affirms this position strongly because this country is running the risk of
 driving important research overseas and placing critical breakthroughs outside of the reach
 of millions of Americans.

Therapeutic cloning can be used in a number of ways to help people with diabetes if found to
 be successful. It can create replacement islet cells that can produce insulin. It can be used to
 create replacement tissue that would allow organs, such as the pancreas to once again
 function normally.

The powerful advantage of these newly created cells is that they may eliminate the need for
 immunosuppressive therapy, a harsh and destructive regimen that is currently necessary
 with islet cell replacement therapy.

Additionally, therapeutic cloning can improve the scientific understanding of how stem cells
 develop, thus speeding the search for new treatments and new cures for diabetes and other
 chronic diseases.

The association believes that a moratorium is simply the practical equivalent of a ban. First of
 all, a moratorium will put potential medical breakthroughs on hold. Many of the patients
 suffering from diabetes do not have time to add four years to the already lengthy research
 process. For them such a delay simply means an earlier death.

A moratorium also sends a wrong signal to scientists and researchers across the country. It
 will force some scientists to leave the country to pursue this research. It will force others into
 other avenues of research, essentially bringing such research to a grinding halt in America.



This will make it extremely difficult to restart this whole process once the moratorium does
 expire.

We have had a history of proposed moratoria in the past, such as for recombinant DNA in the
 1970s. Instead of placing moratorium, however, the NIH and the FDA established regulatory
 bodies to regulate such research.

As a result of these bodies and this research, a laundry list of life saving products was created,
 including human insulin that helped people like me better regulate their disease.

A similar solution, one proposed in Proposal 2 by this Council, would be the best method for
 dealing with therapeutic cloning research. It should be allowed to continue, but the
 appropriate federal agencies should be given the authority to regulate such research within a
 very strong ethical framework.

This would be the best way of addressing both the ethical and moral concerns, combined with
 the need to save and approve the lives of millions of Americans.

Many prominent individuals support this position, including Presidents Ford, former
 Presidents Ford and Carter, as well as 40 Nobel Laureates.

I would like to thank you again for this opportunity to testify. This is a critically important
 issue for millions of Americans with Diabetes, but also for those with a number of other
 diseases conditions, including cancer, birth defects, Parkinson's disease, Alzheimer's disease,
 heart disease, stroke, arthritis, spinal cord injury.

The association would also like to extend an offer to assist the council or the President on this
 matter as additional deliberations are undertake. Please do not hesitate to call upon us as our
 country continues to consider this critical topic.

And if you will permit me to, I would like to take a moment to speak as an individual with
 diabetes as opposed to merely representative of the American Diabetes Association.

I wholeheartedly support there be cloning research for many of the reasons I just outlined.
 What I'm going to do with the following comments is focus on my personal view of this
 moratorium as an individual with diabetes.

I think it's a so-called moratorium, so-called because it's simply a ban with a semantic
 alteration. As I listened to some comments from the Council yesterday, I heard three distinct
 reasons that were used to defend the moratorium. The first was to gain additional time to
 convince other people to oppose therapeutic cloning.

In a sort of ironic twist, this is probably the reason I find the most refreshing because I find it
 the most honest and the most straightforward.

What this ban will do, this moratorium will do is give opponents of this lifesaving process
 time to marshal their forces and their resources in this ongoing battle.

Fortunately, there are those of us on this side who will continue to fight just as strongly for
 the pursuit of therapeutic cloning, and so the debate will continue, which brings us to the
 second reason that was said, which is that it would allow the country to reach a moral
 consensus.

For me, this is probably the most disingenuous statement of all. Poll after poll has shown that
 the majority of Americans do support therapeutic cloning as long as it is strictly regulated.
 What other sort of moral consensus do we want to achieve?

Additionally, has America ever reached true moral consensus on any controversial issue?
 Abortion has been legal for 30 years, yet a vocal minority still fights that legality today.

Barring the recent circuit court decision in Northeast, the death penalty has been legal for
 most of this country's existence and still enjoys the support of the majority. Yet, again, a
 vocal minority fights to eliminate this practice.



Clearly no moral consensus has been reached on these controversial issues. No reasonable
 person, and certainly nobody with the esteemed credentials held by Council members here,
 can truly expect that therapeutic cloning will be solved or will be the subject of moral
 consensus within four years.

Finally, it has been said that a moratorium will allow us to gather more information. How will
 that happen? Through animal research?

The history of clinical research is ripe with procedures that have vastly different effects on
 humans than on animals. The only way to truly learn is to hope that overseas researchers can
 provide us with some answers as they work on human cells.

In hoping for that, unfortunately, we look morally weak. We admit that as a nation, we do not
 have the moral strength to defend the rights of millions of Americans with chronic diseases.
 Instead we allow others to do it. If the results are good, we jump on the bandwagon. If the
 results are bad, we decry their work with moral outrage.

As I have said, a moratorium is truly a ban. It is a position that after more than 22,000
 injections in my lifetime I find tremendously distressing, damaging and distasteful.

I hope you can forgive the anger and bitterness in my comments, but I feel that this decision
 has taken a great hope away from me.

If the administration issues this moratorium, it risks making an appalling mistake as it
 abandons millions of Americans.

Thank you very much for your time and this opportunity.

CHAIRMAN KASS: Thank you very much, Mr. Tibbits.

Next, Dr. Joann Boughman, please. Please.

DR. BOUGHMAN: Dr Kass and distinguished members of the Council, my name is Dr.
 Joann Boughman, a medical geneticists, Executive Vice President of the American Society of
 Human Genetics, which is one of the 21 member societies of the Federation of American
 Societies for Experimental Biology called FASEB.

It's my privilege to provide a voice on behalf of FASEB's combined membership of over
 60,000 biomedical researchers. We sincerely appreciate the Council's thoughtful
 deliberations on the issues of human cloning and the intense effort we know it required to
 produce your report entitled "Human Cloning and Human Dignity: An Ethical Inquiry," and
 I thank you this opportunity.

FASEB has clearly stated strong opposition to human reproductive cloning or, in your terms,
 cloning to produce children. We agree with your conclusion that cloning to produce children
 is unsafe, morally unacceptable, and ought not to be attempted. We support your
 recommendation of a ban on closing to produce children.

With regard to cloning for biomedical research, FASEB has asserted that scientists proposing
 well designed and responsibly conducted research using cloning techniques should be able to
 continue to pursue this work, including the use of somatic cell nuclear transfer, or SCNT.

We agree with you that such research could lead to important knowledge about human
 development, and that it may result in treatments for many human diseases.

It has been suggested by some that adult stem cells and fetal stem cells, like embryonic stem
 cells, including those derived from SCNT, may have enormous therapeutic potential. We as
 scientists readily acknowledge that there are many unanswered questions regarding the
 success of these proposed therapies produced from all of these techniques.

It is precisely because the scientific community is dedicated to seeking answers to biomedical
 questions that we stress that research on all types of stem cells must continue so that we may
 determine which sources and types of stem cells hold significant promise for treating human
 disease.



From the scientific perspective, halting this research process through a moratorium or an
 outright ban precludes the required scientific advancements to achieve success and
 implementation of these therapies.

We, therefore, agree with the substantial number of council members recommending
 continued research with appropriate regulation.

The scientific community clearly recognizes and, in fact, research scientists thrive on
 differences in interpretation of data, varieties of opinion and perspective, and healthy
 skepticism. The divergent opinions that remain among members of this distinguished
 Council, even after this group's considered deliberation and debate, in our view, serve only to
 highlight the need for more substantive information, not merely more discussion and debate.

That information can be obtained only through the careful pursuit of responsible scientific
 inquiry.

I would finally simply like to recognize that it is out of respect for human life and humanity
 that people dedicate their own lives to searching for ways to assist others so that they might
 attain, maintain, or regain their own quality of life.

Thank you.

CHAIRMAN KASS: Thank you very much. Next, Dr. Maxine Singer, the Coalition for the
 Advancement of Medical Research.

Please, Maxine. Nice to have you with us.

DR. SINGER: It's nice to see all of you. Good morning.

I have come this morning to represent the Coalition for the Advancement of Medical
 Research, which is referred to as CAMR. I come in that capacity as a member of the Public
 Policy Committee of the American Society for Cell Biology. The Society for Cell Biology is one
 of the organizations in this coalition and was one of the founding members of the coalition.

The coalition includes 70 patient organizations, scientific societies, universities, foundations,
 and individuals who have life threatening disorders and disabilities.

And I'm here to present to the members of this Council a petition, which I think you've all
 received, signed by 2,164 teachers and scientists in medical schools and universities across
 the country. The signers come from all 50 states and include eight Nobel Laureates.

The petition signals that a large group of informed medical and scientific opinion in the
 United States does not agree with the Council's call for a moratorium. The role of science is
 to discover answers to the unknown. The moratorium that a majority of the members of this
 commission support would, as your member Janet Rowley said yesterday, be nothing more
 than four more years of ignorance.

A four-year prohibition on research in the United States has ramifications well beyond the
 four years. The next generation of American scientists would be discouraged from even
 entering the field of biomedical research.

So it's entirely possible that a four-year moratorium could harm science in the United States
 for an entire generation or perhaps longer. 

The rest of the world, as the result of the moratorium, could very well bypass our country,
 which is currently the leader in biomedical research.

That's the end of my remarks.

CHAIRMAN KASS: Thank you very much.

DR. SINGER: You're welcome.

CHAIRMAN KASS: One more, Richard Doerflinger of the U.S. Conference of Catholic
 Bishops.



MR. DOERFLINGER: I'd just as soon maintain separation of church and state.

(Laughter.)

MR. DOERFLINGER: I had a prepared text, but I guess I'd like to depart from it to say a
 couple of words about what's just been said here. 

I think it's fair to say, and past witnesses before this body who are proponents of research
 cloning have conceded it as well; it's fair to say that there is nothing a four-year moratorium
 is going to prevent that would not be prevented in any case by the simple, practical medical
 and scientific problems inherent in trying to use embryonic stem cells from cloned embryos
 in human beings.

We've heard from proponents before that we may well be talking about decades before any of
 this could be used in humans, and that may even be true of non-cloned embryonic stem cells
 because of the problems in tumor formation, chaotic growth when transplanted into animal
 hosts, and so on.

In diabetes, in particular, we know that the latest trials and use of embryonic stem cells were
 a pretty abject failure. They produced two percent of the needed insulin. All of the mice died.

Maybe that will be improved over the next few years of animal trials and maybe not, but it's
 certainly not going to be something that is prevented by any moratorium on specifically
 human cloning.

There are many avenues that are moving forward now and already helping and in some cases
 seeming to cure people with diabetes, including the use of adult islet cells from cadavers,
 adult pancreatic stem cells, stem cells that produce insulin that are originally derived from
 other sources like liver, bone marrow, and skin, and even in one of the recent issues in the
 New England Journal of Medicine, the use of monoclonal antibodies simply to make the
 body's immune system stop attacking itself so that the body's own natural resources in adult
 stem cells can kick back into action and supply some of the needed insulin.

All of those and more are far closer to helping human beings with diabetes than anything
 from embryonic stem cells or cloning, which so far have been a pretty complete failure in
 treating diabetes as fetal tissue from abortions was a pretty complete failure before.

I think the moratorium, while it is certainly something that I welcome because I fear the
 alternative of complete inaction, I do not think it is a victory for either side. I think it does
 allow a great deal of research, including research in animal cloning and in stem cell research
 to continue, and it allows us all to continue to present our viewpoints and frame proposals.

One thing I think it also allows us to do is to continue the debate about what one would really
 mean by even a ban on cloning to produce children because even though there is surface
 unanimity on this Council that such a ban is needed, there is on this Council and in Congress
 a great deal of disagreement on exactly what that could look like if one wants to avoid simply
 producing a ban that has the government mandating destruction of embryos while allowing
 them to be created by cloning.

I don't think the proposal in the footnote of the majority report of the Council does the job. I
 think it may well reduce to the kind of ban that many of us find morally unacceptable or
 produce a great many serious loopholes.

And so a four-year moratorium on all human cloning also provides us with an opportunity to
 figure out whether and how one would even want to ban reproductive cloning without raising
 more moral problems than one is trying to solve.

The other reason for a moratorium that I think is very compelling is that if Congress and the
 nation do nothing, we are, in effect leaving the most irresponsible researchers in our society
 who we all deplore free to frame national policy on this issue by default, to simply present us
 with a fait accomplis.

At least a temporary moratorium on all human cloning is urgently needed now to prevent this
 result, and I thank the Council very much for leading the way in proposing this.



Thank you.

CHAIRMAN KASS: Thank you very much. That exhausts the list of names that I have for
 people requesting public comment.

Our next scheduled meeting is in September the 12th and 13th. School is out for the summer.

Thank you very much.

(Whereupon, at 12:05 p.m., the meeting was concluded.)
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LEON R. KASS, M.D., PH.D

COUNCIL MEMBER

Leon R. Kass, M.D., Ph.D., is the Addie Clark Harding Professor in the
 Committee on Social Thought and the College at the University of Chicago
 and Hertog Fellow in Social Thought at the American Enterprise Institute. He
 was chairman of the President's Council on Bioethics from 2001 to 2005.

A native of Chicago, Dr. Kass was educated at the University of Chicago where he earned his B.S. and
 M.D. degrees (1958; 1962) and at Harvard where he took a Ph.D. in biochemistry (1967). Afterwards,
 he did research in molecular biology at the National Institutes of Health, while serving in the United
 States Public Health Service.

Shifting directions from doing science to thinking about its human meaning, he has been engaged for
 more than 30 years with ethical and philosophical issues raised by biomedical advance, and, more
 recently, with broader moral and cultural issues. From 1970-72, Dr. Kass served as Executive
 Secretary of the Committee on the Life Sciences and Social Policy of the National Research
 Council/National Academy of Sciences, whose report, Assessing Biomedical Technologies, provided
 one of the first overviews of the emerging moral and social questions posed by biomedical advance.

He taught at St. John's College, Annapolis, MD, and served as Joseph P. Kennedy, Sr., Research
 Professor in Bioethics at the Kennedy Institute of Ethics at Georgetown University, before returning
 in 1976 to the University of Chicago, where he has been an award-winning teacher deeply involved in
 undergraduate education and committed to the study of classic texts.

His numerous articles and books include: Toward a More Natural Science: Biology and Human
 Affairs (1984); The Hungry Soul: Eating and the Perfecting of Our Nature (1994); The Ethics of
 Human Cloning (1998, with James Q. Wilson); Wing to Wing, Oar to Oar: Readings on Courting
 and Marrying (2000, with Amy A. Kass); Life, Liberty, and the Defense of Dignity: The Challenge
 for Bioethics (2002); and The Beginning of Wisdom: Reading Genesis (2003).

 His widely reprinted essays in biomedical ethics have dealt with issues raised by in vitro fertilization,
 cloning, genetic screening and genetic technology, organ transplantation, aging research, euthanasia
 and assisted suicide, and the moral nature of the medical profession.

 Dr. Kass is married to Amy Apfel Kass, Senior Lecturer in the Humanities at the University of
 Chicago and Senior Fellow at the Hudson Institute. The Kasses have two married daughters and four
 young granddaughters.
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REBECCA DRESSER, J.D., M.S.

COUNCIL MEMBER

Rebecca Dresser, J.D., M.S. Daniel Noyes Kirby Professor of Law, Washington
 University School of Law, and Professor of Ethics in Medicine, Washington
 University School of Medicine. Professor Dresser has written extensively on
 bioethical issues, and she serves on the editorial board of IRB: Ethics and Human
 Research. Her book, When Science Offers Salvation: Patient Advocacy and Research Ethics, was
 published in 2001. She is also a co-author of The Human Use of Animals: Case Studies in Ethical
 Choice (1998) and Law and Bioethics: Cases, Materials and Problems (2003).
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DANIEL FOSTER, M.D.

COUNCIL MEMBER

Daniel Foster, M.D. John Denis McGarry, Ph.D. Distinguished Chair in Diabetes
 and Metabolic Research, University of Texas Southwestern Medical School. Dr.
 Foster, whose research is in intermediary metabolism, has received the Banting
 Medal, the Joslin Medal, the Tinsley R. Harrison Medal and the Robert H.
 Williams Distinguished Chair of Medicine Award for his work. He is a member
 of the Institute of Medicine of the National Academy of Sciences and is a Fellow of the American
 Academy of Arts and Sciences. He was chairman of the Department of Internal Medicine at UT
 Southwestern for 16 years.
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FRANCIS FUKUYAMA, PH.D.

COUNCIL MEMBER

 Francis Fukuyama is Bernard L. Schwartz Professor of International Political
 Economy at the Paul H. Nitze School of Advanced International Studies of Johns
 Hopkins University.

Dr. Fukuyama’s book, The End of History and the Last Man, was published by Free Press in 1992
 and has appeared in more than twenty foreign editions. It made the bestseller lists in the United
 States, France, Japan, and Chile, and has been awarded the Los Angeles Times' Book Critics Award
 in the Current Interest category, as well as the Premio Capri for the Italian edition. He is also the
 author of Trust: The Social Virtues and the Creation of Prosperity (1995); The Great Disruption:
 Human Nature and the Reconstitution of Social Order (1999); and Our Posthuman Future:
 Consequences of the Biotechnology Revolution (2002). His most recent book, State-Building:
 Governance and World Order in the 21st Century, was published by Cornell University Press in the
 spring of 2004.

Dr. Fukuyama has written widely on issues relating to questions concerning democratization and
 international political economy. He has, in recent years, focused on the role of culture and social
 capital in modern economic life, and on the social consequences of technological change.

Francis Fukuyama was born in Chicago on October 27, 1952. He received his B.A. from Cornell
 University in classics, and his Ph.D. in political science from Harvard. . He was a member of the
 Political Science Department of the RAND Corporation from 1979-1980, then again from 1983-89,
 and from 1995-96. In 1981-82 and in 1989, he was a member of the Policy Planning Staff of the US
 Department of State, the first time as a regular member specializing in Middle East affairs, and then
 as Deputy Director for European political-military affairs. In 1981-82 he was also a member of the
 US delegation to the Egyptian-Israeli talks on Palestinian autonomy. From 1996-2000 he was Omer
 L. and Nancy Hirst Professor of Public Policy at the School of Public Policy at George Mason
 University.

Dr. Fukuyama is a member of the President’s Council on Bioethics. He holds an honorary doctorate
 from Connecticut College and Doane College, and is a member of advisory boards for the National
 Endowment for Democracy (NED), The National Interest, the Journal of Democracy, and The New
 America Foundation. As an NED board member, he is responsible for oversight of the Endowment's
 Middle East programs. He is a member of the American Political Science Association, the Council on
 Foreign Relations, the Pacific Council on International Policy, and the Global Business Network. He
 is married to Laura Holmgren and has three children.
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ROBERT P. GEORGE, J.D, D.PHIL.

COUNCIL MEMBER

Robert P. George is McCormick Professor of Jurisprudence and Director of the
 James Madison Program in American Ideals and Institutions at Princeton
 University.

 He is the author of Making Men Moral: Civil Liberties and Public Morality
 (1993) and In Defense of Natural Law (1999), and editor of Natural Law Theory: Contemporary
 Essays (1992), The Autonomy of Law: Essays on Legal Positivism (1996), and Natural Law,
 Liberalism, and Morality (1996), all published by Oxford University Press. He is also editor of Great
 Cases in Constitutional Law (2000) and co-editor of Constitutional Politics: Essays on Constitution
 Making, Maintenance, and Change (2001), from Princeton University Press, and The Clash of
 Orthodoxies (2002), published by ISI Books. He is co-author of Embryo: A Defense of Human Life
 (2008, Doubleday) and Body-Self Dualism in Contemporary Ethics and Politics (2008, Cambridge
 University Press). 

 In 2008, Professor George received the Presidential Citizens Medal at a ceremony in the Oval Office
 of the White House. He is a winner the Bradley Prize for Intellectual and Civic Achievement; the
 Sidney Hook Memorial Award of the National Association of Scholars; and the Philip Merrill Award
 for Outstanding Contributions to the Liberal Arts of the American Council of Trustees and Alumni.

 A graduate of Swarthmore College and Harvard Law School, Professor George earned a doctorate in
 philosophy of law from Oxford University. He was elected to Phi Beta Kappa at Swarthmore, and
 received a Knox Fellowship from Harvard for graduate study in law and philosophy at Oxford. He
 holds honorary doctorates of law, letters, science, ethics, civil law, humane letters, and juridical
 science. 

 Professor George is a member of UNESCO’s World Commission on the Ethics of Scientific
 Knowledge and Technology. From 1993-98, he served as a presidential appointee to the United
 States Commission on Civil Rights. He is also a former Judicial Fellow at the Supreme Court of the
 United States, where he received the 1990 Justice Tom C. Clark Award. He is the recipient of a Silver
 Gavel Award of the American Bar Association, the Paul Bator Award of the Federalist Society for
 Law and Public Policy. In 2007 he gave the John Dewey Lecture in Philosophy of Law at Harvard. In
 2008 he gave the Judge Guido Calabresi Lecture at Yale and the Sir Malcolm Knox Lecture at the
 University of St. Andrews in Scotland.

 Professor George is a member of the Council on Foreign Relations, and serves as Of Counsel to the
 law firm of Robinson & McElwee.
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MARY ANN GLENDON, J.D., M.COMP.L.

COUNCIL MEMBER

Mary Ann Glendon, J.D., L.LM. Learned Hand Professor of Law, Harvard
 University. Professor Glendon teaches and writes on international human rights,
 comparative law, and constitutional law issues. The National Law Journal named
 her one of the "Fifty Most Influential Women Lawyers in America" in 1998. She is
 the 
 author of Rights Talk; A Nation Under Lawyers; and 
A World Made New: Eleanor Roosevelt and the 
 Universal Declaration of Human Rights.
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ALFONSO GÓMEZ-LOBO, 
 DR. PHIL.

COUNCIL MEMBER

Alfonso Gómez-Lobo, Dr. phil. Ryan Family Professor of Metaphysics and Moral
 Philosophy, Georgetown University. Professor Gómez-Lobo specializes in Greek
 philosophy, Greek historiography, the history of ethics, and contemporary natural law theory. He is
 the recipient of several awards, including a research fellowship from the Guggenheim Foundation.
 His latest book, Morality and the Human Goods, was published by Georgetown University Press in
 2002.
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WILLIAM B. HURLBUT, M.D.

COUNCIL MEMBER

William B. Hurlbut, M.D. Consulting Professor, Deparatment of Neurology and
 Neurological Sciences, Stanford Medical Center, Stanford University. Dr.
 Hurlbut's main areas of interest involve the ethical issues associated with
 advancing biotechnology and neuroscience, the evolutionary origins of spiritual
 and moral awareness, and the integration of philosophy of biology with theology.
 He has worked with the Center for International Security and Cooperation on a project formulating
 policy on Chemical and Biological Warfare and with NASA on projects in astrobiology. He is the
 author of "Altered Nuclear Transfer," a technological proposal to our nation's impasse over stem cell
 research.
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CHARLES KRAUTHAMMER, M.D.

COUNCIL MEMBER

Charles Krauthammer, M.D., Syndicated columnist. Dr. Krauthammer, a board-
certified psychiatrist who received his medical degree from Harvard Medical
 School and practiced psychiatry at Massachusetts General Hospital for several
 years, writes a nationally syndicated editorial page column for The Washington
 Post Writers Group. He won the 1987 Pulitzer Prize for distinguished commentary. For 20 years, he
 has written articles on several bioethical topics, including human experimentation, stem cell
 research, cloning, euthanasia, and assisted suicide.

Dr. Krauthammer was a recipient of the Inaugural (2003) Bradley Prize, awarded by the Lynde and
 Harry Bradley Foundation, as well as the recipient of the 2004 Irving Kristol Award, given by the
 American Enterprise Institute.
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PAUL MCHUGH, M.D.

COUNCIL MEMBER

 Paul R. McHugh, M.D. is the University Distinguished Service Professor of
 Psychiatry at the Johns Hopkins University School of Medicine. He was the
 Henry Phipps Professor of Psychiatry, Director of the Department of Psychiatry
 and Behavioral Sciences at the Johns Hopkins University School of Medicine, and
 psychiatrist-in-chief at the Johns Hopkins Hospital from 1975-2001. He is the author of 4 books and
 more than 150 papers.
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GILBERT MEILAENDER, PH.D.

COUNCIL MEMBER

Gilbert Meilaender, Ph.D. Richard & Phyllis Duesenberg Professor of Christian
 Ethics at Valparaiso University. Professor Meilaender is an associate editor for
 the Journal of Religious Ethics. He has taken a special interest in bioethics and is
 a Fellow of the Hastings Center. His books include Bioethics: A Primer for
 Christians (1996, 2005), Body, Soul, and Bioethics (1995). He has recently edited (together with
 William Werpehowski) The Oxford Handbook of Theological Ethics.
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JANET D. ROWLEY, M.D., D.SC.

COUNCIL MEMBER

Janet D. Rowley, M.D., D.Sc. Blum-Riese Distinguished Service Professor of
 Medicine, Molecular Genetics and Cell Biology, and Human Genetics, Pritzker
 School of Medicine, University of Chicago. Dr. Rowley is internationally
 renowned for her studies of chromosome abnormalities in human leukemia and
 lymphoma. She is the recipient of the National Medal of Science (1999) and the Albert Lasker
 Clinical Medicine Research Prize (1998), the most distinguished American honor for clinical medical
 research.
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MICHAEL J. SANDEL, D.PHIL.

COUNCIL MEMBER

Michael J. Sandel, D.Phil., Professor of Government, Harvard University.
 Professor Sandel, who was a Rhodes Scholar, teaches contemporary political
 philosophy and the history of political thought. Sandel's books include
 Democracy's Discontent: America In Search of a Public Philosophy (1996) and
 Liberalism and the Limits of Justice (1982). He has received fellowships from the Ford Foundation,
 the American Council of Learned Societies, and the National Endowment for the Humanities.
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