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June 13,  2000. Interview with Norman C. Fost, MD, MPH, Director, Program in 
Medical Ethics, and Professor of Pediatrics and History ofMedicine, University of 
Wisconsin-Madison. The interview is being conducted by Dr. Judith P. Swazey at Dr. 
Fost's office. 

Swazey: Can you start out by giving me a little family background? 

Fost: I was born and raised in New Jersey. My father was a pediatrician, one of the first 

in northern New Jersey. 

Swazey: Born when? 

Fost: My father was born in 1906, I was born in 1939. My mother was a nurse who 

stopped working when she started raising four kids. What else would you 

like to know? 

Swazey: Were you the oldest? 

Fost: Four children; I'm the youngest of the three boys. A younger sister who carne 

seven years later. Everybody but my sister still lives in New Jersey; my sister is in 

Wilmington, Delaware. So it's still mainly a New Jersey based clan and I go back 

regularly. 
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So you grew up where you were born, basically? 

Correct. At age 2, we moved into the house that my folks were in for another 40 

years. And everybody still lives around Newark, NJ. 

Have any of your other siblings gone into medicine? 

Some did, some didn't. My oldest brother, Ken, is a lawyer and does a lot of 

health related stuff My brother, Art is a pediatric allergist outside ofNewark, NJ, 

my sister, Miriam, got a social work degree and then a law degree. 

Did your family have any particular religious background? 

We are Jewish by ethnicity more than by religion. We were all bar mitzvahed and 

so on, and my brother Art has maintained a Jewish home. The rest of us think of 

ourselves as Jewish by nationality and culture perhaps and not by religious 

practice. 

I asked that because it has been intriguing to see how many people in bioethics 

have had a very strong religious tradition in their lives, and how many have studied 

religion and have gone out of it. 
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I think the whole thing was founded by people mainly from a religious ethics 

background: McCormick, Arthur Dyck, Paul Ramsey, and at least the theologic 

perspective; philosophy was later to the game. 

But an enormous number of people in your age cohort had very strong initial 

religious training and became "secularized" to some extent. Even Bill Stubing, 

head of the Greenwall Foundation, is a minister. Every time you turn over a rock 

religion is bubbling up in bioethics. What did you major in in college? 

I was officially a biology major but even then I was just very interested in 

philosophy and religion and science. I took more philosophy and religion courses 

then biology courses. They didn't have a joint major, technically, but if they had 

that's what it would of been. I was at Princeton, where Paul Ramsey was just 

beginning to be known; he had a big influence on me. I was somehow interested in 

all these interface questions by the time I got there, how and why I'm not sure .. 

I lived in a intellectual household, my father was one of the smartest people I 

have ever known, and one of the most literate and cultural. Literature and the arts 

and interesting conversations were always going on. But I can't really identify 

how and why I got interested in this. Clearly by the time I got to college I had 

more then a passing interest. 
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Did you take courses with Paul at Princeton? 

Amazingly not! I knew about him and it was either that he wasn't giving courses 

at the time or they conflicted with something else. It was a fabulous religion 

department. I'm sure I took 6 or 8 courses in religion and more in philosophy, but 

never one with Paul. He would give occasionally public lectures and so on, but I 

didn't know him until much later although I was aware of him and was starting to 

read some of his stuff 

Did you think at all about going on in philosophy or religion? 

No. My father was a doctor, I was going to be a doctor. It was one of those 

where you don't allow yourself to think about other things. So I don't think I ever 

deviated from the straight path to medical school. 

So you decided to be a doctor when you were relatively young. 

Right. 

What sorts of philosophy did you study at Princeton? 
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Everything. Moral philosophy, aesthetics. I don't know if you remember, Jose 

Jimenez, the comedian. His real name is Bill Szathmary, and his brother is Arthur 

Szathmary, who was a professor of philosophy at Princeton. They might have 

been twins for all I know, and very funny also. He taught a course on aesthetics, 

one of the most memorable courses I've ever taken, both for content and 

entertainment value and culture. 

He must have been a wonderful teacher. 

That's the one I remember most vividly but I took a wide range of philosophy 

courses. 

Any particular reason Yale for medicine? 

Absolutely. I got the catalogue and the opening paragraph described the Yale 

system, which was no exams and no grades. And I said, that's for me. I was just 

blown away by this philosophy of taking in students who were serious about 

studying medicine and treated essentially like graduate students: that is, who they 

trusted to figure out for themselves what they needed to learn. There were also a 

lot of Princeton students who went on to Yale, who I had known and admired. 

But as soon as I saw that I said, as soon as I get in I will withdraw my applications 
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from everywhere else. It was the right decision; it turned out to be exactly what 

was promised and I should say it had a lot to do with pursuing a career in 

bioethics, because you had a lot of freedom at Yale to pursue other things. You 

really didn't have to show up for class if you didn't want to. There were no exams 

to worry about other than national boards. I took Vince Sculley's architecture 

course at Yale when I was in medical school, and a group of us started a little 

bioethics -- it wasn't called bioethics then but that's what it was-- interest group, a 

lecture series and so on. This sort of liberal arts attitude that Yale Medical School 

had at least was fertile ground for exploring other interests. 

What sorts of things did your interest group talk about at that point? 

There were two seminal events at Yale; they got me headed down this track. The 

lesser one was that a bunch of us got together and invited clergy, it was all we 

knew maybe it was all there was, to give a series of talks. A Rabb� a priest, a 

minister, to come and give talks on ethical themes in medicine from a religious 

perspective. I don't remember at all any of the people or what they talked about. 

The more transforming event was .. well there were two. One was in junior year. 

This is a very vivid memory. I can tell you where I was standing and almost who 

was there. I was on a medicine rotation, third year clerkship. There was an elderly 

gentleman who had multiple organ system failure. He must have had a stroke or 
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was profoundly demented and had some acute medical problems, pneumonia, heart 

failure and so on. It was clear that if he survived he had no where to go. He was 

essentially a hermit, no family, there were not many facilities for people like that; 

but worse he probably had what we now call persistent vegetative state. We were 

on rounds discussing all this organic stuff; the treatment of his pneumonia, his 

heart failure and so on. I was dumbfounded. I couldn't figure out why we were 

treating him. I couldn't see any goal that was going to serve any interest of his. 

So I raised this question. I said, "excuse me, but I don't understand why we are 

trying to get Mr. Jones out of the hospital. There is nowhere for him to go, there 

is no life that appears to be a life worth living, from his perspective." Jaws 

dropped and there was this painful silence. Someone may have said, ''well, that's 

an interesting question but we have other things to talk about." And afterwards, 

the chief resident came up to me and told me that what I said was totally 

inappropriate and don't ever raise questions like that on rounds. It's okay to talk 

about that in the residents' room or cafeteria, but that is a completely inappropriate 

question. And I immediately knew I was on to something. How could it not be an 

appropriate question? And as I talked about it with people in the residents' room 

and so on it was clear there was no discipline there. It was like barber shop 

conversation. I knew from all these philosophy and religion courses that there 

were really smart people who had thought about these things and at least had tried 

to think systematically about them. That was a transforming event. That is when I 
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realized that there was an ecologic niche, that there was a big field here and 

nobody seemed to be taking it seriously, I'm fascinated with it, I'm sure I can 

apply rigorous conceptual thinking, and so on. Something very clearly clicked that 

I could combine my interest in philosophy and religion at that point. I didn't know 

how, or what the steps were. The second transforming event was a seminar with 

Jay Katz, of Yale Law School, in senior year, an elective seminar on psychiatry 

and the law. The seminar consisted of four cases, all cases of his involving patients 

he had in therapy, that raised profound ethical dilemmas. I could even tell you 

what the cases were; they were just riveting. It was like discovering a candy store 

or chocolate factory. This was the first person outside ofPrinceton who clearly 

merged these issues into a career. So after the course I went up to him and said, "I 

want to be like you, how do I do it? But I want to be a pediatrician. What kind of 

training should I get? Should I go to law school?" And he said, and I've reminded 

him of this conversation, something like "there are no interesting questions in 

pediatrics and law and ethics, there is not enough there to make a career. All the 

interesting questions are in psychiatry, so you should switch to psychiatry." I 

didn't want to do that. I wanted to be a pediatrician. He was very discouraging 

about my forging a career in pediatrics and ethical and legal issues. That's a theme 

I should continue because many other people were discouraging also, but those 

were the two major events. 
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Little kids with runny noses? 

Right, yes .. exactly. What's the ethical problem? Otitis media is not a great 

conceptual challenge. Katz was transforming in a positive way despite his 

discouraging words because I was so turned on by him and his seminar. 

Did you continue your dialogue with him about what you were going to do? 

I did many years later, but I was still determined to do it. I was sure he was 

wrong. My recollection at least is that he didn't have anything encouraging to say 

about my pursuing this path if I was going to be so foolish, as to insist on being a 

pediatrician. 

That's very interesting. Did you, during your med school or college years, get 

involved at all in any of the civil rights activism or anti-war activities? 

Not really. I have always been politically aware but not active in any personal 

way, no. 

That again, has turned out to be a thread that lots of people had in common. What 

led you to go on to get a MPH? Jumping ahead a little and then I'll go back again 
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to Hopkins. 

It's a long story but we have time, right? An interesting one, I hope. I went to 

Hopkins to do residency training in pediatrics. The chairman there was a very 

important person in my life named Robert E. Cooke, still alive, who you should 

interview. I consider him to be one of the most important figures in bioethics but 

not too many people in bioethics know him. Bob Cooke is one of the legendary 

figures in American pediatrics. He created NICHD, and recently published an 

article about it. He had a lot to do with the creating of Head Start. He invented 

the sweat test for cystic fibrosis. He was a fabulous bench researcher, a great 

clinician. He created the UAF's, University Affiliated Facilities, for research and 

services in developmental disabilities. He is a charismatic person, a phenomenal 

athlete. He was a legend at Yale and then went to Hopkins and became chairman 

at a young age. He was a hero of mine before I even met him. When I got to 

Hopkins, in the first month of internship I was involved with a case of a profoundly 

retarded child who had some acute medical problem. Cooke was deeply interested 

in retardation because he had two children of his own who were profoundly 

retarded. He came to consult on this case. You couldn't avoid being taken by him 

no matter what he was doing, but I was very struck by his attitude about this child. 

This was a child who was commonly called a Gork, in those days. He came and 

spent a long time looking at this patient and talking to us about him as if it was just 
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another patient. There was never any question that this child was going to get the 

best treatment that he could. I became very close to him during residency because 

he was very interested in these ethical issues, particularly as they affected the 

retarded. He was a close personal friend of John Kennedy, was and still is 

chairman of the scientific advisory board of the Kennedy Foundation. It was 

Cooke who persuaded the Kennedys to start putting their money into bioethics; 

they had put their money into biologic research on retardation. Cooke persuaded 

them to start the Kennedy Institute for Bioethics at Georgetown, and the Harvard 

program, and the Wisconsin program. So he was enormously supportive of my 

interest in bioethics. There was hardly a person in medicine in the country who 

was more interested in the issues of the time. But he said the same thing Jay Katz 

said. He said it can't be the basis for a career, there is not much funding for it, it's 

not clear how you could get promoted, and it was a little unclear what research 

would look like. Conceptual research and analytic papers were not the stuff of 

promotion in medical schools. So he urged me to find some other gimmick as an 

academic niche. This could be a side interest that could be cultivated but it 

shouldn't be the primary focus. He actually encouraged me to get interested in 

pediatric pharmacology; there were very few people working in that area. In fact, 

with his help I was about to go off on a fellowship in pediatric pharmacology. I 

was all set to do it when another transforming event happened, and this will get to 

the MPH. I did three years of residency at Hopkins, went into the Army for two 
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years, and then came back to be chief resident. Chief residency at that time at 

Hopkins was a two year position; one year out-patient, one year in-patient. In my 

in-patient year a child came in, a pivotal figure in the history of bioethics, with 

Down syndrome and duodenal atresia. 

I can still see every frame of that film. 

Did you know that I'm in that film? It's a well kept secret, I'm in 3 frames. 

Yes, I know you are. 

So this case obviously occupied an enormous amount of our time and interest. It 

led to the formation of a group that met regularly in the evening to discuss that 

case and what else we should be doing about ethics at the institution. Cooke 

would go down maybe every week or every other week for meetings with the 

Kennedy Foundation in Washington. He called me one day when I was still chief 

resident, and said he had this great idea to make a movie about the case. The 

movie would be a center piece for a big symposium and all these issues would 

come out of the closet. I should mention, by the way, that when that child was in 

the hospital and still alive I went to the medical records room and found other 

cases of children with Down syndrome and duodenal atresia who had been allowed 
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to starve to death, at Hopkins. Many of the doctors who cared for them were 

there and I remember talking to them about this at the time. Cooke had this idea 

to make a movie and the Kennedy Foundation obviously was interested in funding 

it. They hired Guggenheim Productions. Charlie Guggenheim was the guy who 

ran John Kennedy's presidential campaign, a first rate public relations guy. They 

came to Hopkins and filmed a lot of interviews and made this movie. That allowed 

me to get to know Sargent and Eunice Shiver, who were very supportive of my 

interest. Eventually they gave me a fellowship to go to Harvard, where they had 

established an inter-faculty program in law, medicine, and ethics. So this was 

finally the dream come true, eight years out of medical school. Medical school 

was '64, residency '64-'67, Army '67-'69, chief residency '69-'71 and in 1971 

Cooke had given me a job on the faculty as a general pediatrician. I was going to 

start getting this training in clinical pharmacology, so I had this one year on the 

faculty and then went off to Harvard with Bill Curran, Arthur Dyck, and Stan 

Reiser to study ethics. The program at Harvard was centered in the School of 

Public Health. Bill Curran suggested I might as well get an MPH; it made the 

fellowship tax free if you were in a degree granting program. The only 

requirements at Harvard for a MPH were 2 courses, statistics and epidemiology, 

and everything else was electives. They turned out to be two of the most valuable 

courses I've ever taken. 



234 Swazey: 

235 

236 

237 

238 Fost: 

239 

240 

241 

242 

243 

244 

245 

246 Swazey: 

247 Fost: 

248 

249 

250 

251 

Acadia Institute Project on Bioethics in American Society 
Norman Fost 

page 14 

Let me go back to the film and the Kennedy Center inaugural jamboree or 

whatever one wants to call it. I assume you were there at the Kennedy Center. 

What's your recollection of that whole thing in terms of the way it was managed 

and .. . . .  

It was a gala star studded event, exciting beyond belief. The issues 

had hardly ever been discussed anywhere in a public place, and they did it right. It 

was at the Kennedy Center, a huge crowd, many panels and lectures, with many 

glitterati including leading figures in academic disciplines but also superstars from 

the media: the panels were moderated by the top media people. And scholars who 

weren't previously known for their involvement with bioethics; Michael 

Harrington, Robert Coles, Lester Thurow. It was just a star studded day or day an 

half, fascinating, stimulating, it was wonderful. 

How satisfied were you with the film in terms of how well it portrayed things? 

I think it's one of the great documentary films ever made. In fact, I read 

somewhere that after it appeared, for about a ten year period it was one of the two 

or three most watched teaching films on college campuses. The dramatization is 

only eight minutes long. I still use it regularly. I think in eight minutes it raises and 

provokes discussion about an amazing range of issues that are still central. I 
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thought the film was brilliant. Still do. I have not seen anything better from a 

standpoint of getting a class of students, or residents, or doctors too, to start 

thinking and talking about issues of limiting treatment based on handicaps. 

As you know, I think it's had mixed receptions, particularly at the time it 

was aired, as to how the house staff, you and your colleagues, and the family were 

portrayed. 

I guess I'm not aware of the down side. 

Some people felt they were portrayed as heartless monsters, sticking the 

baby in a comer to die. 

The film was an accurate recreation of the facts. 

I realize it was, but the perception that some people had was that it was a 

somewhat unique case. But as you said, it was not a unique decision at that time 

nor was it really heartless. 

Well, Bill Batholome, the essential figure, certainly wasn't portrayed as heartless. 

I mean, he cared deeply and I think that comes across. 
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only eight minutes long. I still use it regularly. I think in eight minutes it raises and 

provokes discussion about an amazing range of issues that are still central. I 

thought the film was brilliant. Still do. I have not seen anything better from a 

standpoint of getting a class of students, or residents, or doctors too, to start 

thinking and talking about issues of limiting treatment based on handicaps. 

As you know, I think it's had mixed receptions, particularly at the time it 

was aired, as to how the house staff, you and your colleagues, and the family were 

portrayed. 

I guess I'm not aware of the down side. 

Some people felt they were portrayed as heartless monsters, sticking the 

baby in a corner to die. 

The film was an accurate recreation of the facts. 

I realize it was, but the perception that some people had was that it was a 

somewhat unique case. But as you said, it was not a unique decision at that time 

nor was it really heartless. 
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Well, Bill Batholome, the essential figure, certainly wasn't portrayed as heartless. 

I mean, he cared deeply and I think that comes across. 

Did you continue your contact with the Kennedys? 

To this day, yes. When I came out here in '73 they announced an RF A, 

292 essentially, for the hiring of a philosopher in a medical school, there was going to be one award in 

293 the country, a six year development award. They were going to pick the place and the person or 

294 at least approve of the person. We applied and Dan Wikler was one of many very impressive 

295 applicants; we picked him and the Kennedy's approved him. John Robertson and I had come out 

296 here in '73 to start this program and Dan joined us in '75. So there we were, a doctor, a lawyer, 

297 and a philosopher in a medical school, nothing like it at the time as far as I know. 

298 Swazey: Compared to medical humanities; Dan Clouser was probably the first philosopher 

299 in a medical school in a medical humanities context. 

300 Fost: That's correct. It was terrific, and then over the years I stayed connected with the 

301 Shrivers in many ways. Frequent reviewer of grants and interviewer for a 

302 fellowship program for many years in bioethics. I've done other projects for them 

303 over the years. I've been on various programs with Eunice and so on. I've always 

304 been very grateful for the pivotal role they played in my getting started. 
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How did the program in medical ethics here come about? It certainly is one of the 

very, very early ones. 

That's an interesting story too. When I went to Harvard in '72- '73 I was 

expecting to return to Hopkins and get a medical ethics program started there, so 

while I was at Harvard I was talking with Cooke, who also was studying there, and 

one of the deans of Hopkins. It was very clear that Hopkins had no interest in this. 

Not only no interest but opposition. It's still one of the few medical schools in this 

country that has no medical ethics program. The school of public health has a first 

rate program but they have little interaction with the medical school. 

Well, I wouldn't say that Harvard is a lot more than pro forma interested, but they 

have had some activity. 

But the Emmanuel's were there; they've had four or five people at Harvard who at 

least devote serious parts of their career . . .  

That's true. 

I don't know anybody like that at Hopkins. 
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That's interesting. 

If you look at the elite medical schools, just take your favorite list of the 

top ten medical schools, they were among the latecomers to have a serious interest 

in bioethics programs. Harvard, Hopkins, and Yale has little other than Bob 

Levine but he's primarily in human experimentation and not part of a program. 

Stanford just got a program going fairly recently. 

UCLA a little bit; UCSF had AI Jansen, and now Bernie Lo. Individuals but not 

multi-disciplinary programs. 

Why? 

This is purely speculation. First of all, soft money schools, that is, their faculties 

are built up from people who rely on grants. There wasn't a lot of money for 

supporting careers in bioethics. At state schools like Wisconsin, which I'll come 

to, you could go to the legislature for hard money. Schools like Hopkins were 

more dependent on foundations and endowments. 

Well, that's not true of the Michigans and UCLAs. 
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That's true. I don't know why. It was so much easier to do new things out here, 

there was so much openness to innovative ideas. At Hopkins, Yale, and Harvard, 

I found it very difficult to get people to think out of the box. 

Absolutely. The whole time I was at BU we would have people from Harvard 

come over almost every year saying, "can we sit in on some of your courses and 

how can we get a program like this going at Harvard?" And our view was, you 

probably can't; and it's not because of you, it's that there is zero interest, again, at 

the dean's level. "It's not real medicine, it's marginal." 

There is also a resistance to interdisciplinary work because the egos are so huge. 

"Why should I talk to anybody else about any of this? I'm a smart guy, I don't 

need any help, particularly with ethics." The year I was at Harvard I identified 

four, five, six people with an interest in bioethical issues outside of the Kennedy 

program. Curran, Reiser, and Dyck did work together, but there were four or five 

other people teaching courses. Larry Tribe taught a course called Channeling 

Biomedical Technology through the Law; it resulted in a book. But these three 

guys at the School of Public Health never talked to Larry Tribe, he never talked to 

them. 

There is a real sense that you couldn't cross the river. When I was at BU, Rashi 



354 

355 

356 

357 Fost: 

358 

359 

360 

361 

362 

363 

364 

365 

366 Swazey: 

367 Fost: 

368 

369 

370 

371 

Acadia Institute Project on Bioethics in American Society 
Norman Fost 

page 21 

Fein was in the Harvard School of Public Health. He came over and taught 

medical economics to our med students every year because he had never been 

asked to teach at Harvard Medical School. 

It wasn't just the river. Even on the Cambridge side, here is Larry Tribe, brilliant 

young professor in the law school, teaching a course in biomedical technology and 

Bill Curran had an appointment in the same school. I'm not sure if he even knew 

him. Charles Fried taught a whole course on health law, on bioethics really, that I 

took. I don't think he and Curran ever talked, so here are three people working in 

health, law and bioethics in the same law school. Forget the river. Frank Sander, 

who was a wonderful guy, taught a family law course. Two-thirds of the family 

law course was bioethics. Frank didn't work with any of these people in any way 

that I could see. 

They were all publishing in their separate venues. 

So I started looking around for other places. At this point I had a year of 

training, I now knew this was a promising field; there were no doctors in it but I 

knew this could be a career. I knew Cooke was wrong and Katz was wrong and I 

was confident that I could get an academic career going, combining clinical 

pediatrics with bioethics as my scholarly area. I had done a research project at 
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Harvard that was on its way to being published so I knew you could do research 

and I was not worried about getting the funding for it. One of my closest friends is 

Mike Kaback, now a geneticist at UC San Diego. Mike and I wrote the first paper 

I ever published in bioethics, on "Why do sickle-screening in children?" It raised a 

lot of early questions about genetic screening. Mike was very supportive of me 

doing this, and was just getting involved in Tay Sachs screening and understood 

better than anybody all the ethical issues in genetic screening. But even Mike said 

to me, "alright, suppose you hit a home run; somebody offers you a job as 

professor of medical ethics, all the money in the world, you can do whatever you 

want. You show up Monday morning; you have a desk and a chair then what do 

you do? What do you do from 9 to 5? Do you have an ethics clinic?" Even he 

had trouble seeing it as a career. I wasn't sure what the answer to that was. How 

do you fill a week? Because Hopkins wasn't interested I started to looking around 

for other places that might be. I found such a place at UC San Diego. The 

chairman was Bill Nyhan, who had brought a whole bus load of Hopkins people to 

start a really excellent department out there. He was looking for somebody to 

head the residency program and be in charge of general in-patient pediatrics at the 

hospital. As you may know, the med school is in LaJolla and the hospital is in 

downtown San Diego, a half an hour away if you're lucky. The faculty was up in 

LaJolla and downtown they had this hospital with residents and students and there 

were very few people based in the hospital. He wanted some general pediatricians 
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to sort of hang out and run the place. This was idyllic from my point of view. Do 

you know who Sidney Gellis is? 

I know the name. 

He is a great figure in pediatrics, now at Tufts; he was at Boston City Hospital. 

Gellis was and is a very famous generalist in an academic setting. The year I was 

in Boston I went to talk to him to ask him how I could model that part of my 

career to become a generalist in a pediatric setting when specialists were becoming 

the rage. And he said, you have to go to a place where the hospital is far away 

from the medical school so the specialists aren't there, where they come in sort of 

a day a week and you're the only guy in town so everybody has to talk to you. 

San Diego was just tailor made, and Nyhan was very supportive of me pursuing 

my interest in bioethics. He didn't know what it was or what I would do, but he 

said I would have half my time free to do whatever I wanted. There was a law 

school there, I met some people and so on. I accepted the job in San Diego, 

bought a house, and here is the weird part. I came back to talk to Cooke about it. 

Cooke had taken a year off when I went to Harvard and decided to go to Harvard 

too. So he and I were in this bioethics program together. 

That's fascinating. 
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People thought I followed him there because I had followed him everywhere else, 

but that wasn't the case. It was great having him there. I told him about this job 

in San Diego. I told him the only bad part of it was living in San Diego; the idea of 

starting a family in San Diego was not appealing, the ultra- conservative political 

climate seemed very oppressive to me. Nyhan himself was very down on raising 

kids in San Diego, and Cooke said you shouldn't go to a place where you are not 

happy to live, that's not a good way to start out a career. So I said, well I've 

looked at half a dozen other jobs, I looked at a job in Burlington, Vermont, one in 

Mt. Sinai in New York. I had interviewed all over the place, and none of them 

offered the sort of protected time. So I said, I don't know any other place right 

now, and Cooke said, you ought to look at the University of Wisconsin. I said, 

"what?" Cooke at the time was talking with people here about a newly created 

position of vice chancellor for health sciences; he was thinking about leaving 

Hopkins. To me, Wisconsin, Idaho, Montana -- it was all something between the 

Rockies and the Appalachians, a big wheat field. 

There is the east coast and the west coast. 

The great New Yorker cover. I didn't want to go to Wisconsin. He said he didn't 

know much about the pediatrics department but he knew the chairman, a guy 

named Charles Lobeck, who had trained at Yale. He said, call him up. So I did 
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this odd thing - I called up Chuck Lobeck on the phone. I said you don't know 

me, I don't know you but here is what I am, sort of gave him a short resume, said I 

am interested in general pediatrics and bioethics and I've taken a job in San Diego 

and Bob Cooke said I should call you. And Chuck said, that's fascinating. He in 

fact had written a short article on a bioethics issue. And he said, why don't you 

come out and we'll talk. Well, I said, I'm on my way out for the closing on the 

house in San Diego. I was going to fly out on Christmas Eve. He said, why don't 

you stop in Madison and let's talk. In December 1972 I arrived in Madison, 

Chuck Lobeck took me out to dinner to a place named the Ivy Inn, a place you 

would take nobody, and he just charmed the pants off of me. I could almost tell 

you the entire conversation for an hour. He started off talking about the geologic 

history of Wisconsin, which is fascinating. He then started talking about the 

political history of Wisconsin, the LaFollettes and the progressive tradition, and 

then the history of the University ofWisconsin, what a well kept secret it is. He 

told me it had more Guggenheim awards than Harvard. Then he got around to the 

history of the pediatric department and I was just blown away. 

You were being recruited big time. Did you know that? 

He did it very effectively. The next day we went to see the acting dean, Henry 

Pitot, a very famous man in basic oncology. The three of us were sitting in Pitot's 
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office and Chuck said, do we have any money to support him? I can pay this guy 

half time, he wants another half time to start this bioethics business. Pitot pulled 

open a drawer and pulled out a folder called the Richardson Trust� Richardson had 

donated money for medical humanities and Pitot didn't have a clue what to do with 

it. He said, this is medical humanities isn't it? I said, yea, I think so. He said, you 

can have $25,000 a year to start this. I said, that's very good. That $25,000 was 

actually divided between me and John Robertson, who I had met at Harvard. John 

was doing a post-doc in health law, and he and I became very fast friends. John 

was at the time interviewing for a job with UW law school, so the fact that he was 

coming here made it very appealing. So then we went over to see Gunther Risse, 

who was chairman of the history of medicine department. I believe this is the 

oldest history of medicine department in the country. Gunther was a one man 

show, and he was receptive to the idea of having a more diverse department. The 

idea of calling it medical humanities or something was not appealing to him 

because it had this historical significance, and for it not to be the department of 

history and medicine was not appealing to him. We did not want to create a new 

department, so it was agreed that there would sort of be an bioethics wing. It was 

called medical ethics then, in the history of medicine department. I called up Bill 

Nyhan from the Minneapolis airport and said a funny thing happened on my way to 

San Diego. Bill was unbelievably supportive of this, he only wanted what was best 

for me. He had mixed feelings about being in San Diego, as I told you, and he was 
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very gracious about the whole thing. And more amazingly, the owner of the house 

and the realtor let me out of that contract. I had signed the contract and paid 

earnest money done and got that back. 

Your karma definitely had you coming here. 

It was an amazing thing. It was Christmas so we couldn't set up interviews. I 

came back two weeks later and it was one of these famous January thaws, this was 

January 20, 1973, it was 55° and the sun was shining and Lobeck was driving me 

all around. I said, I hate cold but this isn't so bad, I can handle this. So I moved 

here in July of'73, with John, and then got money from the Kennedys to hire a 

philosopher. So that's how the Wisconsin program started. It was due to the 

vision of the pediatric chairman, the Richardson Trust, and an acting dean who 

was receptive. It was typical Wisconsin, as I said, doing things that were new and 

even wacky; out of the box was an everyday occurrence here. It's just easier 

because there's a culture of change and progressivism and innovation that at 

Harvard, Yale, Hopkins and even Princeton were very hard to do. There was also 

the idyllic nature of Madison. It struck me as a great place to raise a family, 

fabulous public schools, little crime, wonderful environment and so on. It was a 

place where I could imagine living forever, which meant a lot to me. I didn't like 

the idea of five-year plans and moving around. The appeal of Madison definitely 
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was a plus. 

Did John get an appointment in medical ethics? 

At the medical school, correct. John had about a 30% appointment in 

the med school, which got him out of at least one course in the law school and 

obligated him to do some teaching in the med school. He had a joint appointment 

and then when Dan came, Dan was jointly appointed in the philosophy department 

and the med school but predominantly in the med school. 

What was your vision of the medical ethics program when you got it going? 

Our plan, particularly after Dan came, John and I had long talks about it, was 

about teaching, service, and research and how to divide our time. Because it 

became quickly apparent that there was just starting to be interest in medical ethics 

in medicine. It was clear that we could get sucked up quickly giving a million 

talks, CME programs, church groups, schools, everybody; people were just 

starting to get fascinated with all this. We made a commitment from the 

beginning: we decided that the scarcest commodity in this field was scholarship. 

There was beginning to be teaching, there certainly was a lot of discussion, but 

there wasn't a lot of really scholarly writing outside of mostly theological people. 
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We decided our major mission was that we would aim to publish in the highest 

places of our professions; law journals for John, philosophy journals for Dan, 

medical journals for me. We were clear from the beginning that we wanted to be 

known as a scholarly program. There was great skepticism about the field as a 

academic discipline and it was what bothered me at Yale when I was on rounds 

that day, when nobody seemed to think it was possible to talk about issues in any 

sort of objective or dispassionate way. So obviously we wanted to be in the 

curriculum, and we wanted to be involved in health policy, and we succeeded in all 

those things. We wanted to do teaching, service, and research at the local and 

national levels. I don't think we ever imagined the degree to which we would get 

involved nationally, but as to writing and publishing, we thought that was the coin 

of the realm in an academic center and since there was great distrust of this field as 

a discipline we thought that was the most important goal. 

Has that pretty much stayed your core mission? 

Yes. As Dan has said, this field is a candy store and the temptation to go 

gallivanting around is infinite. Others will have to judge whether we succeeded at 

it. Whenever we have retreats and so on and discuss what we are doing and what 

we should be doing, it's virtually always agreed that what we should be doing 

more of is publishing in good places. 
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Did you ever contemplate starting a graduate degree program? 

Oh, let me count the ways. We've had some grad students and fellows. 

But you're not a degree granting program. 

That's right. We've done it by having people enroll in other departments with this 

as their major area of work. We've had philosophy PhDs for whom bioethics was 

their major with Dan or Allen Buchanan, who was here, as their advisors. We've 

had law graduates, masters degree students in the law school, with Alta, or Alan 

Weisbard, or John before them, as their advisor. We've had a sociology PhD. 

We've had somebody in genetics who pursued bioethics as a minor, we've had a 

guy in environmental sciences, so we've had a bunch of grad students, not a lot but 

some through that route. We've talked a lot about setting up our own degree 

granting program, and there are a lot of bureaucratic obstacles to it at this 

university, and we haven't done it, obviously. We are on the verge of it and we 

are discussing it again. 

Doctorate or masters? 

Well, both. I should say, by the way, that the idea of having a masters 
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program is something we sort of rejected. We saw these developing elsewhere in 

the country, and it seemed to us that these places were turning out mainly clinical 

bioethicists. Dan felt more strongly about this than the rest of us, but I think I 

agree with him that we if we are going to have a graduate program it should 

primarily be a PhD program for people who have the capacity and the interest to 

do academic work. But setting up a PhD program in bioethics is a lot harder, so 

for various reasons we haven't got around to it. 

Would the PhD program, if you did the PhD, be in medical ethics? 

Well, that would be the goal. In fact, there is a new PhD here in population 

health, in the med school, and Dan has a student in that track who is full time into 

ethical issues in population health. So yes, the goal would be to have one in 

bioethics. 

What do you see as the pros and cons of that? There are a couple of other places, 

as you probably know, that are thinking of it, like Case Western. 

The pros are that we can control the curriculum. We get inquiries from students 

who want to come here and study; to get a degree, and we tell them about all these 

department options and the problem always is that they have to take more courses 
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in those departments then they really want. That is, the department's core 

curriculum, some of it, is not really germane. For example, the history of medicine 

has had a large number of grad students here and we've had people ask if they 

could get a masters or PhD in history of medicine concentrating in bioethics. We 

say sure, but you will be mainly a historian, not a bioethicist, because they've got a 

rather impressive core curriculum, a lot of which, if you want to do bioethics, you 

aren't particularly interested in. The main pro I think, is being able to control the 

curriculum and the requirements so that it would be tailored to people whose 

major interest is bioethics. The major con has been mainly the administrative 

obstacles in setting it up. It eventually has to go through the regents and the 

regents, who are reluctant to create new PhD programs. Also, training fellows has 

never really been one of our major missions, so none of us has had the motivation 

to put a lot of time and energy into it. 

Its also a major time commitment for you people. 

Right. Let me say another thing about grad students. I've had five people in the 

medical school in resident positions who have gone into careers in medical ethics, 

who came here to study medical ethics, who have been very successful 

academically. And that worked for two reasons: one, because they didn't care 

about getting a degree; they had their MD. They wanted training and wanted to be 
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good at it, but being a physician in bioethics you don't particularly need any other 

degree, so there wasn't that barrier. Therefore they could take whatever courses 

they wanted. And second, they were able to get funding through some other 

clinical fellowship. For example, Ben Wilfond, did his pediatrics residency here 

and then did a fellowship in pediatric pulmonology and the fellowship people let 

his area of research and scholarship be with me. Michael Green, who now is at 

Penn State, did this in general internal medicine. And Doug Diekema, who was a 

chief resident with me and now is very successful at the University of Washington. 

And Ellen Clayton, who is at Vanderbilt. So there have been four or five of them 

who were fellows, not degree-pursuing, and went on to very successful academic 

careers. Working with those people has been fun for me. 

I've bet you've enjoyed those particularly. If you think about the curriculum 

content of a PhD in bioethics and think about PhD in most fields, sociology, law, 

philosophy or whatever, you have a certain amount of training in the methodology 

of the field. What do you teach people with a PhD in bioethics? What is the 

methodology of bioethics, which opens onto the question that I really want to ask: 

what is this animal after thirty-odd years? 

Well, maybe my answer to that sheds more light on why we never actively pursued 
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it, because maybe we don't think there is any unique methodology to it. 

That is combination of medicine and law and . . . .  

Swazey: There is a division between those who say there should be PhD, and probably a 

majority of people we have talked to, who believe they would rather have people 

going into bioethics grounded in a discipline. Right now we don't think the field is 

ready for a PhD because it's not a discipline, is their answer. So I guess I'm 

pushing you to see if that's . . . .  

Fost: I lean towards that view although I could argue both sides. 

Swazey: Go ahead, give me both sides for posterity. 

Fost: My instinct is towards the point of view that you just articulated, namely that it's 

better to get grounded in one of the traditional academic disciplines like law, 

philosophy, sociology, and have a really good base and then pursue questions in 

bioethics from that perspective. That's been very successful for us and I think for 

most of the leading people in the field. So it's a good model and it works. There 

is no barrier to people with a PhD in sociology to learning some law and 

economics and applying those things to their work. They are working in a 

collaborative way with people from those fields. But I wouldn't be cynical about a 
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core bioethics degree. I think if we set one up there could be rigorous training. It 

would be eclectic. That is, you would want people to know some basic health law, 

you would want them to be comfortable with moral philosophy; to be able to think 

in those terms and read that stuff critically. You would want them to know social 

sciences -- some things about economics and sociology; you'd want them to know 

some history; you'd want them to know about religious perspectives. So I think 

those four or five, and they obviously need to know some medicine and health 

policy, and political science perhaps. I think a person who had good courses in 

those areas would be well grounded, along with clinical training, if that's what they 

wanted to pursue. But I think ultimately the test of a PhD program would be 

whether that person developed a research career that was scholarly and had the 

usual indicators of respect like the ability to attract funding, publish in the best 

places. I wouldn't be pessimistic about that, if we had a PhD program and 

somebody took these courses. We have people around campus to teach most of 

that. And they would get started on a research path and it might be in law, it 

might be in philosophy, it might be social science, it might be descriptive -- that is, 

it could be any of these four or five things. Would they be as good as somebody 

who had a PhD in one of the core disciplines? I don't know. They might be. It 

depends on the person, their skill, energy, their mentorship and whether they got 

hooked up with the right project. But I can imagine somebody getting that kind of 

training and getting started on a research project that partook in any one of these 
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fields and be off and running, having a successful career and be respected and be a 

solid academic. I don't think that the fact that their PhD wasn't just in sociology 

would be a barrier. 

Or philosophy; more germane to bioethics certainly than sociology. 

You know, I think as always it's about the quality of the person. You take a really 

bright, energetic, creative person, and I think he or she could succeed in all sorts 

of different ways. There are people in this field with no training at all who do 

some good stuff and there are people with three advanced degrees who do junk. 

Yes, that's certainly true on both sides of the equation. You are talking about a 

fairly heavy concentration of core courses, which I agree with in principle. You 

should know some religion, philosophy, law, social science. So you are talking 

about maybe more than a couple of years of core courses, it would seem to me, 

unless you're going to take one out of each of the following groups, which 

probably isn't going to give you the kind of core competence that I heard you 

talking about. 

Yes, it's  more courses than you would probably take in a usual PhD program, but 

I don't think it's  a huge number. That is, I think there are two or three law 
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courses that would suffice, a couple of philosophy courses, a couple of sociology. 

I think eight or ten courses would give you this perspective. Here is the point for 

me: 20 or 30 years after your training most of what you know you've learned since 

your training. My knowledge of medicine based on what I knew in residency, I'd 

be dangerous if that's all I knew. It constitutes 2% of what I do today. I'm 

guessing that would be true oflaw and sociology; if you don't grow and continue 

to learn and have your methodology tested by the usual mechanisms of peer 

review, grant applications, publications, and colleagues you are going to fade out 

anyway. 

I can barely remember what I learned in grad school. I obviously learned 

something, but what I've learned working with people in health, law, sociology 

and organizational theory and medicine. 

So what you do with your degree program is mainly the impetus, the push, the 

networking, the getting started with something. Thinking about things rigorously 

and getting a research track started. I don't think it matters a whole lot what it's  

m. 

Are bioethics and medical ethics synonymous for you? 
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Yes. We may be the only place in the country, I think, that still calls ourselves a 

medical ethics program. We are not a center, we are the Program in Medical 

Ethics. We've talked endlessly about whether to change the name and we now 

refer to it as the bioethics program even though it has not been officially re-named. 

We have talked about officially renaming it, but I don't think it matters. By the 

way, you should know this and maybe you do: there is this raging controversy 

about who invented the word. Van Potter1 here is quite upset at the expropriation 

of this word. Not just that he doesn't get credit for it, that's not the part that 

bothers him. It's  that he coined the word a decade or two before the medical 

ethics movement, to refer to global environmental concern about ethics and the 

biosphere, and wrote articles in Science and a book, Bioethics: Bridge to the 

Future. Van's still around; you should meet him. 

Yes, I'm sorry that I didn't even think of that. 

He's quite opinionated about this. He's upset with us and maybe even 

unconsciously part of the reason we haven't changed our name to a bioethics 

program is not to offend Van, because he feels that he invented this word and we 

would not be doing what he wanted us to be doing. Medical ethics or bioethics, 

no, I don't distinguish. 

1 Deceased after this interview was done. 
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So what is it? 

It's  an area of teaching, service, and research having to do with a range of issues 

involving health, health care, and medicine, only some of which are really ethical 

and have to do with ethical issues. It encompasses economic issues, public policy 

issues, legal issues, historical issues, religious issues and ethical issues. Any rich 

program in the field, or any person who studies or writes about it, ideally includes 

bits and pieces from all these things but doesn't have to. You're doing bioethics as 

much as somebody who writes an article for a law review on access to health care. 

So it's  a multi-disciplinary field that covers a range of ethical, legal, religious, etc. 

issues in health and health care. It's not precise. 

You're saying it's really a field and not a discipline. Do you define yourself at 

this point in time as a bioethicist or medical ethicist? 

Yes. 

Did you from the start, once the term arrived? 

I'm not crazy about the term because there is no credentialing. Anybody can call 

themself a bioethicist and anybody can hang out the shingle. So I don't know what 
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it means. It is a convenient term to describe what I do and what my major interests 

are. But it's  not as precise as doctor, sociologist, lawyer, or historian. 

I think it's also a term that gets applied to people particularly by the media, 

because I guess it's  a lot sexier then being a health lawyer, or an economist or 

whatever. So as far as the media are concerned, people like George Annas or Alex 

Capron are bioethicists, not health lawyers. 

I would guess 900/o of what George says in the media has nothing to do with 

law. The vast majority of George's public persona is bioethics. He does write law 

stuff in the New England Journal and elsewhere, but when he goes on Nightline or 

he gets quoted in the Times it's rarely a legal comment. 

That's right, they are not interested in his legal opinions. What do you think 

bioethics major role has been? You have said, teaching, research, service, but as a 

field that has scholarly and more applied components, what have it's major roles 

been over the years? 

I think it's had dramatic effects on the country and the world in many ways. First, 

at the clinical level, that is, in bedside-bioethics cases, I think there is remarkable 

consensus. Let's just take the United States at least for now, but it's  probably true 
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of Western Europe too, on areas that were hotly contested and fiercely debated 20 

to 30 years ago: general principles for limiting, withholding, withdrawing life 

sustaining treatments; rules of experimentation; principles that should guide 

genetic screening; definition of death, and so on. Every hospital has similar 

guidelines now, on withholding or withdrawing life support. Guidelines for 

responsible genetic screening were written by the 10M report in 1 975 and they 

haven't changed much. The rules of experimentation are generally agreed on. 

There is a lot of nit-picking on how well people are doing it. But people in 

bioethics helped articulate the general broad principles and write them down. 

Bioethicists didn't invent the principles, but the field helped articulate principles 

and turn them into law and regulation and guidelines. Dan Callahan said in his 

Shattuck lecture 15 years ago or so that those issues were mostly settled and what 

we now needed to turn our attention to was macro issues of access and allocation. 

Second, at the clinical level physicians are much more thoughtful, aware, 

reflective, look for consistency, try to live by these sort of principles now. It's  

permeated medical practice in a way that was unknown when I was a medical 

student. As I said, you couldn't even get a conversation about it, and now it is not 

just that these principles are out there, people care about them. They are widely 

followed. The practice of medicine is much more reflective and ethical in the sense 

that people care and think about these things in a more systematic way. 

Third, it's democratized health policy discussions. Starting with the Kennedy 
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symposium or perhaps with the Seattle "God Squad" sometime around there. All 

this stuff came out of the closet and became the fare of daily public discourse in the 

media. So the public now is engaged in this, and has an effect on the direction in 

which things go through their representatives, through the media and so on. But 

bioethics helped to foment that. The Kennedy symposium had a lot to do with it, 

and the people who put it on and participated in it helped articulate the issues. So 

the bioethics movement gets some credit for that. On larger issues, which have 

only come lately to the table, on access and allocation and rationing questions, 

there is nothing resembling consensus. That's partly because there has only been 

more recently critical thinking about them, I think. Second, they are harder issues, 

they're fundamentally more complex political issues. But I think, even there, 

something close to consensus is starting to emerge in a way that didn't exist 10 

years ago, and I'm optimistic that 10 years from now that there will be more 

agreement. I'll give you an example: I think there is increasing agreement that 

access to a decent minimum of health care should be just as much an entitlement as 

food, shelter, clothing, and some kind of education. 

Unanimity among whom? 

The populace. 
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Outside the Beltway? 

Absolutely. It's  what got Clinton elected. Seventy percent of the American people 

saw health care as their number one problem and that hasn't changed in 8 years. 

That is, the fear of becoming bankrupted, the concern that someone in their family 

would be without health insurance, still terrifies the majority of the population. 

As well it should. 

The other 30% aren't worried about it but most agree that it is a serious problem 

and something should be done. 

My sense is that bioethics or bioethicists until relatively recently have not paid 

that much attention to these macro issues, except for a few people like Allen 

Buchanan, Norm Daniels, Dan, a small group. I think it was Dan Callahan who 

said that it's  a topic that was de-selected, not a major issue that bioethics focused 

on. First of all, do you agree, and if so why do you think that was the case? Or is 

the case? 

I think it was and is. But I think the reason is much simpler: it' s  a much more 

complicated issue. How to distribute benefits and burdens in a free society is a lot 
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harder than coming up with guidelines for experimentation. Most people in the 

field are not trained in political philosophy, which is what this is. Or at least it's 

one of the core disciplines. It involves much more refractory, complex questions. 

You can get anyone off the street and teach them in 10 minutes the principles that 

should guide withholding or withdrawing life support and get them to agree, yes, 

that makes sense. You can't in 10 minutes get somebody to agree on the 

principles that should guide distribution of benefits and burdens in a free society; 

that's just much murkier. Secondly, it's  not exotic, it's policy, it's  not cases. 

Bioethics has grown in part because the cases are lurid, they are all exotic and 

fascinating. They are all the stuff ofER, Nightline. You could make a hundred 

TV shows a week that revolve around cases and never bore the public because it's 

so inherently interesting. Try to put on one show a week about access to health 

care; you can dramatize it but not in a way that ER can dramatize a case. ER 

occasionally has shows about access to health care, things like rationing. It's just 

that the cases were more fun and anybody can talk about them and blab on about 

them, but it's harder to talk intelligently about access and distribution. An example 

of this was the Clinton health care task force. All of us had been on committees 

and commissions and task forces about genetic screening and experimentation and 

so on, and in 2 days you could pick your people at random from the field and 

they'd all come to the same conclusion. But here were the best and the brightest, 

Brock, Daniels, Zeke Emmanuel and so on, trying to talk about the health care 
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system and how to revise the health care system, and in 8 weeks it was difficult to 

come up with anything that anyone could agree on other than cliches. 

I gather that there were real divisions within the task force, having talked to a 

number of people who were on it? 

It's surprising to me that there hasn't been a book written about that ethics 

working group, because there were many, many stories to tell. But even having 

very good people it was very hard to come up with anything that everyone could 

agree on. So why does Dan say it's been de-selected? 

Well, I think for the reasons that you're talking about. It was a term he used, and 

as he said in his Shattuck lecture, these are topics that have to be dealt with but 

bioethics has largely eschewed them over the years. 

Correct. But it's  changing. For example, we have an administrative medicine 

course here that is for mid-career doctors who are going into administrative 

careers and they want to get a masters degree. We teach a bioethics module in it. 

I just spent 8 hours helping them to think about how to ration resources within a 

managed care organization. Five years ago I wouldn't have been able to teach 1 0  

minutes on it; I hadn't thought coherently about it at all, I was dazed and confused 
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by the issues. Now there is excellent literature out there and I can at least organize 

my thoughts; teach them some things that have some practical significance. 

And five years ago they might never have thought about having you teach such a 

topic. 

Exactly, and now it's  the number one topic. Managed care is the number one 

ethical issue that doctors want to hear about, and doctors at a administrative level 

are desperate for some sort of help or guidance on how we should think about 

rationing health care in a managed care system. 

Is this an area or subject matter that you are starting to teach med students? 

Yes, we do a four hour session with the senior medical students on managed care, 

which is four more hours than we did 3 years ago. And they appreciate it a lot. It 

gets very high reviews. If you taught them as first year med students I think it 

would be a bomb; first year students want to hear about the sexy cases. But by 

senior year they are beginning to sense that they are going to have to make 

decisions about this stuff and they are looking for some help with it. 

What has been some ofbioethics' weaknesses, or not accomplishing as much as 
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they might have over the years? 

I think it has been captured by the media too much. The New York Times now 

panders to the readership by just putting in sound bites and quotes on complex 

issues, and bioethicists including myself get sucked into it. You do a 40 minute 

interview with Gina Kolata and she reduces it to a sound bite. We all understand 

the reasons why we do that. What are you going to say? ''No, we are not going 

to talk to you about this because you refuse to give me 10 column inches." You 

want to be heard and you want to help educate people, but the media coverage of 

bioethics for the most part been not good. And bioethicists participate in it, and 

like it and make money off of it. 

Has it had some public educational utility or is it too simplified? 

It's better than nothing. I mean, thank god there are articles regularly in the 

New York Times on bioethics and any intelligent person will know more about the 

field from reading those articles than if there were no articles. So I think in general 

it's  a plus. I think the major cost of it is short term. I'll give you one example of 

this: the Ayala family who created a child to be a bone marrow donor for their 

dying daughter. Nearly every bioethicist who was quoted made insulting critical 

comments about this family. There was almost unanimity, and I'm glad to say that 
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I was not a part of it, saying this is wrong, this is immoral, this is not what 

medicine is for. Fifteen years later the practice of creating a child to be a donor is 

generally accepted, within certain parameters. The knee jerk reaction to it, the 

instant analysis was very lurid. If you had asked those who commented to prepare 

a paper on it for a symposium, on creation for donation, they would have written a 

very thoughtful analysis -- on the one hand and on the other hand. But the press 

calls and they do things that they would never do either in their teaching life or 

scholarly life. So it was bad for the short term. It created this distorted view of 

the issue and heaped scorn on this family. But it' s  an unfortunate aspect of 

bioethics when it contributes to that sort of simplistic reaction. It tends to be short 

term because in the long term ideas get out and careful thinking emerges and in the 

long run it all turns out okay. 

Second, I would say, that some of the leading medical journals that should 

have the highest standards for scholarly discourse, have not done a good job. That 

is not the bioethicists' fault. An example is the AZT trials in Africa, and the most 

prestigious medical journal in the country publishes a special article, slamming it in 

a not very scholarly way. Not all the articles on ethical issues have been subject to 

the same kind of critical external review that is required for scientific articles. And 

then the associate editor writes an editorial agreeing with it and suggesting it is like 

Tuskegee. Side-by-side articles, not very scholarly, on one side with no contrary 

view. That has happened repeatedly . .  
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So it's not balanced, is your criticism? 

That is not the fault of the discipline as much as it is the publications. One 

hallmark of a discipline should be that it is dispassionate, and bioethics often isn't, 

and bioethicists do contribute to that. 

How do you think it's fared as a scholarly discipline? 

The wheat to chaff ratio is very low, but I don't know if that's any different than 

other fields. The vast majority of articles published in scholarly journals has no 

lasting value, but if you take it collectively over the long haul there is incredibly 

good stuff out there, and as I said earlier, it has helped promote consensus. 

Eventually the best arguments prevail, and you begin to get agreement on what 

principles should be and what policy should be. When I said that bioethics 

contributed to this consensus on these clinical issues, I mean mainly through 

scholarship, through careful thinking, listening, and then synthesizing and saying 

here is what everybody seems to me to agree with. 

Same thing would you say in policy formation? 

Less so, but there is beginning to be. If someone would read Paul Menzel's  
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books, Norm Daniel's books, Callahan's books, they would begin to see a thread 

and be able to start to say, here's the principle that I think I can agree to. 

Everybody is not entitled to all the health care that they might want or need 

throughout their entire life span. That may not be a profound principle to you or 

me, but people still need to be persuaded of it. The material is now out there to 

make that persuasive argument. I think Dan Callahan, by the way, is one of the 

most underrated people in the field. I think he continually gets misrepresented by 

people in the field as superficial, or "all he did was start an institute". I think his 

writings don't get as much credit as they deserve. 

Yes, I think he is almost viewed as almost like an outsider maverick, ironically 

enough for the person who started The Hastings Center. 

Why is that? 

I think it's because lately has been dealing with these more macro issues, and has 

been critical of autonomy-based bioethics. I also think he is worried about where 

bioethics is going in the future. 

There is another part of his career that accounts for it, I think. Dan until very 

recently refused to be part of commissions or committees on the ground that you 
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get seduced out of this scholarly mode. You start pandering and it's  hard to resist 

it, things get oversimplified. So he has never been an "insider'' in that way. 

That's right, not the Mr. Washington type of thing. As a matter of fact if you look 

at who has been on the commissions and task forces over the years, there are few 

Hastings people, not just Dan. 

Bob Veatch is not. 

When you're teaching medical ethics to students or house officers what's your 

objective? 

We've been talking about that in great detail lately. First of all I would say that 

there almost no consensus on that within our program. We have 6 full-time people 

here, and I think there are probably 12 different opinions on what the goal of 

teaching should be. So this is just my view. With regard to medical students my 

goal in the first two years, is, one: to get them to know that there is a field and that 

there are smart people in it. That they aren't just sermonizing, that it's  not 

subjective and arbitrary, that there are people who think about these things 

systematically. I want them to leave their first two years saying that there are 

some thoughtful people in this medical school who think about these things in a 
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way that is helpful. Second: to get them to know who these people are so they can 

call on them later in med school; when they have a problem or question they will 

seek us out. Third: to know there is literature out there and that a lot of it is 

readable and good. Fourth: to get fascinated with it so they will want to study it 

more, so they will say, " this is really interesting and I want to do more of it." I 

have almost no goals with regard to content. The content to me is almost 

irrelevant. The reason I say that is because the retention of content the first two 

years of medical school is close to zero. We can put on these fabulous sessions, 

panel discussions of a plug-pulling case with the patient, with the philosopher, the 

doctor, the lawyer, the parent, and a standing ovations, the thank you's, an A -

plus on the evaluations. Two years later when I see these people on their clinical 

clerkships, a case I'll say, "remember the point we made about withholding or 

withdrawing treatment, do you remember the session when we brought in that guy 

who was paralyzed?" Most don't remember the sessions, or me, they couldn't 

even for sure tell you that they met me. But there will be three, four, five of them 

who care a lot. 

That's a horrible educational experience, the first two years of med school. 

Right, I don't blame them. They are completely distracted by getting an A in 

anatomy. That's the first two years and as a result I've argued for us to shift our 



938 

939 

940 

941 

942 

943 

944 

945 Swazey: 

946 Fost: 

947 

948 

949 

950 

951 

952 

953 

954 

955 

956 

Acadia Institute Project on Bioethics in American Society 
Norman Fost 

page 53 

time that we have for teaching into the third and fourth year, where I think there is 

more payoff. In the third year, we do now have a required experience with them 

as they come through pediatrics, and we're on the verge of expanding this into 

other clerkships. The goal of this is more specific than the first year. First, it's 

recognition; that is, it's  specifically designed to get them to see ethical problems in 

clinical medicine everywhere. To get them to understand that every patient they 

see, practically every interaction, there is an ethical problem. 

Everyday ethics. 

About honesty, about deception, about confidentiality. Things that arise in 

almost every setting. And we get them to do that by requiring them to come into 

the sessions with an example of an ethical issue that they faced in this clerkship. 

They have to bring the issues to us and they get amazingly good at it in 4 weeks; 

it's amazing to see how they now see it everywhere. It's  very much sensitizing 

their awareness. The second objective is to get them to think systematically, to 

organize their thoughts, not to just ramble on and be completely subjective. We 

do that by requiring them to write up these cases; one side of one piece of paper. 

There are four questions about each case, a heuristic outline: what are the ethical 

issues, what are the arguments for and against, what outcome do you suggest and 

why? And after four weeks there is a transformation. "I saw a case yesterday, 
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here's what the problem was, here's what I think the issues were, and here's what 

I think should be done, and here's why I think that." This gets you into a very 

useful discussion a lot more quickly. Those are the two main goals. There is also 

some content that they learn about confidentiality and stuff like that. So that is the 

goal of teaching in the third year. 

In the fourth year and in residency I think it's  much more content 

oriented. That is, what principles should guide withholding and withdrawing oflife 

support, which is the most common case that people want to hear about. What the 

principles of confidentiality should govern adolescent health care and why, and 

how should these kinds of cases be handled, and genetic screening and so on. So 

as they get closer to real practice it's  trying to get them in touch with these areas 

that I think I 've said there is consensus about how you ought to practice. And 

again, there is some element of their getting to know there is a library where you 

can find information, that there are experts and consultants just like you would call 

for a nephrology case or a hematology case. 

Do you take them into areas where there is not consensus? So they know that is 

out there too? 

Sure. One of the criticisms of me as a teacher is that I have a preference for 

teaching uncertainty. And it's  very annoying to people. "Isn't anything clear 
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around here?'' That is my mode of teaching clinical medicine also. All I'm 

interested in teaching about otitis media is what soft sand all the general 

conventions are based on and how poorly documented it is whether we are doing 

the right thing. 

Len Glantz and I used to teach law and ethics for house officers at Boston City 

and I think they had a fit because it was sort of the same approach: that generally 

the law is not unambiguous on this and ethics certainly isn't. They would be very 

distraught that even the law wasn't giving them a crystal clear answer. 

I think that you need to do both. I think it is not enough to just leave people 

frustrated and feeling everything is uncertain. I think there are some things that are 

pretty clear and it's important to have take-home points and saying this is clear. 

For instance, you have to get consent if you are going to do an intervention on 

somebody. There are exceptions and let's talk about this; some of the interesting 

exceptions. I think ideally you do both. 

One thing that has interested us in looking at masters programs is the literature 

that's being assigned. It's  probably because I started life out as an historian, but 

there is virtually nothing before the 1980's that these master students are getting. I 

keep thinking that they are not learning where this relatively old but new field has 
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come from. There are all these wonderful foundational sources; isn't anybody 

reading them? 

They are all in one book now. It's  not too hard to get it. I'm chairman of the IRB 

here and when we have new members we give them an orientation packet; there 

are two ethics articles in it, one by Paul Freund, and one by David Rutstein on the 

importance of design. They are both thirty years old. I don't think they have been 

improved on. 

Certainly I will urge you when you have your PhD program to have them read 

some of the core classics. 

Now that I think about it, probably half of the readings I use in courses are twenty-

five years old. 

Carla and I have both been really struck by the recency of the literature. 

When I teach about children and research I use the Willowbrook literature. It gets 

out the issues better then almost any other case. 

Who should do clinical ethics? 
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I don't think bioethics is different then any other clinical field in any important 

regard. That is, I think you can teach a nurse to take excellent care of 90% of the 

kids that walk into a pediatric clinic; you don't need four years ofmed school and 

three years of residency and fellowship training to do that. You can teach a nurse 

or social worker to do the same for the vast majority ofbioethics cases. Ninety 

percent of the bioethics consultations I get are, like otitis media cases that 

somebody who has a familiarity with the issues can handle. So I think there is 

probably nothing wrong with masters level clinical bioethicists any more than 

having corpsmen sewing up lacerations and giving out antibiotics at military 

installations. 

But those MAs are generally people who already have a health care degree of 

some sort. 

Yea, they are familiar with the medical side. 

Right. They are nurses or social workers. It's  not your college student coming out 

to get a MA. 

I think the problem, as with anybody who does that sort of stuff in any field, is 

how well they recognized their limits. That is, how well trained they are and how 
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ego-secure they are to know that some things are more complicated, to recognize 

those situations, to call for help, to not get over their heads. But that's the same 

problem you have with nurses in ICUs deciding when to call the doctor. It's hard 

to reduce that to algorithms. 

What about the PhD in philosophy with a concentration in bioethics who wants to 

do clinical bioethics? 

With a little bit of training in clinical settings he or she can learn to do that very 

well. There are some I know who do it very well and there are MDs, PhDs, IDs 

who do it very badly. 

Where do they pick up there medicine? 

Where do they or where should they? 

Both questions, I guess. 

I don't know in fact where most of them are doing it, but through something akin 

to an internship, but it might be a year accompanying somebody who does that on 

a regular basis, for a wide variety of cases. I think it should be at least a year; they 
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can do other things during that year. But I think in a year of hanging around an 

active clinical bioethics service somebody could learn to do that. I could learn to 

be, I think, a pretty good hematologist, endocrinologist, oncologist in six months. 

I have no particular expertise in the core literature of any of those things, I don't 

keep up with it, but to learn how to handle most of the cases of pediatric 

endocrinology, if I went to the endocrine clinic every week, I don't think clinical 

ethics is very different. Now of course, as in all of these other fields you get better 

service the more deeply grounded the person is. The academic nephrologist who 

does bench research and does clinical research and knows the literature backwards 

and forwards and understands the mechanism of the kidney and so on, other things 

being equal, is likely to be a better consultant and likely to pick up on subtleties 

and be more critical of the literature. And that would be true in bioethics as well. 

But you can have first level clinical work for most of the cases if people know their 

boundaries. 

Has your program been involved in the relatively recent interest in moving from 

clinical bioethics into organizational ethics? 

We are unavoidably involved in it at several levels. First, in teaching this 

administrative medicine course. Administrators don't deal with bedside ethics 

cases for the most part. That course is oriented around organizational issues. 
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How an organization should deal with the bedside ethical problems, how they 

should deal with their allocation problems, with rationing and so on. We have 

been involved in teaching that course one way or another for a number of years. 

At the university, at the hospital and med school level all of us are on various 

committees that are all the time dealing with institutional organizational issues. 

For example, the stem cell technology that was developed here led this university 

to develop an advisory committee called the Bioethics Advisory Committee, and 

most of us in the ethics program are on it. That didn't so much have to do with 

what's the ethics of stem cell research but how should the institution respond to 

this and what degree of control should it exercise over these scientific findings, 

how much control should it exercise over their scientists doing the research, and so 

on? Those are real world, real time dilemmas in institutional organizational ethics 

that we get involved with. It's been one of the rich parts of this program; we've 

been used a lot in institutional issues. We are engaged in it, although we don't 

have a division of institutional ethics or a course in it. 

Its been interesting to sit in on discussions at conferences and read some of the 

literature. What concerns me is that too few people doing clinical bioethics 

consultation seem to feel they need to know anything about organizations, that 

somehow you can just leap from the bedside to the organizational level. It reminds 

me of Bob Veatch's old generalization of expertise article. And there certainly are 
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some very different issues other than bedside ethics. So it will be interesting to see 

how it develops as a new domain or turf area. 

Yes. If you read the Medical College ofWisconsin list serve you see a lot of 

requests for help on that, both specific questions and materials for courses. I think 

the people doing clinical bioethics are recognizing they need to know something 

about organizations. 

I think they are just starting to. A couple of years ago for instance, the ASBH 

meeting had a session on organizational ethics and one of the questions was, "is 

there anything we can learn from business ethics?" I thought, you shouldn't have 

to be asking that question because business ethics is a big field with a long history 

and a lot of good stuff in it. So hopefully they are gaining a sense that there is 

knowledge and experience they can draw on. 

I think it is starting from that. 

Are you still active with Hastings? 

Very little. I haven't been there in several years. They stopped calling, I'm not 

sure why; I just haven't been invited to conferences lately. I stopped going to the 
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fellows meetings because they were progressively disappointing; I wasn't clear 

why I was there. 

How in general, and not necessarily in terms of Hastings, would you characterize 

good centers or programs? What distinguishes them? 

First and foremost, good scholarship. That is, as I said, our priority so it's my 

probably arbitrary belief that that's what people in the field ought to be doing, 

advancing the field and advancing knowledge. But there are good programs that 

do other things; they obviously educate people well and do professional 

continuing education and general public education and put out publications and 

materials. For example, the University of Minnesota has put out excellent packets 

on major issues. They are very helpful and they allow unlimited numbers of people 

to get to square one pretty quickly. We don't do anything like that, and I'm glad 

that other people do. I think, it's valuable. So to me, a good program can be 

good in teaching, service, or research and some do all three. Mark Siegler's 

program trains physicians to go back and be more thoughtful clinical bioethics 

people. It helps get doctors involved in thinking more and teaching more about 

bioethics. We don't do that but I'm glad he does. So I think there are many 

different ways in which programs can be excellent or contribute. 
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How would you characterize the types ofbioethics research that you do here? 

It's  mostly analytic but we have done some empiric things also. And I think, by 

the way, there needs to be much more empiric research. I think the need 

for another article about the distinctions between killing and letting die and 

withholding and withdrawing ended a long time ago, so much of the literature 

is just filled up with redundant rehashing of fairly settled areas. 

I have said in all candor to a lot of people I know whom I've interviewed 

that having immersed myself in the literature for the past thirty years, most of it 

now is so boring if you were there 10, 1 5, 20, 30 years ago. It's "oh god, I don't 

want to read this." 

I think there is a need for more empirical research. It's hardly even bioethics, but 

one of the things I'm excited about is working on interactive computer programs 

for genetic counseling. Michael Green , a former fellow of mine, and I have 

published several articles; finally one with some results in it showing that 

interactive computers are as effective as genetic counselors in getting clients to 

understand what the issues are, what the facts are, in a decision to have BRAC 1 

testing. That is, if the goal is to have an informed reproducer, to have somebody 

who is making an informed choice for themselves, they need to understand the 
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facts and the issues. We have shown that we can do that more effectively and 

efficiently with a computer. The ethical principle is informed consent to genetic 

testing. You can talk about it all day long but not much has been done about it in 

thirty years and this is doing something about it. That kind of technology can be 

applied to a whole range of decision making. 

In a way, it's  applying applied ethics, to make it work, instead of, as you 

said, another article on why we need informed consent for BRAC 1 testing. 

Exactly. So that and sociological studies of the sort that you're doing. I think 

there is more of that that is needed, and we've said over and over again here if we 

had a position to recruit to, it would be somebody in empiric social science to help 

us to start studying those things more intelligently. 

Have you tried to get that sort of position? 

We tried without success. We just added two new positions, a philosopher 

and a lawyer. It's easy to get more of the traditional things, but we have not been 

successful getting the other. 

Do you have any people in sociology or anthropology that have joint 
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appointments? 

No, and I'd say it's  a failing. 

But you're right that it probably makes more sense to the powers that allocate 

money to say you need a philosopher or a lawyer. Which I think speaks to, and let 

me get you to talk some about, the relationships of various disciples to bioethics. 

Not surprisingly to you, I think, Renee and I feel that social science has had at best 

a strained relationship and certainly a very marginal role in bioethics. Some 

people like you say that you do need more empirical research done for analysis, 

and now there is a lot of rhetoric about "oh, yes social sciences are important," but 

you don't see too much evidence of it. 

Well, I think you may be underestimating the influence you and Renee have 

had. 

We turned them off social sciences? Is that what you are saying? 

No . .  no . .  no. The opposite! Your works and articles are widely read by at least 

serious students in the field; you are not unknowns. 
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No, we're not. 

Your writings are highly respected and used in courses and so on. There may be 

not enough people going into it, but . . .  

We are read, certainly The Courage to Fail and Spare Parts and so forth, and yet it 

could be any other two people, not necessarily Renee and me, when you look at 

the various task forces, etc. dealing with transplant or dialysis issues. 

Involvement in policy, you mean? 

Yes, or when Hastings had their study group on transplantation issues they never 

called Renee or me. 

Again, I wouldn't take that too personally or even as a discipline problem. 

Hastings was frequently calling the wrong people. I commented to Dan Callahan 

over and over that almost every Hastings conference was in some area where I had 

not done much work. I was happy to be invited and I learned a lot, but in the 

areas in which I thought I knew something I was never called. And the people on 

government panels as we discussed, is complicated, but it's not the case that the 

best people have served. Dan Callahan has not, voluntarily perhaps; Jay Katz has 
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hardly ever been on a panel since Tuskegee. He was on the radiation panel, I 

guess, but that was the first thing in about 25 years that he got called about. 

Although I think, quite apart from individuals, if you look at the dominance of 

analytic philosophy in bioethics and its convictions that you must have a throughly 

rational approach and analysis and argument, and then look at what a lot of the 

qualitative social sciences deal with, particularly anthropology or qualitative 

sociology, that gets sort of real world messy and "non-rational." There can be 

such a distinctive difference in those approaches. 

I agree with you in general that the predilection for the past 20-plus years has been 

for the philosophers and the lawyers. 

There is a very close fit between American jurisprudence and analytic philosophy; 

they are very compatible. 

How much of this is due to a shortage? That is, how many good social scientists 

are there in the field? 

That's a problem too. It certainly is not all one-sided. What about the role of 

religion? You mentioned the generative people like: Ramsey, McCormick, Joe 
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Fletcher. What happened to those voices? 

First of all them, they themselves became secularized; their writings 

became indistinguishable from those of secular philosophy. 

Well, Dick McCormick's didn't, do you think? 

You read his stuff on experimentation, his debates with Ramsey about non-

therapeutic experimentation. Give those articles to someone who doesn't know 

who wrote them and ask what is the discipline of the person who wrote this? I 

don't think "Catholic priest" would cross their mind. I don't think the word "god" 

appears in there anywhere, or the word "Christian" or anything like that. Childress 

trained in religious ethics, I think, but you don't find much religious reference in 

his writings. 

Why did even the founders, or the founding trinity, feel they had to become 

secularized in their language, do you think? 

I don't have a clue. To me there is no big difference. That is, my sense is that the 

conclusions that the religious-based writings were coming to were the exactly the 

same as analytic philosophers were coming to also. Ramsey was 20 years ahead of 
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everybody but everything that Ramsey argued for from his religious perspective 

came to be conventional wisdom. 

John Noonan gave a great talk at Princeton about 3 years ago about how 

religion, that is churches, were responsible for most of the social change in 

America up to this day, and I think he said, think of any important social 

movement, like the Civil Rights movement, it was Martin Luther King and that 

whole tradition that really got it going that's where the passion and the motivation 

for it came from. He went through a whole range of examples. So religion has 

been very important, but the conclusions that Martin Luther King came to or what 

he was asking for, was no different than a good analytic philosopher interested in 

social justice from a purely secular view. I don't want to say that there is no loss if 

there is no religion in public life because I think Noonan is right: it's been religious 

people who supply the passion and the real concern that leads to changes in policy. 

But from an analytic perspective or from where they come out, everything Arthur 

Dyck was writing about euthanasia is mirrored in many secular writings as well. I 

think you're right for sure that there are many fewer people from religious 

backgrounds in bioethics today, because the training is not coming from those 

places. But I don't know that the outcomes are going to be any different. 

Have you in your program here ever taught any courses in religion and 

medical ethics, given your early interest in religion? 
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No, there is no such department on campus. In fact, when we recruited Wilder, 

LeRoy Walters was one of the candidates and one of the problems was where 

would we put him? He couldn't get an appointment in the philosophy department. 

Swazey: The college doesn't have a religious studies program? 

Fost: There is a Jewish studies program that Alan Weisbard teaches in. We are open 

about the absence of it. I usually start off every course by acknowledging that this 

course is going to slight religious views; not omit them completely, there will be writings 

from people with those perspectives, but we are not qualified to teach it. I do not 

consider myself at all qualified to present any particular religion. Alan Weisbard is with 

regard to Jewish tradition but that's about it. 

Swazey: Are there major areas that bioethics should be addressing that you think 

it's not? We have talked a bit about the macro issues that are coming more to the 

fore. Are there other areas that you think haven't been paid sufficient attention to? 

Fost: It's  funny how hard it is to find an article on whistle blowing, and you must notice 

this. To me it's  still one of these amazingly undiscussed topics; it's  like that scene 

on rounds 30 years ago where I asked about this patient, "why are we treating 

him?", and people said, "shhhhh." It's still that way about whistle blowing. Every 
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time I see a case about a child who has apparently been mistreated by an outside 

doctor or one of our doctors, everyone is willing to talk in great animated terms in 

the residents room about how incompetently this kid was treated. If I start saying, 

''well let's start taking this seriously. What should we be saying to the parents 

about their child who was injured permanently? She has out-of-pocket costs. 

Shouldn't she be clued in on some of this?" Boy, you can see the skid marks. 

People are ready to tar and feather you. 

When you can occasionally get somebody, even students who come to you and 

say, "I'd like a research project," I say, "here' s a pretty virginal area where there 

hasn't been a lot of critical thinking." And you send them to the library and it's 

not under "W." So that is an area that I think is still underground and taboo, and 

who in bioethics is writing about it? 

I've talked to some people about that in terms of the whistle blowing in clinical 

research, never mind medical practice. Why has there been virtually nothing about 

that arena in bioethics literature, given all the clinical research stuff in the bioethics 

literature? There are only a couple of people in bioethics who have written about 

misconduct and whistle blowing and research, and the response tends to be, "that's 

law and regulation." It's sort of like it has nothing to do with ethics. I can't quite 
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follow that train of thought. Also, there is the "there for the grace of god . . .  ," 

which certainly operates in the clinical domain too. 

There is that ')udge not lest you be judged," and "we don't want to drive away 

referrals," ''we don't want to antagonize colleagues," and so on. But part of it is 

that it's  been a taboo in every field, even among thieves. 

Juvenile delinquents, the gang. 

Squealers, rats, informers. The great old film "The Informer'' is about what 

happens to somebody who rats on his colleagues. It's not respected and it's  very 

dangerous, as you know better than anybody. So anyway, it's a neglected area and 

you're right -- there is almost no ethical writing about, it's  regulatory writing but 

not much else. That's the only one that comes to mind as being really neglected. I 

can't think of anything else that I want to read about and I can't find something 

useful. Can you? 

No, but I still think to the extent that I've looked at the bioethics literature there 

still isn't enough good stuff on the macro social justice issues. 

One of the things we're intrigued by is the globalization of American bioethics 

and American principlism applicable every place and being used about every place. 
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What is your take on American bioethics, "circles the globe"? 

In fact, I talked about this at length with David Satcher when I interviewed for the 

OHRP - the Office of Human Research Protection, the new OPRR -job. Satcher, 

in fact, said that this was going to be a major focus ofDHHS in the coming years, 

that they saw them becoming increasingly involved in international research and he 

thought that his office was going to have to be much more thoughtful and involved 

in developing guidelines and principles and whether American rules should apply. 

So I have been thinking about it quite a lot with regard to at least research and 

some other bioethics areas. It's an interesting and complicated question. First of 

all, it's clear that the American beliefs on these issues are not shared by most of the 

world. Paternalism, for example, is not only widely practiced by physicians 

everywhere else in the world, but as far as I can tell is widely accepted by patients 

in most parts of the world and is valued by patients. I don't know if you ever saw 

a paper I wrote that won the Nelly Westerman prize a few years ago on a study by 

a colleague here on treating breast cancer in Vietnam. The investigator asked the 

IRB to waive some traditional elements of consent on the grounds not only that 

the Vietnamese physicians did not want to do it but patients didn't want it. They 

didn't want to be informed of alternatives, they didn't want to be informed of 

randomization; it was offensive to them. As one of the steps in getting this study 

approved we required him to do a focus group, if you will, what I call surrogate 
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studies. That is, assemble a group of Vietnamese women who were in the age 

group and so on that would be candidates for this study, and see how they felt 

about consent. He found that the patients themselves or the would-be patients 

shared this view. That is, that it would be wrong from their perspective, not just 

from the doctors', to put all this stuff into a consent form. And of course there are 

entire communities where chieftains and village leaders make decisions, in which 

that political system is accepted by that community. So there are reasons to think 

that American perspectives on the ethics of research and other kinds of clinical 

decisions are not those of the rest of the world. The hard question is, is there a 

right and a wrong here? That is, are they moving in our direction, or should they 

be? That's a long, complicated discussion that you probably don't want to get into 

for these purposes in a substantive way. I think there is an arrow in history that 

points towards something closer to the American perspective on these things than 

other countries' . I'll never forget Bill Curran's opening sentence in the first class I 

took with him: that history is a progression from status to contract relationships. 

Individual freedom is not just a Western notion. To summarize a long, 

complicated discussion I think that is the case. So I think there is an argument to 

be made that people should decide for themselves and that is the right way to do it 

and eventually everybody will come to that decision, but it might take a couple of 

centuries before everybody in China or Vietnam agrees with that. So I think the 

Americanization of bioethics is not a bad thing in general because I think we stand 
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for things that do represent the aspirations of most people. 

Having said that, at any one point in history or for any one 

issue like this research project or deciding whether to pull the plug on Mr. So-and-

so, a Chinese gentleman in our hospital, whose family says, "don't you ever talk to 

him about dying, we will decide that, I the patriarch of the family will decide that." 

For us to impose that on them and say "no, we are not going to do it your way, 

we're going to do it our way because our way is ultimately the right way," I don't 

think that is right either. My view is that the world will be a better place from us 

stimulating thinking on these things, bringing Western ideas. My sense, 

patronizing though it may sound, is that more and more cultures and civilizations 

will move in that direction, but at any one point in time you have to be respectful 

and deferential within limits, even though there will be some things that will be 

intolerable to us. For example, Chinese make death and dying decisions in ways 

that we would find completely abhorrent but I think are worthy of respect now at a 

individual level. It's a long complicated story, but I think my answer would be 

some admixture of encouraging dialogue, encouraging free and open thinking on 

these issues, which I think in the long run tends to and will result in 

Americanization of the world, for better or for worse. I think for better, but I 

don't think we can impose it upon people in every case right now. 

One thing that is interesting to us is all the attention to cultural 



1347 

1348 

1 349 

1 3 50 Fost: 

1 3 5 1  

1 3 52 

1 3 53 

1 3 54 

1355  

1 3 56 

1 357 

1 358 

1 359 

1 360 

1361 

1362 

1363 

1364 

1 365 

Acadia Institute Project on Bioethics in American Society 
NormanFost 

page 76 

homogeneity in other parts of the world in terms of their accepting our principles; 

it's  sort of''thou shalt," not eventually "thou will" without much attention to or 

awareness of the cultural heterogeneity of this society. 

Of any group. These questions all arise within America as dramatically as they do 

in other countries. Navaho reservations, black communities, Hm.ong communities 

in America, and on and on. 

Autonomy is the one area in which I think the rest of the world is ahead of us and 

in which our autonomy principle is wrong headed. Almost any other culture that I 

know anything about cares more about the well being of the community as a 

whole, and will not take this position that any individual is entitled to everything 

that he or she wants or needs. Maximum freedom almost no matter what the cost. 

And that is why we are having so much more trouble with rationing health care 

than any other country. Other countries just accept in the interest of the greater 

good that individuals will have to die younger then they otherwise might. We are 

not remotely close to that, and there's no question in my mind that the arrow has 

to point in that direction. That is, we have to come to the realization, as Dan 

Callahan and others have been writing about for years, on limits. Most countries 

understand and accept that in a way we don't because we are so autonomy-driven 

and so individually-driven. 
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Does bioethics have a secure future? 

It's still a growth industry. Right now the research regulation part of it is a 

phenomenal growth area. There are going to be more jobs, with IRBs, and 

regulatory agencies. OHRP is doubling it's budget, so a masters-level bioethicist 

will find jobs like this for the next decade. Academic bioethics isn't full yet. When 

I say "growth industry" we are not talking thousands of jobs, maybe hundreds, but 

for bright young people who are competent and have original ideas yes, it' s  still a 

growth industry. Ethics committees are now required for hospital accreditation 

and are getting more involved in all sorts of issues. There will be more bioethics 

people working because of that. So yes, I think it has a very secure future. 

Somebody can do another 30-year follow study up at some point and find out. 

We'll all be here. 

I don't know whether that's a cheery thought or not! Okay, Norm my thanks this 

has been interesting and helpful. 

My pleasure. 

1 3 8 1  END OF INTERVIEW 


