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PROCEEDI NGS

VEELCOVE AND | NTRODUCTI ONS

DR. SHAPIRO -- call today's neeting to order. | want
to begin by thanking my fellow conm ssioners for their continued
dedi cation to our effort to conplete this report in the tinme frane
that the President has asked for it, requiring many nmenbers of the
Conmi ssion to go to heroic efforts to participate, not only in our
nmeetings, but to talk with us as we talk to each other on dealing
with some of these issues that are really quite challenging.

So | want to thank all the menbers of the Commi ssion. O
course, | want to thank our staff as well for the work that they have
to do that is above and beyond what is normally expected in order to
meet this particular deadline.

Let ne say a word about where we are. W are, of course,
beginning to wite parts of the report, which we will be sending
around to each of the commissioners for their views and for their
suggesti ons.

We are at that nmoment where every time you get sonething
fromus, you ought to be taking out your pens, because we do, if we
are going to make this deadline, need to have responses in witing
and as thoughtfully as you can. So that we can put themtogether in
an effect way and generate a report which will garner your support

and will achieve its objectives.



Now, you have, in your packets, initial working drafts of
both the introduction and the science chapter. Neither are conplete,
| et al one adequate. We will have to hear fromyou as to what you
t hi nk.

Speaking for myself and I think it is probably true for
others -- certainly, for Kathi and others who have written -- we have
no particular pride in authorship here. You oughtn't hesitate to say
-- tell us what seenms silly to you and what seens tangential and not
straight to the point and so on. W really need very thoughtfu
criticism

I have often said what these reports need to these
drafting stages is kind of loving critics; that is, we want the
criticism but you all know what our objective is, and so if you can
any of you, help us reach them that is very hel pful

Now, many menbers of the Conmi ssion before today is over
wi Il have particular witing assignments. W have to, roughly within
t he next week or 10 days at |east, have initial working drafts of al
parts of the report in order that we can then hone in on our
recomendati ons and get through on time. So we have a period of very
i ntensi ve work ahead of us, and |I thank you in advance for the help
in putting this together

So to just give you an idea of the kind of schedule we
are going to have to keep, you have drafts of

-- drafts -- initial ideas and drafts of two chapters of the report,



as | have already said. W really want your feedback no later than
Monday on those. So that we can then nove to sonmething which really
is a draft of that section. It is not quite at that stage yet.

And so we are going to need turn-around like that in
order for us both to have a quality report and to make it within the
time frame that we have.

So thank you very much, once again in advance, and of
course, a good deal will depend on today's discussions and
di scussions that will take place after today. Are there any
questions sinmply about -- Steve.

MR. HOLTZMAN: Yes. |If comments -- presumably, they wll
be useful as mark-ups, where should we fax the mark-ups?

DR. SHAPIRO. | think it is easiest if we fax themto
Kat hi, just so we have one place where they go. Kathi and | are
burning up the fax machines in our offices, but if you fax themto
Kathi, | think that is the nost useful. Kathi, what do you think?

DR. HANNA: Let ne give you ny fax nunber. It is 410-
414-2618.

DR. LO  And what is your phone nunber in case we have
TROUBLE - - -

DR. HANNA: My phone nunber is 301-494-0900.

DR. SCOTT-JONES: 09 what?

DR. HANNA: 0900. And nmy phone and fax are on the sane

line. They just have different area codes.



DR. LO That is quite a trick. How do you do that,

Kat hi ?

DR. HANNA: The fax is 410-414-2618. Phone is 401-494-
0900.

DR. SHAPI RO  Yes, Al ex.

PROF. CAPRON: | notice that there is a draft cover for
our report in here. | think we are missing just a terrific

opportunity at the moment. We really ought to have a cover that has
one picture of Chelsea enrolling in Stanford and her clone enrolling
in Princeton.

DR. SHAPIRO. Well, we will give that some consideration

Incidentally, talking about covers, | did get -- | received a fax.

I f anybody has any good ideas regarding title for the
report and so on, we are also very open to suggestions. People have
different views as to whether one ought to spend a nmillisecond or a
long tinme thinking about that. So if any of you who are in the
| atter category and have any ideas, please let me know Because |
mysel f, haven't thought about that much yet.

Any ot her questions? OCkay. Just let me reviewthe
agenda today. We will begin in a few nonents with some of the
scientific issues and responses that we have had on certain issues.
Then we will nmove on to discuss the ethics issues discussion. The
scientific issues, led by Carol. Bernie will take over doing the

et hics issues. W will have a coffee break. W will then



go to the legal and policy issues discussion and so on. By that
time, I think we will have |learnt just how we are going to spend the
rest of the day.

I think that there is a certain anount of reiteration
here. It is not clear just what issues we will focus on today,
dependi ng on which ones give us the nost controversy and the npst
chall enges to figure out and get ourselves focused on

So let's begin then. Carol, we will turn to you, and we
will deal with sone of the scientific issues.

SCI ENTI FI C | SSUES

DR. GREIDER: Okay. There is really just one thing on
the agenda that | have for scientific issues, unless anybody el se has
any ot her suggestions, and that is, that as you all saw at the |ast
meeting, we had circulated a letter to a |large nunber of scientific
societies to try and get some of their views on specific issues in
cl oni ng.

And we did this for a couple of reasons: one was us in
t he science bucket felt that we needed nore broad input froma |arger
cross-section of science to sort of see if there were any issues that
we were missing that we hadn't thought about dealing with the
sci ence.

And al so for the Conmi ssion as a whole, | was hoping to
get a sort of overview of where scientists cone down in a |ot of

these areas. So we have had what | would say is a pretty good



10
response fromthese scientific societies, and you got some of those
letters the last tinme, and some were in the packet of things that you
shoul d have gotten from NBAC.

And what we have done is to ask Elisa Eiseman to
sumari ze some of these for us and to put themtogether in a sort of
a coherent fashion. Elisa has done an absol utely outstanding job at
summari zing that. So you should have in front of you this draft
report on the view of the scientific societies.

And, again, this is a draft. You will get a final report
next week. Because a |lot of these responses fromthe scientific
societies were still coming in at the end of the week -- the end of
t he week, which is today.

A lot of interesting things have emerged fromthe
letters. So reading the letters thenselves -- a nunber of societies
responded to our questions, but had a |ot of other ways in which they
describe the views on cloning that had a lot of interesting input
into it.

So Elisa has tried to capture sone of that in this
report, but you mght also want to take a | ook at the individua
letters thenselves. So in order to give an overview as to sort of
where -- what the summary of this is, | have actually asked Elisa to
give a short presentation

And | think she is ready to do that now this norning,

sort of summarizing what she found, and then we can open it up for
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gquesti ons when she has done that.

DR. SHAPIRO Are you using these overheads here? kay.

(Slide.)

DR. ElI SEMAN: [Not at mcrophone.] Ckay. As Caro
menti oned, the Science Wrking Group decided to send a letter to
approximately different scientific societies and associations to ask
for their views on the cloning issues.

They actually asked themto give views on six specific
areas and then al so asked for their general coments on the issue of
human nucl ear transfer cloning. Li sted here are the six areas of
research that the different societies and associati ons were asked to
comment on, and they basically fall into three categories. And then
it is whether they were going to use adult human nuclei for transfer
or enbryoni ¢ nucl ei

Okay. So the first two questions here deal w th using

ei ther donor enbryonic -- [reporter asking speaker to use m crophone]

So the first two questions deal with using either adult
or enbryoni ¢ donor nuclei or doing basic devel oprmental biol ogy
research. The second two questions, nunber 3 and 4, deal w th using
either adult or embryonic donor nuclei to generate specific human
cell types for potential cell-based therapies.

And the last two sections -- two questions -- deal with

ei ther using enbryonic or adult nuclei for research towards

11
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generating cloned offspring in the treatment of infertility or
ot herwi se reproductive probl ens.

We got 31 responses to the survey. Five of those
responses did not directly address questions 1 through 6, but did
give us a lot of comments, and those are captured in the report you
have in front of you.

Seven of the respondents only said they had no position
on any of the questions, and a |lot of those reasons were because they
wer e educational associations and did not routinely give positions on
i ssues |ike this.

So that left us with 19 respondents, who answered -- or

gave conments on the research areas 1 through 6. And these are the

responses.

There are a lot of numbers, but | think it is pretty
clear that the majority -- the way they were supposed to respond -- |
amsorry -- was either whether these areas of research should be

prohi bited entirely, allowed in some linited circunmstances, or
allowed freely. And then the last colum, of course, is people who
said they had no position.

VWhat you can see is for the first four questions, which
again deal with basic research issues, that the vast majority of
respondents out of 19, for both questions 1 and 2, and 11 and 12 for
questions 3 and 4, responded that that type of research should be

allowed freely with no restriction
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But when you get down to questions 5 and 6, when you are
dealing with the issue of generating cloned offspring for the
treatment of infertility, again, the vast majority this tinme said
that that should be prohibited entirely.

So there were a few respondents that said that there
shoul d be -- these types of different research should be allowed with
limtations, and | will discuss sone of those limtations in the
foll owi ng slide.

(Slide.)

Okay. One of the main issues that a |lot of the societies
wanted to get across is: \What is the definition of cloning? Because
a lot of societies and associations were worried that if we don't
have a very distinct definition of what we are tal king about, we nmay
inhibit research that we don't want to inhibit.

So, basically, the consensus was that cloning is used for
alot -- the word cloning is used for a lot of different things. The
basic definition is that it is the copying of biologic material to
produce identical genetic copies froma single entity. That entity
could be genes. It could be cells, or it could be whol e organisns.

Somre of the examples that were give of what the term
human cloning is used for are shown on the slide. Clones of human
genes can be placed in various cells to study their function

Human genes are cloned in bacteria to produce proteins

for therapeutic purposes, and | have given two exanples that were

13
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gi ven by sonme of the societies: the use of Factor VIII for
henophilia or interferon gamma for the treatnent of cancer. And
cloning of human cells is a routine technique to study cancer
genetic diseases, or a lot of other types o di seases.

So the bottomline, Iike | said, is that we need to have
a clear definition of cloning to avoid prohibiting inmportant genetic
research.

(Slide.)

One of the general areas that the societies and
associ ations were asked to comrent on was: Wy should this technique
of human nuclear transfer cloning be allowed or prohibited? And so
one of the general areas that some of their comments could be grouped
into was that it should be all owed because of the know edge gai ned
and the potential uses of this technol ogy.

And it kind of fell into two areas, research and then
technol ogy. The main feeling was that this type of research could
revol uti oni ze and advance the understandi ng of basic devel opnent a
bi ol ogy by addressing certain areas that may not be addressable by
ot her techni ques.

One is addressing how cells becone different from each
ot her during the devel opnent of an organismfroman egg to an adult.

Anot her is confirm ng that genetic material of adult cells is intact
and potentially totipotent.

And the last one that | have listed on the slide, but you

14
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will see more in the report, is advancing the know edge of the
fundament al processes such as how genes control hunman devel oprent and
how oocytes can reprogram adult nuclei

As you can see, this research area very much fits in with
t he question of the basic devel opnental biol ogy.

The second area of technology, it was stated that this
technol ogy is fundamental to devel opi ng new, nore effective cell-
based therapies for human genetic and degenerative di seases.

The exanples given here are: It could be used to figure
out new ways for repair and regeneration of human tissues, and it may
be a great way to elinmnate graft rejections for people who need
organs or also the problem of the scarcity of donor material

And an exanple of the regeneration that was given was
interesting, an idea of regenerating nerve cells or brain cells for
the treatnment of Al zheiner's.

(Slide.)

| also wanted to share with you some of the reasons that
peopl e had objections to this type of research, and a | ot of that
focused -- or sone of that focused on the potential risks and
scientific constraints. A lot of it also focused on ethical issues,
which I will show you in a mnute.

The first point deals with the cloning of entire beings,
and that is, that the efficiency of nuclear transfer is so | ow and

the chance of abnormal offspring so high, that this type of
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experimentation in humans is not currently a good thing to do.

The second two deal with both research, basic research
and the cloning of entire human beings, and that is, that at this
point, it may be inappropriate to waste human tissue, cells, and
enbryos before perfecting these techniques in animal nodels.

So there was a call by a lot of the societies to do a |ot
of this research, or at nuch of this research as possible, first in
ani mal nodels before it was applied to human cells and tissues.

And one of the respondents did point out that even if
this technology is perfected in animals, it will eventually need to
be perfornmed in human experinents, because there are going to be
di fferences between ani mal nodels and human research

(Slide.)

VWhat | have done here is to put up the exact quotes that
were given, which | have grouped under the category of ethica
i ssues, and the reason | left themas quotes is because they are too
nice to change. And | thought that the quote really said a |lot, and
I thought it would be better for you guys to see exactly what was
sai d.

So these are just a few of the nore poignant statenents
that were nmade, and you will see the rest in the report. But I
t hought that these were pretty representative

So the first one is: "These new prospects of cloning

human beings fromthe genetic material of an adult cell challenges
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some of the mpbst fundanental concepts we hol d about ourselves as
social and spiritual beings. These concepts include what it means to
be a parent, a brother or sister, a famly."

The second one is: "While our everyday lives may include
i dentical twins of the same age, we have never experienced identica
twins substantially different in age, indeed, perhaps alive during
entirely different periods of history."

And the last one: "In our everyday lives, we may decide
to procreate a child and wait in wonder and awe to see the unique
i ndi vidual he or she will turn out to be. W do not, on the other
hand, have experience creating a child where part of that decision
may i nclude an evaluation of the life, health, character, and
acconpl i shments of an adult fromwhomwe will take the genetic
material that will becone the child' s genetic nmakeup."

PROF. CAPRON: Elisa. Are all of these statenents
i ndi vi dual expressions of the witers? O were any of them
statements, in sone sense, officially on behalf of their
or gani zati ons?

DR. EISEMAN: All three of these statenments were made
officially on behalf of the organizations.

PROF. CAPRON: And the third one conmes ---

DR. EI SEMAN. From BI O

Okay. The last area that the societies and associ ations

made comments about was the issue of restrictions, regulations, or
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possi bl e legislation for prohibiting this type of research

And so what | have shown here are the different ideas
that the societies and associations came up with. The first one is
no restrictions. The second one would be some type of oversight by
the scientific conmunity, something like an Institutional Review
Boar d.

Anot her idea was for federal oversight, some kind of
nati onal bioethics authority, and also within the federal oversight,
what | have included in the report was the idea of federally funding
woul d al so all ow federal oversight.

The next would be a voluntary noratorium and the last is
federal or state legislation. So let me show you, when they called
for these different types of policy options, what they wanted it
applied to.

(Slide.)

So the no restrictions category was mainly applied to the
cloning research, to study devel opmental biology or to devel op cell -
based therapies. Three of the respondents did say that they wanted -
- they thought that all types of research wi th human nucl ear
transfers -- that includes basic research, as well as cloning of
entire human beings -- should be allowed freely wi thout restrictions.

The next set of policy options, the oversight by either
scientific community or by federal oversight, as well as the

voluntary noratorium were suggested for both cloning of an entire
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human being, as well as cloning research

And | just wanted to point out, because | thought it was
very interesting -- oh, | amsorry -- one thing | want to point out
first is that two of the respondents did say that they wanted a
voluntary noratoriumon all research, both cloning of human beings
and basic research.

And then, finally, the last category -- | amsorry for
the typo on the slide -- is that of federal or state |egislation
And there was no support from any of the societies or associations
for federal or state |egislation.

As a matter of fact, a lot of the associations and
societies specifically said there should not be state or federa
Il egislation to regulate this type of activity. So those are
the responses we have gotten so far. As Carol said, they are stil
rolling in the door. | got one as |late as Wdnesday that is not
i ncorporated in your report fully, but hopefully, by next week,
will be able to incorporate all of the responses. | would be happy
to answer any questions.

DR. SHAPIRO  Just -- well, thank you very much, and
i ndeed, | want to second what Carol said. It is really a very
i mpression job you have done in collating this and bringing to us in
such a coherent fashion.

Just fromthe point of view of information to the

commi ssioners, and then we will just open it for questions, if that
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is all right with you, Carol, the issue of definition is, in ny view,
nore and nore critical. I ndeed, we discovered |ast night, the
| egal policies, three or four of us were neeting and tal king, we were
tal ki ng past each other for a while until we got our definitions
straight.

And if you will look at the draft |ater on today or
tonmorrow of the science chapter, it goes into quite sone care to get
those definitions straight. |If any of you have any reactions to
those, of course, you think we haven't gotten them straight for one
reason or another, you ought to |let us know.

But that part is taken care of. At least, we tried to
take care of it in the science chapter. Carol, do you have anything
you want to say now before we -- why don't you go ahead? Wy we
don't ---

DR. GREIDER: Go ahead.

DR. SHAPI RO  Bernie

DR. LO Could I ask to put your |ast slide back up?
want to ask you a question about that.

DR. LO | amnot clear how the questionnaire was worded.

Am 1 to understand that these scientific organizations believe that
it was appropriate to carry out research that would involve taking
cell sanples from human bei ngs and doing cloning research in vivo
coul d proceed without oversight by an Institutional Review Board? O

was that an anbiguity in the way the question was phrased?
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And when they said, no restrictions, did they nmean no
oversi ght by an | RB?

DR. EI SEMAN: I n those responses, they did not say that
there should be any oversight. They did not specify. They didn't
say, no, we don't need the IRB review. They just had not specified
whet her or not it was needed.

DR. LO Okay. So these are not -- | guess | am not
cl ear whether these are your interpretation of free text responses
they made or that we gave them categories and they checked things
off. | would be very concerned if people thought they could do
research that involved taking sanples of people ---

DR. GREIDER: | wouldn't interpret it that way. W had
very broad, open-ended questions and then just asked for any other
comments. Most of these, | think, came fromthe "Any O her Comrents”
area, and | think they were thinking in terns of new ki nds of
restrictions, not changing the way things currently are.

I didn't get any sense that anybody wanted to change the
way things currently are in terms of Institutional Review Boards and
that kind of stuff.

DR. EI SEMAN: As a matter of fact, certain people did
even say that. That there should be no restrictions beyond those
that are already in place.

MR. HOLTZMAN: To second Carol's point, Bernie, if you

| ook at the questions we asked, basically, we tried to get at two
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different categories of basic research. Wat we found is that people
said it is all basic research, and second off, did it nake a
difference with respect to basic research in 1 through 4 whether the
source of the DNA was somatic cell or enbryonic cell, and the answer
was no.

So the conclusion was that the bright line divided is
bet ween baby- nmaki ng and non-baby- meki ng, and with respect to non-
baby- maki ng, no restrictions equals no new restrictions beyond that
which is applicable to basic research, and if you want basic
research, involving enbryo research.

DR. LO | just want to say that | think ---

DR. SHAPIRO Bernie, you want to talk really pretty
close to the microphone. Oherwise, it is very difficult to hear

DR. LO | think it would be really inmportant to sort of
be clear in our discussions of drafts, because | think if the public
were to think that scientists think that no oversight by a conmmunity
or an IRB was pernissible, it would be a really unfortunate inference
to draw.

DR. SHAPIRO | agree. Diane

DR. SCOTT-JONES: | just want to point out that it should
be clear that we didn't actually ask a question about oversight. The
questions, as Carol said, were very broad, and there were six
speci fic questions at the beginning that didn't ask the societies to

respond to the issue of oversight.
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What Elisa is presenting now really conmes mainly from
very, very open-ended questions, where we just asked themto coment
on anything they wanted to coment on about this issue. So we really
shouldn't interpret these in that manner at all

And | think also we should continue to enphasize that the
persons contacted responded typically wi thout the benefit of polling
their societies or even polling an executive commttee. | think, in
a few instances, they did poll people who were on executive
commttees, but they were basically responding as best they could to
hel p us. They weren't really -- even when they were responding in
an official capacity, we would need to put quotes around official
because they really had not polled their societies asking explicit
questions for their society nmenmbers to respond to.

DR. GREIDER: | just want to further clarify that. W
weren't able to actually do some sort of a questionnaire, as you
know. On purpose, this was open-ended kind of questions, just to get
sone feedback to hel p us.

DR. SHAPI RG: Davi d.

DR. COX: | have three points that I would |like to make.

The first is that the science bucket hasn't had a chance, okay, to
sit down together, okay, and deal with sone of these points that you
are bringing up, Bernie, and that is very inportant that this
di scussion that we have overall is going to be hel pful when we get

toget her at noon to sort of make a list of these.

23



24

Poi nt nunber 2 is that, and this is a personal opinion
not one for -- of the whole bucket -- based on what | just said -- is
that | was struck by the overwhelnming, in nmy view, statenents from
the scientific community that they didn't see that this was any rush
okay, and that they felt that there was plenty of time, okay, or
hoped there was plenty of tinme, for ongoing discussion about this
i ssue.

So rather than setting firmpolicies one way or another
it was a statenment of don't rush, okay, to make, okay, firmcuts,
okay, before we can have an extended discussion. Because ny reading
of alot of this was that it wasn't clear, okay. And that that was
the overwhelmng plea. It is reflected really by that oversight of
the scientific community, which could allow continued di scussi on

My final point is that | was pleasantly surprised, in ny
own view, by some insights offered in terns of specific |anguage, as
wel | as specific scientific considerations, and okay, that | think in
the issue of definition, the response fromthe Anerican Mdica
Associ ation was extrenely useful

Not that it changes the definition that the science
bucket had, but it is witten in extrenmely clear |anguage, and
think that that is one place where -- not just this one -- but others
where we could, as a conmission, lift sone |anguage directly, because
it really fornul ates what we have been tal king around, as you said,

Harol d, with some very good | anguage.
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And the second conponent of that was something | hadn't
considered, and | want to raise for the whole Conmmi ssion. The logic
goes as follows: |Is that, yes, we need nore animal work before we
can assess what the risks are in human beings, and then, as was
stated here, we have to go and | ook at the clinical research. Okay.

But one of the things that was posed: Is clinica
research in this area ever going to be ethically acceptable? And if
you | ook at that right now, and some of the respondents carried that
anal ysis further, and in their view, they didn't see how one would
ever be in a situation to carry out those kinds of clinical trials,
okay, to determ ne this.

And we know that there is a variety of types of human
experimentati on where, okay, it is not possible to scientifically

collect the data, because it is not ethically, you know, thoughtful

And | would like to raise that for the Comm ssion
because if it is true -- if we look at this fromthe scientific point
of view and we conclude, okay, that if we can't envision
irrespective of what the science is, an ethical way that would all ow
t hose ki nds
of experiments to go on to assess the safety of
baby-making, | think that is a very inportant statenent, because --
in terms of how we deal with the issue of baby-making and cl oni ng.

DR. SHAPIRO | have got two people on my list, Carol
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Eric and Al ex.

PROF. CAPRON: | had a question about whether any of the
people in responding differentiated the cloning work at a cellul ar
| evel between that which was Dolly-1ike and that was what -- | nean,
in other words, were any of themtal king about the fact that all the
attention publicly has been on this field, because of Dolly?

But that the work that they were concerned about really
used technol ogi es that were not dependent upon the findings fromthe
Roslyn Institute. And then | have a question ---

DR. GREIDER | think nost of the questions -- | nmean,
they did specifically ask about nuclear transfer cloning, which
think is your Dolly-1ike.

PROF. CAPRON: Ri ght.

DR. GREIDER: And we were hoping to get responses in that
area, since that was | felt Iike we had agreed we were dealing with
here on the Comm ssion

There probably were a couple of responses in other areas,
and ot her people might help ne remenber this. but | think that nost
of themthat | read really came down on the nuclear transfer cloning
i ssue.

MR. HOLTZMAN: But | think the broad concern that was
expressed about don't throw the baby out with the bath water or the
bath water out with the baby was specifically the anbiguity of what

i s cloning.
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And therefore, they did address, in a generic sense, we
want to make the distinction between baby-nmaki ng versus research
whether it is with enmbryonic nuclear material, whether it is with
somati c nuclear material, or other kinds of enbryo research

PROF. CAPRON:. The observation, to follow up on what
David was saying, | amnot confortable -- we may end up needing -- we
do need a science chapter, and sonme of the material that we have
gathered fromthis process of questioning may end up there.

But in ternms of policy and views on cloning, | am not
really very confortabl e separati ng out people who come to us as
t heol ogi ans or scientists or whatever. It would seemto me that our
policy is not going to be determi ned by these results in any way.
mean, we are not asking the scientists to set policy here.

Mostly, our reason for doing this, as far as | could
tell, was the sane reason of asking people to come and testify from
different religious views and so forth. Are there ideas out there
that would not inmediately occur to sonmeone that we want to become
awar e of ?

So we are not going to end up saying that the reason for
any policy we adopt is by a vote of 4 to 14. The respondents to this
questionnaire said one thing or another

| also was struck, and the reason | asked Elisa about the
statenents that she put up there, was | think it would be of val ue,

if we are using any statements of any of the people who have come
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before us as witnesses or otherw se gathered, to note where there is
a comment from a scientist who has been asked to address this, qua
scientist, that reflects on concerns which are nore than scientific.

To the extent that we can knit the conmunities together
here, | think that would be very valuable, and | hope that we, with
the help of Elisa and others, extract fromthe materials such
opportunities to cross lines of science and non-science.

MR. HOLTZMAN: You know, to the specific quotes which
were put up there which came fromBIOs letter, but | think that were
i ndi cative of others fromother letters, what we found -- others
should junp in -- is that the Iine that was energi ng between enbryo
research versus baby- nmaki ng.

People were trying to articulate the concern they had
about baby-maki ng, and that they found thensel ves tal king in that
kind of |anguage, and in that sense, what was bei ng engaged were
their sensibilities not as scientists, but as citizens.

DR. SHAPI RO Thank you. Any other questions for Carol

Elisa, regarding -- Bernie?
DR. LO | have a couple questions that pertain to
di scussions that come up in the ethics bucket. Let nme state them as

ki nd of hypot heses.
One is that scientifically it would be inappropriate to
attenpt to clone a human bei ng, baby production, at this tine,

because we just don't know what the risks are, and the information we
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have fromthe Dolly experinents suggest the risks may be quite high

And | just want to sort of be sure we understand
-- nmy understanding is that that is virtually a unanimus opinion in
the scientific community. |Is that a correct sort of ---

DR. GREIDER: | would say an overwhel mi ng opinion. |
woul dn't say unani nous.

DR. LO  Overwhel m ng. Okay.

DR. : Unaninous is a bad choice of words.

DR. LO Ckay. Okay. Overwhelnming. Good. And then a
second issue has to do with cloning in the sense of using adults
somatic cells for nuclear transfer -- well, doing really pre-

i mpl antation enbryo research with no intent to transfer

Is there agreement anmong the scientific conmunity that
that work could proceed wi thout use of human cells. Using ani mal
cells, and sort of reap, for the foreseeable future, the sort of the
basi c science insights into cell biology and devel opment ?

Is there any conpelling reason now, if one's ultimte
goal were either basic science or sort of cellular |evel therapeutics
and not baby-meking, to do research with human cloning in a sense of

non-i npl antati on enbryo research? That is a very long way of trying

DR. GREIDER: Some of the societies did come up with that
sort of thing on their own, to say that -- so we just said, should we

do this kind of research or not? What is your view?
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And rather than addressing that directly, they said,
well, first, it had to proceed in animals, and then we have to |earn
all that we can learn, and then maybe consider doing it in humans.
Not all of the societies, of course, said it in that way, because,
you know, we didn't structure the questions in any way to get that
i nformati on.

DR. LO Let nme try and ask the question slightly
differently? Based, not on this survey, but on your sort of
know edge of your scientific colleagues, is there anyone who has a
conpelling reason to say, to answer this vital scientific question
we have to now turn to human ---

DR. GREIDER: That was striking in that the answer was
no. | nean, that was -- nobody canme forward and said that we really
need to do this now That was ny reading of this. | nean, | think
that is a pretty --

i nteresting.

DR. LO But also -- not so nmuch that no one has cone
forward, but your opinion as scientists is that there are no
conmpel l'ing such reasons that ---

DR. COX: But, in the sane sense -- what Carol said is no
one canme forward, but everyone cane forward |oud and clear, saying,
but don't put restrictions on it, because we haven't thought about
this very nuch.

Now, | think that -- | quite agree with what Al ex said.
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We don't take what people are saying here as our sort of mandate of
what our policy should be. But | think that there are a nunmber of
people who really, as scientists, don't see a difference between
usi ng, you know, human cells versus animal cells.

So it would be not fair, even though we around the table
may agree with what you said, Bernie, | don't think it adequately
reflects the entire scientific comunity to say that everyone
bel i eves that, you know, you should not just do everything with human
cells to start with. Sone people really believe that.

In terms of whether there is a scientific justification
for it or not, okay, | think that their argument under scientific
justification is that different species are different, and if you
don't work with humans, you won't know what works with humans. That
has been articulated by a variety of people.

Whet her that is adequate justification for doi ng human
stuff beyond animal stuff is not a scientific reason. That is nmore a
phi | osophi cal and an ethical one.

MR. HOLTZMAN: Bernie, | had a sonewhat different read on
it maybe than Carol, because of the way we structured the question
and | will take your question to nmean:

Wthin the sphere of enmbryo research, |acking the goal of
baby-making, all right, is there something special about that species
of research which involves somatic nuclear transfer, all right,

wherein we should say, with respect to that class of research, that
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it ought not proceed with human somatic nuclei at this tinme but
should only go forward with animal cells?

And | didn't hear anyone say that. What | heard -- it is
just another form of enmbryo research, okay, and that you would really
have to | ook case-by-case at the particul ar experiment, all right,
and ask the question whether this is justifiable at this time to nove
forward with human material -- and not drawi ng a distinction between
different sources of the material, of enbryonic nuclei versus adult
nucl ei .

DR. SHAPI RO Tom has had his hand up. If you will just
excuse ne for a nonent, | want to ask a question, or nake a
statenment, see what is wong with it. That issue, the precise
question that Bernie asked, | guess all of us have asked a | ot of
peopl e that question. This is sort of what scientists | happen to
meet | ask this question, people | nmeet and respect, and | find it
really to be a contested issue.

DR. GREIDER: Can you tell what question it is? | am not
sure what question we are tal king about.

DR. SHAPI RO. The question is whether at this tinme there
are inportant scientific reasons to proceed using human materi al
rather than just animal, material fromanimals, in embryo-type
research.

DR. GREIDER: For research. Non-baby-maki ng?

DR. SHAPI RO Yeah. Non-baby -- that is right
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-- nobody -- and | just find it a contested issue. | can't decide it
right now nyself. But, | nean, is that unfair, David?

DR. COX: No, it is fair. \Wether it is contest on
scientific grounds or political, social, or philosophical grounds,
okay, | think, is not clear to me. Some people may justify on
scientific grounds. | amnot sure that that is really the basis on
which it is being contested, but | quite agree with you that it is
cont est ed.

| also really think what Steve said is true. That al nost
all of these groups aren't making any distinction about whether you
are doi ng nuclear transplantati on or whether you are doing other sort
of enbryo cell work. It is Iike one and the same. There is nothing
speci al about the fact it is nuclear transplantation. That is what |
hear you saying, Steve, and | quite agree with that.

MR. HOLTZMAN: Well, | guess | would want to ask Bernie:

WAs your question about enbryo research per se or the specific
speci es of enbryo research, which the Dolly experinment nmakes one
t hi nk of ?

DR. LO No, | amsort of putting aside the baby-making
part of it. | was concerned about the transplantation, human enbryo
research that involved nucl ear transfer as opposed to, you know, in
vitro --

(i naudi ble) -- or something |like that.

And | guess | would find it very hel pful to have the
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scientists who believe that there are inportant scientific questions
that would need to be done with human cells now to try and articul ate
what the research questions are and why, so we could get a feeling
for how conpelling their cases are.

Then | guess ny other concern was | thought | hear
sonmebody say that many scientists don't distinguish between doing
enbryo research using human cells as opposed to non-human cells.

And if that is, in fact, an accurate statenment, then
think we have an educational job to do with scientists to nake them
understand that there are many people who believe there are
significant noral/ethical differences even if they don't think there
are, you know, sort of scientific differences in sone sense.

It seems to me we have talked a ot -- | mean, Eric, in
particul ar, has rem nded us about the inportance of education in this

Commission. It seems to me this may be an area where the scientists

DR. SHAPI RO Tom does your question deal with exactly
what we are discussing?

DR. MJRRAY: No, it doesn't.

DR. SHAPIRO. Al right. So I know Elisa wanted to say
somet hi ng and t hen Davi d.

DR. EI SEMAN: | don't know if this hel ps answer your
question, but a few of the respondents did point to the

recommendati ons of the Human Enbryo Research Panel and indicated that
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their reconmendati ons were appropriate for this type of research

So that does address the issue of: |Is this type of
research acceptable and is there good reason for it to be perfornmed
and using human enbryos?

DR. SHAPI RO  Davi d.

DR. COX: Yeah. Bernie, |I think that this is com ng back
to sonething that we have said before, and it is sonmething that |
have observed happens in the scientific community a lot, and that
scientists will say, just on the basis of the science. Right? Not
considering the ethical issues.

VWat does that mean? We don't live just on the basis of
the science, and so we start ourselves breaking it apart that way in
terms of what are the scientific reasons as opposed to other reasons.

We have to keep them together.

Many of the people who are scientists that aren't nmaking
a distinction between human tissue versus others, okay, are doing it
on -- just saying, well, just looking at it fromthe science, you
know, | amnot in a position to deal with the ethics, okay. And
think that that is not a useful way of couching of or even, you know,
separating the stuff out.

DR. SHAPI RO  Somet hi ng you said, David, caused a |ot of
people to want to say sonmething. | amgoing to turn to Tomfirst.

He has been waiting |ongest.

DR. MJURRAY: | think nmuch of the conversation of the past
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few m nutes, at least in the way | would frame it, is: Wat out of
this sort of -- it is not a survey -- but this sort of rough sanpling
of scientific opinion by professional organi zati ons ought to
appropriately be incorporated into and/or influence our concl usions
in the report?

Al ex made a very pertinent conment earlier on, part of
which | take to be that the noral views of scientific associations
shoul d not be privileged. | mean, they are counted |ike any other
organi zations or individual's views, but no nore.

And, David, | reinforce that particularly poetically
sensi ble manner. And | agree with that. | want to second that. So
let's ask what positively ought to come out of this sampling of
scientific views?

And the question | haven't heard thoroughly addressed,
and | think Elisa nentioned it, but not conpletely is, and I am not
putting you on the spot. It might be one of the other nenbers of the
sci ence bucket . Were there any surprises in the views of
the scientific associations in terms of lines of research that they
t hought mght fruitfully be conducted by means of the nuclear
transfer technology? And, if so, and if they would be interesting, |
just want to affirmthat | think they ought to be mentioned in our
actual report.

DR. GREIDER: That is exactly what | was trying to get

out of this sort of non-scientific survey, just to see if there is
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anything out there that we are nmissing. That was the whole point of
doing this.

And fromny reading of this, the answer was no. | didn't
find anything that surprised ne, that was new, that we hadn't dealt
with to some degree here. Maybe other people in the science bucket
would Iike to comment on that. That was mnmy reading of it.

DR. COX: | agree.

MR. HOLTZMAN: | agree. That is also because what we got
fromJanet and from Stuart was so conplete and so generic. \Wen one
says generation of stemcell popul ations, generation of stem cel
grom h factors, generation of basic know edge of devel opnent, there
is not alot left.

DR. GREIDER: But what | wanted to be sure was we had two
people cone in and two individual scientists gave us very good
reports, but | didn't know how conpletely that was going to represent
all of the ideas that are out there.

And since | amnot an expert in this area, | wanted to be
sure that we weren't mssing sonmething, and that was the point of it.

And so | didn't feel there was anything totally new that came
f orwar d.

DR. SHAPIRO Jim Excuse ne, Jim

DR. CHILDRESS: In sone ways, | would like to build on
very strong conments that Alex and David and others have of fered.

I f someone says, speaking as a scientist, or speaking
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scientifically, or something like that, | think it is inportant for
us not to put that in a kind of separate category, but to recognize
t hat even though the person may be thinking and operating in that
particul ar capacity, | mean, that person offers judgments about, a
particul ar society offers judgnents about, say, the benefits, the
ri sks, the appropriate kinds of constraints, those are not purely
scientific matters.

And they invol ve inportant value questions that we want
scientists, theol ogi ans, philosophers, lay citizens, and others to
address, and it is inportant to have the kind of perspective that has
been offered. | have found the discussion this norning very
val uabl e.

But as Al ex suggested, we take it on its own terns as a contribution
to the discussion.

DR. SHAPI RO. Thank you. Alex, yes. Then Steve

PROF. CAPRON: | am going to sound rather schizophrenic
now, but | think there is a flip side to this. |If we are concerned
about restraining certain areas of activities, one restraint is the
judgment of the relevant comunity that such an activity would be
unacceptabl e at the monment.

And | would like either the science bucket or Elisa or
sonmebody to give some thought -- | have roughly | ooked at this -- |
tried to |l ook at those respondents who represent clinical bodies,

American -- Society for Assisted Reproductive Technol ogy and the
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other clinical groups, the genetic groups, and so forth with the
question in mnd

Does the study -- does this tell us whether their

judgment is, in fact, based on Bernie's assunption, which we al

assune it is, that it would be irresponsible, given the physical, in
which | include damage to devel opnental -- devel opnent of any child,
ment al devel oprment, as well as physical malformation -- to proceed

wi t h baby- maki ng?

Because if we end up saying that this is an area in which
we are dependent upon the operation of private law to provide some of
the restraint, and you put doctor so-and-so on the stand to testify
t hat the defendant went ahead and did this, behaved in a way which
departed fromthe accepted standards of medical practice, it wll
not, at that point, do for doctor so-and-so, the witness, to say, |
believe that a child created in this way is disrespected or sonething
like this. O even I, my society, has decided that on noral grounds,
it would be inadvisable.

So that, as | say, | am sonewhat schizophrenic. | want
the scientists' views, as Jimjust put it, on the noral issues to be
treated |i ke others, and we want to encourage, as Bernie said,
scientists to think in these terms in their own work

But in judging whether it would amount to mal practice and
violate the standards of due care that a physician should be using,

my guess is that an objection fromthe defense will be heard if the
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witness is invited to talk about these non-nmedical harns as it were.
So it would be very useful to know whether the societies
are -- when they are listed on the draft -- the table at the back of
this report -- prohibit, prohibit, prohibit under questions 5 and 6,
whet her that is solidly based on the notion that this would be
dangerous. It would be an irresponsible way in ternms of the risks to

t he human bei ngs invol ved rather than the social/ethical/noral

guesti on.

And | don't know whether the question will tell
-- any questionnaires -- or the answers and the way they explain them
-- fill that out.

DR. GREIDER: | man, some of the societies that said
prohi bit specifically said because it is not even clear that
physically you can do this with humans and get -- you know, based on
purely scientific grounds.

So this is to answer the question that it is. Miinly of
them did address it on purely scientific grounds that they would fear
that there would be sonmething grossly abnormal with sone sort of a
devel opnent al pat hway.

PROF. CAPRON: Obviously, this is not -- we haven't
nail ed them down on this -- but to the extent that you have that
material, | think that is inmportant material for us when we start
tal ki ng about the policy options, to be able to say that this opinion

-- if we have any good quotes ---
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If we have anything in there that would indicate that we
have reason to believe that there would be professional self-
restraint and that anyone goi ng ahead woul d expect the strong view of
his or her colleagues to be that this was conduct that departs from
the standard that applies to reasonabl e physicians behavi ng accordi ng
to the standard of the conmunity.

DR. COX: The AMA response was very clear on this.

DR. SHAPI RO. Steve.

MR. HOLTZMAN: Specifically, Alex, | think it is very
clear that the first line rationale for a noratorium a ban, a
prohi bition on baby-making at this time is it would not be safe. So
then the residual question is: Suppose, like that, the technol ogy
was perfectly safe.

PROF. CAPRON: Yes.

MR. HOLTZMAN: COkay. |Is there still a disconfort in this
conmuni ty?

PROF. CAPRON: Yes.

MR. HOLTZMAN:  All right. Then you have to go to the
i ndi vi dual responses. A nunber of them such as the quotes that were
put up there, there are remining disconforts. They are not
scientific or safety based.

PROF. CAPRON: And those are inportant in the eval uating
what is likely to happen and the reasons it should or shoul dn't

happen, but they don't have the same constraining effect --
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(inaudible) -- on the private | aw side of the view of coll eagues that
this is sinply irresponsible.

What you have provided is exactly the sort of thing we
need to be able to recite at that point in the report.

MR. HOLTZMAN: And | think, clearly, in the ethics
section of our report, | think we do have to address that. \Whatever
we think about the ethics of experinmentation towards baby-making,
given the current state-of-the-art, that is one issue.

PROF. CAPRON: Yes.

MR. HOLTZMAN: But envisage a different state-of-the-art,
where it is perfectly safe, there is still a bunch of ethical issues
that need to be engaged.

PROF. CAPRON: | totally agree.

MR. HOLTZMAN: And if | could make one qui ck other
comment. It is still coming back to Bernie's earlier question and
Davi d's comments about sone scientists don't distinguish between
human material versus aninmal material

I don't think one, for a nmoment, should take the coments
about no restrictions on basic science as having inplied that.
Certainly, there are scientists, people, if you will, who don't nake
di stinctions between human cells versus animal cells, and within
human cells, reproductive cells versus other kinds of cells.

But many do, nost do, arguable, and woul d nake

di stinctions about what is okay in the way of research and when you
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shoul d progress to a certain stage. | think all we were addressing
was: Was there something special about a particular kind of research
or class of research, and the answer was no.

Okay? And that, therefore, whatever you believe are the
appropriate restraints, in ternms of orderly scientific progress
noving fromanimal cells to different kinds of human cells, would be
in play for that kind of research

DR. SHAPI RO. Thank you. Bernie

DR. LO | want to think for a minute about the
i nplications of what scientists would believe would be sort of
appropriate to proceed with in terms of research and how that night
af fect our thinking about a voluntary moratoriumin the private
sector.

To sort of pick up on some of the conversation here. |If,
in the policy section, one of our options is going to be a voluntary
nmor at ori um which woul d need to be enforced by individual scientists
and research centers going along with it, it seenms to nme then that
the views of the scientific comunity would be very inmportant to know
interms of howlikely is it the noratoriumwould hold in the sense
that the country as a whole, to the extent that you can say what the
country as a whole thing, believes that the noratorium should be
appropri ate.

O a scientist or a lab may di sagree and use their own

judgment to say it is appropriate to sort of proceed, because the
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noratoriumnow i s no | onger appropriate.

So | just think that when we come to the policy options
t hat somehow we need to factor that in. | don't know if any of the
data we have gives us a sense of howlikely it is that certain
scientists will not observe a noratoriumthat is generally held in
the wider community, as well as in the scientific comunity, and what
the inplications would be.

DR. SHAPIRO | think it -- Larry wants to make a conment
here -- | think however we use these conments and information we are
gat hering, we know, for certain, that we don't have the view. Okay?

We don't have the tinme to go and get the view and really answer in
the definitive way a nunmber of the questions that have been raised.

We have kind of indicators, responses, which we can
refine on and consider. But there will be a certain conditionally on
what we say, | believe in this response, because of just the limts
of the 90-day effort. But, Larry.

DR. MIKE: Yeah. Just a coment. This discussion has

been totally dominated by this "survey,” and | don't put nuch
credence to this survey in the sense that it was just trying to get a
flavor of what was out there.

There are no surprises to me in this survey, and | just
want to remind people that | would rather base our decisions in this

area about what we know about the science rather than what

scientists' opinions are about we are supposed to be reaching.
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DR. SHAPI RO. Any other questions on this issue? Okay.
Thank you very much. Carol, thank you for getting this done. It has
been very hel pful. Elisa, thank you very much. W enjoyed your
presentation very nuch.
Dependi ng on how t he Conmi ssion feels, we were
-- we are running a little bit behind time. W got started late. W

had a schedul ed coffee break at 9:00, but we could either postpone

that or -- | think we probably ought to -- and just go on with the
next agenda item We will try to pick up a coffee break -- later on
Bernie -- in a discussion of sone of the ethics issues.

ETHI CS | SSUES

DR. LO Ckay. The ethics bucket had a very interesting
meeting both in San Francisco and in Boston and New York via
t el ephone technol ogy about a week ago, and it was again a very
interesting and w de-ranging discussion. | think it is fair to say
that there are di sagreenents anong nenbers of the Conm ssion on a |ot
of the ethical issues that have been raised.

VWhat | tried to do was to push towards a draft
prelimnary version of what we m ght be saying in the ethics chapter
so to speak, and | circulated that on
e-mail in keeping with the spirit of Harold's remarks to try and nove
the process al ong.

I would really appreciate your conmments as specific as

possi ble. Sone of you have already done so by e-mail, and I would
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just encourage all of you to take that text and, you know, just
i ntersperse your conments, suggestions, you know, where we are
m ssing things, where we are wong, where we off-track, and so forth.
It could certainly help us.
Let nme talk a little bit about sort of the big picture

strategy and then sone questions | think we need to discuss further

One is that | think -- | don't -- except for making a
point that at this time, there is unknown and presumably very | arge
physical risks both to the women who woul d undergo hor nonal
mani pul ation and to any child that might be born as a result of human
cloning, that it would be inappropriate to think of proceeding with
cloning in the sense of baby-making.

As Steve pointed out, that is sort of the easier sort of
version of the dilemma. It is harder if sonehow safety were not an
i ssue, and the evidence was such that the technol ogy would be
effective and safe in human species. Wat would be the noral
obj ections there?

And | think there is a divergence of opinion on this
Commi ssion, | think, and as there probably is in the country as a
whol e.

So what | tried to do -- and | just want to sort of ask
your thoughts on whether this is the strategy we should taking the

ethics commttee, ethics bucket report, chapter -- is to just try and
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lay out arguments for those residual nmoral concerns that don't have
to do sinmply with
-- both pro and con -- and sort of the strongest, clearest way
possi ble and not try and sort of force the discussion toward an
agreenent, where | don't think we are going to reach agreenent.

But really to sort of have our contribution be the sort
of lay out the arguments as clearly as possible. Cbviously, there
are situations where argunents have been advanced that when you | ook
at themnore closely, there are a lot of rebuttals, there is a |ot of
m sunder st and-
ing. | think we can clarify, correct, and educate. So that is sort
of ny conception of sort of how the pro and con section works out.

Again, in terms of structure, | did want to focus
primarily on what we have been calling the baby-nmaking, because
think that is the hot issue, the controversial issue.

I think it would be inportant to say a little bit, but
not very mnuch, about ethical issues involved with cloning in the
ot her sense of cloning DNA, cloning cell lines, that have nothing to
do with reproduction, cloning in animals. But not to focus a |ot of
our attention at this point on those issues, because | don't think
those are the key issues.

I think we have a decision we need to reach on whether we
want to reopen in our report the human enbryo research debate. That,

clearly, if you are going to do research not for baby-making, but
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usi ng human cloning in the research sense -- (inaudible) -- that you
are creating human enbryos for research in the NIH report |anguage.

That report is done, and it was not enacted in policy on
both the executive level and legislative level. | don't know whether
we want to try and readdress those questions. | think the argunents
are there in the report, the argunents.

Wy it wasn't reported, | think, are clear, and | am not
sure we need to reopen that discussion in this context of this
current report. But, again, | think that is an issue we need to sort
of think through as a Comi ssion

Then, finally, there are sone issues that have been
t hrough the di scussion, and which | amnot sure we have any set
answers to, but | would Iike to push toward answers and start to
identify people for witing assignments.

One is a thene that has been sort of weaving through our
di scussions on this is just the question of presunptions and starting
points. And should the burden of persuasion on those who would start
to clone, or should the presunption of persuasion be on those who
woul d oppose it?

And do we have enough evidence at this point to say that
the burden should start with those who -- being placed on those who
woul d be proponents of cloning and what is the reasoning behind that?

Second is the role of cases in our chapter. W found it

very interesting toward the end of our neeting |ast week to think of
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cases which are put forth as the allegedly nost conpelling reasons
for cloning in a baby-mking sense, and a couple of them we nanaged
to sort of look at and say, well gee, the argunents really don't | ook
so conpel i ng.

There were one or two where we said, gee, even if we were
deeply, strongly norally opposed to cloning in any shape or formin
t he baby-nmaki ng sense, this would be a bothersone case.

A nunmber of people sort of brought up the difference
bet ween i ndividual actions and social policies and sort of, in a
sense, the dangers of building public policy on exceptional cases. |
think we need to think that through a little nore.

On many sort of bioethical issues, we have a genera
policy and sort of an understanding that there will be exceptions, as
there are to any sort of ethical guideline or precept, but they wll
be rare, and we will tolerate those exceptions, but not sanction a
general policy allow ng such cases.

You know, the anal ogy has been raised to assisted suicide
debate, where sonme one position is that we should not legally
sanction it, but in exceptional cases, it may be ethical for a
physi cian and patient to agree that it may be, for very exceptiona
reasons, as an exception to that policy.

But | just want to raise the question here as to whether
we can really have it both ways, so to speak, have both the genera

rule and the exception in that if cloning in the sense of baby-making
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were not permitted as a general policy, but we said there may be
these very exceptional cases where we really couldn't say it was
wrong in that individual case -- we couldn't fault that parent or
parents, but that we certainly wouldn't allow a policy to be erected
on those individual cases -- | amnot sure that would work, because
of the third party involved, the child who is born as a result of
cl oni ng.

If cloning ever happens, | think you will see all the
bi zarre cases we have seen in other assisted reproductive
technol ogi es, where the original fanmly structure into which that
child is going to be reared falls apart, and you have issues of who
is the parent or record, who has visiting rights, so forth and so on

It seens to me that we get dragged in, in sone sense. |
want to sort of direct your attention to that issue and sort of -- |
think that these -- this is, again, another issue, | think. W have
tal ked about it. W know it is something we have to deal with. W
haven't really kind of try to cone to closure on it.

So with that, | would like to sort of just stop, throwit
open for discussion, not sort of go through some slides |I have, which
basically go through the material | sent it, which is very
prelimnary, but ask you to conment.

But try and get some discussion on what | take to be the
big picture issues, as | have outlined, and any other issues that you

think are inmportant that we have missed. | guess the only -- in the
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spirit of informed consent, you are also being auditioned as witers
of different parts of the report. So what you say will be used ---

VS. : Agai nst you.

DR. LO Not against you, but for the benefit of the
country.

DR. SHAPIRO Well, whatever it was you said, it
stinmulated a | ot of desire to respond to particul ar aspects of it.

Let me say a few words, and then since | amsuffering from
laryngitis, I will just listen carefully to what everyone else has to
say.

I amgoing to say a few things about sone of the issues
Bernie raised in the spirit of just trying to get our discussion as
lively as possible, not that | have a final viewon this. But | have
some views on sone of the issues that you raised, at least tentative
Vi ews.

First of all, I, in general, feel that exceptional cases
make bad law. Now | can say that. | amnot a lawer. | don't know
what Al ex would say. But as | think about it, | aminclined towards
that. It is very hard to make public policy on exceptional cases.

Society has a way to adapt and adjust to rules if they
are persuasive enough and so on. That is just ny general view of
that, and | don't know how others will feel.

Now, regarding the presunptions and perspectives we ought

to take, | think we ought to take advantage of the fact that this
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report is not settling this issue both for now and for later. It is
too early to settle thing for now and for |ater

For now, there are sone really quite straight-
forward things which we seemto be honing in on, and they are
reflecting in nmuch that everyone has said. And | think we ought to
be very clear as to what that situation |ooks Iike now

As for later, when, as Steve said, you know, when it is
all safe and straightforward, what would we think then when we really
have to face the harder decision, that is a very, and will be a very,
hard decision, set of decisions, it is not absolutely necessary that
we sol ve that problemright now.

But it is necessary, in my view, that we give a framework
for thinking about it and some ideas, such as they may be that we
have that m ght help others thinks about it.

So that when that tinme cones, should it ever come, and
should we have to face that issue, then, of course, hopefully, we can
| ook back and say, you know, what we said, what we started, what we
laid out, was really hel pful to people.

That is a significant responsibility inits own right,
quite aside fromwhat we mght think |ater when all these other
conditions start changing. Because later, not only m ght those
conditi ons change, but a whole host of other unknown conditions may
be in front of us.

So, to nme, that helps sinplify, in a way, and it hel ps me
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see a path through some of these very difficult arguments, at |east

as it respects -- with respect to our report.
Now the last itemthat | will take on now, and | amvery
glad you raised it directly, and of course, | amnot part of the

di scussions of the so-called ethics bucket that took place by these
inter-continental or trans-conti -

nental -- excuse ne -- tel ephone calls and so on, and that is, the
i ssue of enmbryo research.

I think you asked a direct question. | amgoing to try
to give a direct answer to that. It is my judgnment that this is not
the tinme to revisit that.

I think that the report, as the draft science chapter
al ways does, raises the issues of what could devel op down this, why
that m ght be inportant some day, why we night want to continue to
rethink this issue over tine, (?) by inplication, but I think it is
the wong tine to re-engage that issue.

Because | see, one, no pressing reason to do so, and
see public policy by the President and Congress, having been thought
about after a very careful and thoughtful report, and deci ded whet her
| agree or not is a secondary matter to me right now.

So ny viewis that it is, you know, not the time to do
that, but you know, you never want to be in a position to say you
can't change your mind. So | could have ny m nd changed by other

per specti ves.
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Now, | have a long |list of people. Start with Zeke.
DR. EMANUEL: | just wanted to add a couple of coments
to what Bernie's nice summry of our neeting. | would want to re-

enphasi ze the fact that | think we have probably three distinct views
in the ethics bucket that probably, | would venture to guess, mrror
the Conmi ssion, which is, one, of those people who think they haven't
heard a persuasive argunment against it, but they are, as it were,
willing to wait, maybe even pro-cloning as baby-nmaking.

The view, | think, may be npre cautious than you
outlined, Dr. Shapiro, which is we have some argunents now, based on
science and risks, etc, and we have to | eave open and nore
di scussion, and then some people who are against it, or fail to see
good reasons for and see reasons agai nst.

So | think that is inportant in and of itself to say, and
in that sense, we probably do mirror something in the country pretty
accurately.

The other thing | thought that cane out of our neeting
that | think is valuable to say is sonething about the non-neutrality
of any position we adopt. And | think this is inmportant. If we
permt it, it is not like we are being neutral with regard to
people's views, and if we prohibit it, it is not -- there isn't a
neutral position here.

And | think the idea sonehow we can have a neutra

position and leave it to private views is not right -- or not tenable
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-- especially if we are going to think about this in terms of the
soci al practices and not each isolated case, and the nore extrenme the
case, the nore persuasive it being.

Finally, the other thing, | think, that became clear as a
result of our discussions, and this relates to the issue of how
cloning fits into the whole notion of right to reproductive freedom
is the sense we had of all of the noral judgnents being inter-
connect ed.

And by that, | mean the follow ng: Wether you think
cloning falls under the right to reproductive freedom depends upon
whet her you think cloning is distinct fromother forns of
reproduction. But that notion of whether it is qualitatively,
essentially distinct already presupposes other noral considerations.

So they sort of travel in a package. Whether you think
the right to reproductive freedomis dispositive, whether you think
therefore, cloning is Iike or not |ike other technol ogies, and
whet her you are for or against cloning.

And | think it is inportant to lay that out, because
there is no independent judgments, as it were, here. They are al
part of one view, one way or another. And | think that is relevant
to how we consider it.

So if we were to ask, for exanple, John Robertson or Leon
Kass, give us your criteria by which you distinguish as essentially

different or essentially the same and, therefore, covered by rights

55



56

or not covered by a certain noral right, it is inmpossible, | think
And | think that was the conclusion -- | don't want to
speak for the whole bucket -- | think that was nore or |ess our

conclusion. There is no independent criteria here.

DR. SHAPIRO. | just want to nmake sure | understood the
very last thing you said. What is it that is inmpossible in your
j udgment ?

DR. EMANUEL: If you -- to ask them for sone independent
criteria for us to distinguish one way or another and, therefore, to
determ ne whether this is covered by a right or not covered by a
right.

Because if it is covered by a right, our argunments woul d
|l ook different, it seems to ne, or at |east we would weigh them
differently.

DR. SHAPI RO. Thank you. Let me just add another comrent
here. That, of course, that if there are inportantly different views
on the Comm ssion about sone inportant aspects of the report, those
shoul d be reflected.

That is, there is no reason to hide it, no reason just to
get ourselves a situation where you have to agree on everyt hing,
because these are very difficult issues. So that is an open
possibility as far as | am concerned. Jim

DR. CHILDRESS: | think it was a very fruitful

di scussion. | participated by telephone, but I -- so | wasn't -- |
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woul d have |iked to have seen the faces as argunments were made. That
is one of the difficulties of being at a distance. But it was,

t hought, a very fruitful discussion, and Bernie and Zeke have
sunmarized it well

Just a few observations. One is | agree that there
remai ns consi derabl e di sagreenment on ethical issues, and yet there
is, I think, sufficient agreement for continuing a moratorium And
think it is inmportant to keep in mnd that we will probably make a
recommendati on, and there may be a variety of arguments for making
t hat reconmendati on.

It is inmportant -- | think Eric has emphasi zed all al ong
that we contribute to, and recognize the inportance of, education of
the public and even professionals regarding scientific matters. But
I would al so enmphasi ze the way in which this report can make perhaps
some nodest contribution to noral discourse in this society.

And, thus, | think it is inmportant to lay out the
argunents as well as we can and attending the counter-
argunments at the same tine. It seems to ne that process of analysis
and assessment is sonething that we should take very seriously.

Now, regarding -- two other observations, regarding the
draft that Bernie has circulated, | think a |ot does depend on how we
rai se the questions we are trying to address. Let ne just note two
di fferent ways of thinking about the argunents for and against.

For and agai nst what? The draft docunent |ooks at
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ethical argunents in favor of cloning human beings and ethica
argument s agai nst cloning of human beings. But it might |ook a
little different if we instead asked about the ethical arguments in
favor of allow ng the cloning of human beings or ethical argunents
agai nst allowi ng the cloning of human bei ngs.

That they are sort of different questions, and the second
set of questions really will force us to ook nore at the policy
i ssues. Should we allow or not allow, which is a little different

again froml ooking at what the argunments in favor of cloning, actua

cl oni ng.

DR. . Good point.

DR. CHI LDRESS: That pushes nme to the act/social practice
di stinction, which has been discussed. | wasn't
-- when | was trying to focus on it, | wasn't thinking so nuch about

the parallel with physician-assisted suicide and whether there may be
some exceptional cases that would draw us, out of conpassion, to say
that we ought to have some exceptional nmechanismfor those in a
policy that perhaps should remain prohibitive, because of other kinds
of social considerations.

It is really rather nore how we think about the argunents
here and whether we are concerned with particular acts of cloning
that we think would necessarily or intrinsically violate or infringe
some fundamental val ues versus the infringenent of those values by a

soci al practice.
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I think of a couple of exanples from our discussion
When we say, for instance, that an argunment agai nst cloning would be
that cloning woul d underm ne human dignity.

Now, underm ne human dignity suggests to me that we are
tal king about a value in the society that would be seriously
subverted. But | don't think it would be subverted by 5, 10, perhaps
even 100 acts of human cloning. But it mght well be subverted by a
soci al practice of cloning with all that is associated with that.

So that is really what | had in mne is how we think
about the argunments and not so rmuch again the parallel with
physi ci an- assi sted sui ci de.

Simlarly, when we say that human cl oning would alter our
view of what it neans to be a human being in ways that would
underm ne inmportant noral values. Again, it seems to ne that that is
plausible if we are thinking about a social practice. | am not
convinced it is plausible if we are thinking about a few isol ated
acts of human cl oni ng.

DR. CASSELL: Well, | thought it was an excellent
di scussion, too. Also, participating by tel ephone | eaves sonething
to be desired, especially for one's ear

But like nmost clinicians, | hate to make a deci sion you
don't have to make, and | think that in terns of the business of
noratorium we have a very solid basis on which to make a decision

and that is, the risk at this tinme. W don't have to go to another
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single criterion.

On the other hand, the dispute in our section, or bucket,
about -- centers on what Charles Tayl or has called hyper-goods.

There are different representati ons of what people consider the good.

For sone people, what comes out again and again is the
sort of thing called the natural in human behavior, and we hear it
all the time. It is in our society, and it was in our neeting. And
for others, nyself one of the, the hyper-good is of human nature and
pl asticity.

Those are very different views of the human condition. |
think that they are not resolvable. Certainly, not by this Comr ssion
they are not resolvable. But they nay deserve some nention

That, in fact, the view that people take about this is
really secondary to their |arger view of what it neans and how peopl e
adapt and so forth, if you wish, what it neans to be a human and
words like dignity, which are just unsol vable words |ike beauty and
justice and health and stuff like that.

But | think on the hard issue, we don't have to go one
step beyond saying, this is not perm ssible because of risk and al so
that what Jim just brought up, which I think is just excellent, about
the difference between a social policy and an act and the difference
between pernmitting also is very inmportant.

And they don't take up a |lot of space, but they make a

| ow of room for thought in the people who read this report.

60



DR. SHAPIRO | like the image. It doesn't take up
space, but it allows space. | like that image. That is terrific.
Car ol

DR. GREIDER: | just had one m nor conment at the

begi nni ng of what you said, Bernie. This is something that | want t
take out rather than put in. So | amnot asking to be asked to wit
anyt hi ng.

(Laughter.)

DR. : Turn off your mcrophone.

DR. GREIDER: You just mentioned the issue that there

61
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shoul d be sonething in the ethics section on the issue of cloning DNA

and cell lines and that sort of thing.

As | understand the report, we are going to have
sonmething like that in the introduction and then say that we are
going to focus human cl oni ng i ssues regardi ng nucl ear
transpl ant ati on.

So | don't know that every single section needs to go
into the details of DNA cloning and cell cloning, etc. So you night

not even need to address that.

DR. SHAPIRO. | took -- just to intervene -- | took
Bernie's comment to nmean -- | just want to clarify it with asking
questions -- that you felt that it was inmportant that we night draw

attention to the fact that cells are not just cells.

They are human cells or other cells, and that has got
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some kind of inportant -- there is an inportant difference here,
whi ch we ought to focus on. | thought you were saying that.

DR. LO  Yeah. | guess it seems to ne that some of those
issues -- there are ethical concerns -- but it seems to nme they have

been worked out and resolved on a | evel of public policy, and
t hought maybe we should just say ---

DR. CASSELL: That is it.

DR. LG Just that.

DR. SHAPIRO. Larry.

DR. MIKE: | take a different tack on this. If you |ook
at the issue about enbryo inplantation, enbryo research, | don't
think even those who oppose on it on noral grounds would dispute the
fact that there are public goods in here, public benefits.

It is just a means to an end kind of an argunent that
says, yeah, | agree that there are all these wonderful things in
cancer research, but | believe that that one or two or four cells is
a person, and | object on that basis.

When you get into the cloning of a human being, | don't
really see a public good here. | see individual benefits. | see,
you know, whether they are nmal evol ent benefits or ones that we m ght
be synpathetic to, malevol ent benefits being having anot her Saddam
Hussein, a beneficial benefit being trying to at least replicate a
child that is dear to parents and who will die.

But my dilenma is that we are in a society that val ues
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i ndi vidual rights and benefits, and I don't think we would be having
this discussion -- it would be cut and dried -- if we were in sone
ot her society. So, obviously, we are working within the context of
Ameri can individualism

So | don't have nmuch problems with a nmoratorium and
maybe | would think twice about a ban forever in terns of cloning of
human beings. But that doesn't cause me nuch problem So that is
the easy part of where we are.

And | agree now, even though |I have taken a different
position before, is that this is not the forumto reopen any kind of
i ssue on the enbryo side. | think the arguments have been nade.

Public policy for the time being has been set, and it may
be reopened again sonme other time. But it just seens to ne that in
this current situation, we can only describe what has happened and
what the current situation is.

But, again, | say my main point on my ranbling here is
that | don't find it useful to talk about pros and cons about cloning
of human beings, and | would rather make the distinction about where
is the benefit in ternms of societal benefits in the cloning of human
bei ngs?

And | only see individual benefits, maybe heart-w enching
benefits, but | don't really see the kind of public goods that we
woul d have in terms of the fruits of research on the front end of

these kinds of activities.
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DR. SHAPI RO. Thank you. Al ex.

PROF. CAPRON: To the extent that you are asking us to
express our views on each of these points, | would agree wi th what
you and Larry have said about the enbryo research and what we shoul d
do about that.

| do think it is useful to follow the nodel that Jim so
ni cely described as contributing to noral discourse in talking about
the reasons for and against cloning in the report.

We then face the problem Are we tal king about the
report that will be available by Menorial Day, or are we talking
about some further opportunity to refine what beconmes the report?

Because doing that well is quite difficult, I think, and
it would be not a contribution to noral discourse to put out a poorly
phrased, poorly described set of considerations even if our anbition
is sinply to give people, thoughtful people who want to make their

own judgnments, sonething to chew on, which is what the idea would be.

That you would illum nate the issues for parents, of
physicians, for scientists, and you would also indicate to the public
t hat what we have spent a lot of our time on doing, which is thinking
about those issues.

I amnot sure that | fully understood Zeke's point about
the question: |Is cloning like other forms of reproduction? It

seened to ne that several of the comments after that assunmed that it
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was.

If we begin froma prem se of saying that what we are
really going to talk about is the argunents for and agai nst allow ng
this practice, then what we are saying is these argunents that m ght
i nfluence individuals, but which ones are strong enough to cone into
the policy arena?

And in that policy arena, we begin with an assunption of
liberty to make decisions about one's own fanmily formation. But to
say that cloning fits within that, and I wasn't saying -- | wasn't
clear, Zeke, whether you were saying we should address this or other
peopl e have addressed it or they didn't address it, we need to know
their answers, or what.

If someone were tal king about a technology that is sone
way is dramatically different, |I mean, naking babies literally in
test tubes out of the raw chenicals thenselves, one night say, wait a
second, that doesn't come within the reproductive liberty that we
have had before.

So that when you say that it is the argument about
whet her or not to allow, | agree that that is the way to frame it. |
agree with Jimthat that is the way to frame it. But it only nakes
sense to me to say that if you are maki ng some assunption that this
formof creating a child cones within that initial allowance.

DR. EMANUEL: Maybe ---

DR. SHAPIRO Go ahead -- (inaudible).
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DR. EMANUEL: Maybe if | am not being clear, other people
who were at the meeting could help elaborate. But | think the
concl usion we had cone to at the nmeeting is that, you know, you have
said it falls within the rubric of other reproductive technol ogies.

It goes from spermdonation to |IVF to surrogacy to
cloning, and they are all within the same thing, sane kinds of
reproductive -- they fall within what we consider reproduction and
therefore are covered to a right to reproductive liberty.

But, certainly, part of what we have heard from ot her
people is that they do view this as qualitatively different. It
doesn't involve contributions fromtwo i ndependent people, half of
t he genonme coming from each side, etc.

And so the question of whether you view it as part of
that spectrumor as a significant qualitative, essential, whatever
you phrase, is different fromprior fornms of reproduction is the
issue, it seens to ne.

And all | wanted to say, or | thought all we came to
agreenent with, was that making that decision, whether it is, you
know, just one formon the same |line or qualitatively different, and
therefore not covered by the right to reproductive liberty, depends
al ready on certain ethical judgnments and isn't -- you can't enunciate
standards for what would be qualitatively different and essentially
the sane wi thout the other noral judgnents about whether this is the

right or wong thing.
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That is all | was saying. Now, you may ---
PROF. CAPRON: It doesn't -- can | -- can we discuss this
instead of just -- it seems to me that to say that sonething is wong

because it has wrong consequences
-- is that what the suggestion -- doesn't seemto nme to get to the
essentialist argument at all.

DR. EMANUEL: No, wong not necessarily in the
consequential phrase. | mean, here is the ---

PROF. CAPRON: \What are the ---

DR. EMANUEL: Well, here is the other thing. Think of
what answer John Robertson would give to the question of: \What are
your criteria for it being essentially the same? And think of the
answer that Leon Kass would give for: What are your criteria for it
bei ng essentially different? Gkay? O qualitative different, just
not on that spectrum

And it seens to ne the answers that those two people can
gi ve already presuppose sonethi ng about whether this is intrinsically
right or intrinsically wong. They are not consequential argunents.

I nean, fundanmentally, it doesn't seemto ne Kass's arguments are
consequential- ist and neither -- | think Robertson's argunments m ght
be a different kind. So I don't think they are purely
consequenti ali st.

You know, Kass would point out if naturally you need

contributions fromtwo people, 50 percent of the genome com ng from
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each, this breaks it. It is only fromone. You don't need another
partner. Robertson would say it is just another form of naking a,

you know, creating babies, and any form of creating babies is al

within reproductive liberty. | think ---
PROF. CAPRON: | nean, | agree that it is a fulcrumon
which a ot turns. It can still be seen, | suppose, as part of the

al l owance issue, and it nay be seen on where the burden is.

It is just enough different that it makes sense to say
that before you could go forward with it, you would have to overcone
a burden of showing that it is inmportant in a way, it is essential in
a way, to your achieving your liberty in a way that you don't have to
if you are using artificial insem nation by donor

If we say there is reproductive liberty, and you say,
want to get the spermthis way rather than by sexual intercourse from
my husband, does the woman there have to overcome some burden, or
does society have to, in effect, say, why it is so bad to allow this
to happen that we would restrain your liberty to achieve reproduction
in this fashion.

DR. EMANUEL: Ri ght .

PROF. CAPRON: But it seens to ne that it isn't the

i nherent rightness or wongness of it that Kass would be arguing. It
is the different-ness. | nmean, that that is an inportant issue, but
he doesn't have to -- he is what?

DR. MJRRAY: Never mind. | will have my turn.
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PROF. CAPRON: Ckay. Well, | nmean, it ---

DR. EMANUEL: Al | amsaying, Alex, is that different-
ness, the criteria you would use for different-ness, is val ue-Iladen
in precisely the way that it traces marks (?) to your judgnments
al ready about whether it is the right thing to do or the wong thing
to do. There is no independent criteria different-ness.

That, | think, is an inportant point, which means that it
is all of one -- as Eric was saying -- and | think quite correctly --
it is all of one world view or all of one view about rightness and
wrongness of these kind of things.

So no -- and the inportance here is that no independent
criteria with an independent noral foundation neans you can't decide
whether it is a right or not a right in sone independent way prior to
some other set of noral judgnents, which is why there is not a
neutral standpoint.

PROF. CAPRON: Well, okay. | have to see this worked
out. On the final comment about this cases and practices issue. As
| funbl ed around on that on the
e-mail trying to see -- ny instinct is to agree with you that this is
somewhat different fromother ways in which this is used.

But, in a way, the whole Kantian perspective of
uni versalizability seems to ne to be operating with any of these
things. The real question is: Wuld this act, as an act, be

acceptable if it became a practice? The sane is really true, in many
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ways, of the euthanasia and assi sted-suicide issue.
I nean, we live in a society in which there is a snal
tol erance for the exceptional cases, even though we have a principle
against it. But what is frightening and an argunent agai nst openly
tolerating by changing policy and allowing is that it would becone a
practice, and a practice that would sweep in a great nmany cases which

woul d be totally indefensible.

I amnot sure -- as | said a long time ago, in response
to a hypothetical that Harold was putting forward, | put another
hypot hetical. Suppose a child were born, and no one knew it was a

cloned child. No one knew it at all.

It would be unlikely there would be any
harm -- and there was no physical harmto the child in the process --
it would be unlikely there would be any harmto society, to the
child, to anybody fromthat child being genetically the duplicate of
anot her born, much ol der person. | mean, what would there be?

But there are potential social harns in terms of genetics
and so forth, and certainly, social harns if it became known and this
became the donmi nant way of practice. In this Wall Street Journa
thing that has just been distributed to us, there is | anguage, for
exanple, fromDavid Baltinmore, the first one, in which David ends up
sort of being against it.

But in the meanwhile, well, but if it were possible to

have -- take an adult who has lived a healthy life and clone that
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person, you can give the child freedom from genetic disease. There
is the eugenics argunment, right there in the first paragraph of this
article, stated, and that then becones the social practice that isn't
just a practice. It becomes al nost the preferred practice.

That the responsible parent will not throw the lottery,
but will take the Fletcher -- Joseph Fletcher -- view that the right
thing to do is to design your child' s genes by picking out -- from
the wel | -known sanple |ist here those that work well.

So it does seemto nme that in many ways, the
cases/practice argument works very much the same way here. | nmean, |
was originally thinking it didn't, and it didn't quite fit, and I
felt unconfortable with it. But the nore | hear about it, the nore
come out the other way, Jim in saying, this is really another
i nstance of the same kind of argument.

DR. SHAPI RO. Okay. Thank you. Tom

DR. MJRRAY: Well, | was in San Francisco, watching the
expressions as Jimand Eric spoke by tel ephone, and all | can say is
we are very glad you participated by phone, because you woul dn't have
wanted to be there and seen the various expressions people were
pulling as you spoke.

(Laughter.)

And you will get no nore out of ne about this. | also
want to agree with both of you and with sone of the comments that

have been nmade al ready this norning.
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If I can try toread -- | will frane ny own way what |
think is consistent with what Zeke is saying. It strikes ne that the
strong noral argunents, certainly, the ones really on both sides, are
not sort of -- are not sinple kind of conpositions expressible in
sentences, but they really are nore like different conceptions of
what are good lives for wonmen and for children and for men.

They really are fairly well fleshed out and enbodi ed
conceptions of the human good, what phil osophers call different views
about human flourishing. Those are not easy to state sinply, and in
fact, they entail a fairly conplex web of different beliefs and
conmi tments and val ues.

It is -- these are the values, the values enbodied in
those kinds of conceptions, are the things that Jimsaid were, you
know, unlikely to be undernm ned by the occasional, isolated act of
human -- nmaking a baby by cloning. But if it became a wi despread
practice, it might be the sort of thing that would change in a way
that we would want to reject and try to anticipate and not enbrace.

Now, those kinds of ideas do help us get through the
ethics of cloning and why people would either find it permnissible or
tol erabl e versus find it repugnant or threatening.

Al ex was getting to the point, well, what does that nean
for public policy? | nean, do you take -- how rmuch | eeway, how nuch
power, do we give to sort of the protection of a particular

conceptions of human flourishing and public policy? That can be
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tricky, and | guess | just want to
There are |ibertarians
t hat

any -- it should be nothing.

human fl ourishing which says it is

liberty, which is already -- it is
neut r al

It
don't enbrace that conception can
our
policy that seens to respect those
flourishing. And it won't
DR. SHAPI RO

PROF. CHARO |

like to try to ask the Comm ssion perhaps for

speci fic questions on the case and

into the policy discussions.

makes certain commtnents,

own commitment and say that what we want,

Thank you.

would like to continue this,
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acknow edge that right now

who say, well, you shouldn't have

But then they have a conception of
maxi m zed by conpl ete individua
i s not

li ke Zeke said -- it

and | think those of us who
you know, forcefully put forward
if anything, is a

di fferent conceptions of human

necessarily be a libertarian perspective.

Alta.
and | woul d
some responses to sone

practice issues that will feed

Because given a backdrop in the United States of

basi cally everything being all owed
forbi dden for any act,
some cases, on how we characterize
presunption for al npst every act,
where even if a specific act

f ear

the strength of that

i's not

unless it is specifically
presunpti on depending, in
the act, but that is the sane
versus a slippery slope argunent,
horrendous in and off itself, the

of the practice is so strong that one chooses to forbid even the

single act as the only way to guard agai nst the devel opment of the
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practice.

That being a kind of a classic, sinplistic set of
concerns. | wonder if | could try out the follow ng kind of four
categories of noral objections, or ethical objections, that are
captured in the discussions and see, for each one, how strongly
peopl e feel about them and how they fit in then with the notion of it
being sufficient to prohibit an act and sufficient to even prohibit -
- or sufficiently -- never mind. | amno making any sense.

But, anyway, let ne go through them It strikes me that
they come out as concerns about physical safety, which strikes nme as
concerns about a single act, as well as about a practice.

Concerns about psychol ogi cal safety for the child, and
here is where | very grossly enconmpass the concerns about identity,
sel f, being viewed as an object or a commdity by one's parents as
opposed to a serendipitous gift. A whole lot of things that are
anor phous, but | put under the psychol ogical rubric, which is
somet hing that would go to even a single act, as well as to a
practice.

And then two other large categories that strike me, Jim
as being nore in the kind of concern if it is a wi despread practice.

The kind of overall rubric of defiance of the natura
order, the defiance of the death to the extent that people see this
as a form of physical imortality, the defiance of natura

constraints, of natural famly formns.
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And, second, the whole set of concerns about the
prospects for mass production and control of people, particularly
when done in conjunction with genetic engi neering, the kind of sci-fi
scenari os that people absolutely have expressed concerns about.

And those two latter conceptual concerns, defiance of
nature, or however you want to view that one, and prospects for
control, struck nme, reflecting on the discussion as being things that
really go the practice.

And fromthe policy point of view, because the options of
voluntary noratoriumversus legislation really, in some ways, go at
how desperately hard you want to try to ban something so that not
even a single act is ever conmttee. Right?

But that the stronger your neasures, the nore
di sadvant ages you have to face. So that the strongest, let's say,
| egi sl ative measures with crimnal penalties, will face the strongest
| egal chall enges -- which nmight not succeed, but are hassle factors -
- woul d pose the nmost difficult problems in terns of building in
sunset provisions if you wanted such a thing.

To the extent that these strong nmeasures then have
di sadvantages, it is helpful to know how desperately you want to the
strong neasures.

So, therefore, | would wonder if people could give
f eedback on how strong they think these objections are for the two

that focus on the act, physical and psychol ogical. Do you think
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these are so terribly frightening that for that reason al one, we

shoul d be trying to forbid every single act as effectively as we can

And if that is not the case, if you think, well, we can
wor k around that -- we have got other nmeans -- do the two practice
concerns come up to a level of concern so strong that for slippery
sl ope reasons, you would want to prohibit every single act in order
to avoid the practice. AmI| making any sense?

PROF. CAPRON: No. Because as a practice, the physica
concerns or the psychol ogical concerns would be there. | nean, you
woul d just have nore ---

PROF. CHARO. Yes. No, no, of course. O course

PROF. CAPRON: And the notion that violating nature, the
natural order one, doesn't apply to the case. Certainly, sonmeone
i ke Kass would |l ook at an individual case and say, if you were doing
it in a way that violates nature, that is your attenpt to have
imortality and screws up your famly, who is this child going to be?

PROF. CHARO:  Yeah, | ---

PROF. CAPRON: -- comes up with a ---

PROF. CHARO Right. Alex ---

PROF. CAPRON: So | think the mass producti on doesn't
come in ---

PROF. CHARO Alex, | amtrying to take what Jimsaid

seriously, which is that those kinds of concerns are really at their

76



77
nmost dramatic when you have a wi despread social practice, because the
concerns are raised in the context of underm ning human val ues, the
human experience, etc.

So it is not that the single act defies nature that is
necessarily the big issue. It is the wi despread practice of this is
vi ewed by sone people as undermn ni ng sonet hing fundamental ly
i mportant about human rel ations.

I guess what woul d be hel pful for feedback on the policy
direction woul d be whether or not any of these concerns seem strong
enough that every single act needs to be prohibited at whatever cost,
in terms of disadvantages of your policy option

And if that is not the case, whether any of these things,
if a widespread practice are of such concern, that we should try to
prohi bit even a single act to avoid the slippery slope.

DR. CASSELL: 1Is that a question?

PROF. CHARO  Yes.

DR. CASSELL: Well, | don't want to speak for everybody
else, but I can't -- | don't know anybody who would feel that -- the
possi bl e reasons against it are so strong that we should have -- you
know, make it into a crinmnal act and so forth. | don't know how

everybody el se feels about that, but | don't think that that surfaced
at all.
That their are objections that are so deep and so strong

that we would require that kind of prohibition. Did we? Does
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anybody think that?

DR. MJRRAY: | think there are people in this country who
thi nk that.

DR. CASSELL: No, but in our group? Oh, there are people
in the country who think anything.

PROF. CAPRON: | don't know what a noratorium nmeans if
there isn't sonme prohibition with it. The difference -- a noratorium
says for the moment, don't do this. And when we say don't do this,
we usually nmean, if you do, there are problens for you

DR. CASSELL: Well, but there is a level of the problem
isn't there?

PROF. CAPRON: Well, there is capital punishnent and then
-- (inaudible) -- | nean, torture and capital punishment are not, |
suppose, options for people who go forward with this. But the
question is, are we just sort of making this a hortatory statement?

If we are tal king about a noratorium it nmeans this will not go

forward.

DR. CASSELL: Yes, but there is a difference. Then we
agree ---

PROF. CAPRON: You | ose your license. You go to jail.

DR. CASSELL: But we generally agree that there is a tinme
[imt onit ---

PROF. CAPRON: Yeah. But while -- until the time limt

is reached, is there sone ---
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DR. CASSELL: Well, nobody thinks there is a noratorium
on car theft, you know. It is not a nmoratorium It is against the
law, period, and it has got penalties, and they are big penalties.

A nmoratoriuminplies that, certainly, with federal
fundi ng, you don't get any federal funding, and if you break it, you
Iiable never to get any federal funding. That doesn't close off al
avenues of funding, obviously, but it does have censure in your
conmuni ty.

PROF. CAPRON: That is a noratoriumon federal funding,
but if we talk about a noratoriumon the practice, on the doing of
this, we mean that -- a moratoriumsinply nmeans that you are putting
it torest for a certain tinme.

DR. CASSELL: Yes.

PROF. CAPRON: But while you are putting it to rest, you
have to say what does that mean?

DR. EMANUEL: Can | interject for a second? Straighten
me out, Alta. Was the question whether it should extend beyond the
public to the private? |Is that the goal of any act question?
Because if that is the goal, and here | plead ignorant.

I nean, it seemed to ne that the agreenent we had, if |
heard it right, was that on the physical harns, everyone agreed that
now, and for the foreseeable future, the physical harns are enough
that we think that any act, public or private, would be wong.

And now whet her that means, you know, as Al ex was just
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saying, you do it, we shoot you on sight at the press conference, is
a different story. How we design the penalties is a different story.

PRCOF. CHARO.  Yes.

DR. EMANUEL: | think | heard, and again, you know,
reading the tea | eaves here can be difficult, but | heard that
everyone agreed that at |east on one, physical harms, now, if done,
whether it is done at the NIH with public funds or privately in some
clinic, solely with private funds, it is wong, period, end of
di scussi on.

PROF. CHARO Right.

DR. EMANUEL: Now, whether it is wong nmeans it is
crimnal or not, that is another story.

PROF. CHARO Right.

DR. EMANUEL: Let ne ask ---

DR CASSELL: --- it is just that thing.
When we say no, and then the next is a level of how strong. | nmean,
isit acrimnal act? | think Alta is, in fact, addressing that,

aren't you?

PROF. CHARO. Yes. To clarify, I am in fact, asking
about how strong a prohibitory recomrendati on you want to make. | am
aski ng now, because since we are tal king about the list of ethica
objections, it seens pertinent to get a handle on the strength of
those objections. Because that then plays into the |evel of

prohi bition you are trying to achieve.
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In addition, because some of the objections are being
made to the wi despread subtle effects on human society if this were
to become a practice, right, it seens to ne that it is appropriate to
anticipate slightly essentially Steve's scenario of a monment at which
the safety concerns have been sufficiently resolved that it is not
i mredi ately unethical on a safety basis to inmagine proceeding with
this and ask, do you still want something prohibitionary in place?

And | amjust -- everybody was listing all their
objections, and I amjust trying to get themto be nmaybe nore
speci fic about the strength of their objections on these various
grounds to feed into the policy recommendations that go to things
like voluntary noratoria versus |egislative bans, which do have
di ffering degrees of likelihood of extending indefinitely into the
future.

DR. SHAPIRO Can | -- let ne try to respond to your
question, Alta, if | understand it. M own viewis that on B, C, and
D or 2, 3, and 4, whatever, on the grounds that we may not understand
enough about any of themto consider just what | evel of prohibition
or what level of legislative intent and so on we ought to recomrend
right now.

I just don't think we understand enough about those.
understand the argunments that have been nmade, and there were sone
very strong argunments on all sides of the issue. But |I amnot sure

that we have to decide that now.
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I think on the A or 1, I think we do have to deci de,
what ever, and what | took Alex to be saying, nanely, that a
nmor at ori um neans sonething nmore than a slap on the hand. That, it is
just ny own view, it is serious enough and sobering enough, given
that 2, 3, and 4 remain to be developed in a national discussion and

under st andi ng of where we are heading as a society.

That the noratorium-- | have no way of know ng
-- crimnal -- as to what |evel and what other kinds of restrictions
we ought to have and penalties. It is an interesting question.
don't know how to quite answer it. | don't have a good feel for it

But | think it would be difficult, if not inpossible, to
answer the questions on B, C, and D right now fromthe point of view
of public policy. W can all pick very thoughtful people who have
addressed themselves to B, C, and D and have very strong feelings
about it, and |I respect those and want to think about them nore.

But |, just speaking for mnmyself, don't understand the
interactions of all this well enough to answer your very thoughtfu
guesti on.

Does anyone el se want to try answering Alta' s question
and then | have to go -- we still have a lot of people on this list.

DR. CHI LDRESS: | guess, in one way, Harold, we can say
that your response is an answer.

PROF. CHARO It is a response

DR. CHILDRESS: It is an answer to it. To say,
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basically, that the strength of the objection, as you, and |I would
share that view, that it is strong enough on the first to lead us to
some pretty vigorous action. But discussion is required on a w de
soci etal basis on the others.

DR. SHAPI RO Okay. Bernie has been waiting a long tinme

and is really nobilized. You are on the list, Diane. It is a long
list. Bernie. Excuse me, | know you have to |l eave early. |Is that -
- are you still going to be here a while?

DR. SCOIT-JONES: | will be here a while. | will wait ny
turn.

DR. SHAPI RO  Okay.

DR. LG | think this is a very hel pful discussion. |
think I would Iike to come back to Alta's points, but maybe do it
under policy bucket time, because | think they are inportant issues.

A purely selfish point of view, to help with the ethics
chapter, | have heard sone very good ideas. There needs to be a
section that Jim Childress is heading, "Arguments in Favor of
Al'l owi ng the Practice of Cloning in Human Bei ngs as Babi es and
Argunments Against Allowing the Practice of..." blank, blank.

A coupl e questions again to sort of help -- rough
outline. Do we want this to be in addition to the sections on for
and agai nst cloning as an action, or do we want to throw out the sort
of section and replace it?

My own personal viewis | would like to add this in,
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because | think it is helpful to lay out the arguments why you woul d
do it in an individual case for and agai nst and the argunments why you
woul d all ow or not allow as a social practice.

But in this new section, as | am envi sagi ng Ronman nuner al
whatever it is, it seenms to me there has been a |ine of argument that
has been proposed, and | just wanted to sort of get the big parts of
the argument out and see if there is disagreenent.

There seens to be a sentinent that | have heard today
very well that in the public policy area, the question of whether we
allow it as a practice, to clone humans, we start with the
presunption that the burden of proof rests on those who would forbid
the practice based on our conception of individual liberty in this
society.

Let ne first sort of put out -- is that how we feel the
presunption should lie as the starting point? Second, once we have
put ---

DR. MJRRAY: That is for the policy bucket?

(Si mul t aneous di scussi on.)

DR. MJRRAY: Not as a noral presunption. | would not ---

DR. LO Okay. Well then | want to have that discussion

DR. MURRAY: (Il naudible.)
DR. LO No, no. As a policy for -- | amsort of saying

as a general capital bold heading is: Ethical |ssues Concerning
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Whet her W Should Allow or Not Allow the Practice of C oning Human
Bei ngs as Babi es.
Next capital A: Starting point is -- starting question:
Where should the presunption lie? One, on those who would forbid to
-- what | have heard so far is the argunent that the presunption

should Iie on those who say, no, we don't want that practice to be,

because --
(inaudible) -- so Tomis saying, he takes a different -- so | want
that -- | want to try and articulate it. | mean, just lay it out ---
DR. MJRRAY: That is not a neutral starting point.
DR. LO Absolutely, it is not a neutral starting point.
And then | guess -- | amjust sort of trying to reconstruct what |

heard, and | want to make sure that we are not mi ssing other

approaches that we either need to articulate or actually believe in

strongly.

Then followi ng that next sane line -- (?) --presunption
is liberty. Then goes -- there is a particular kind of liberty that
has to do with reproductive liberty, and we believe -- or another

argunment that we believe, another argument, is that this cloning for
babies is essentially the sane, not so nmuch different that we woul d
formdifferent policies than other fornms of ART, and it seenms to ne
that is another --

(i naudi bl e).

And we had some di scussion of that already, which was
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tendi ng, you know, to be -- some people say, well, you know, | don't
really see howthis is a whole lot different. Since we have others
di sagree that this really is different, and it was pointing to the
one differences as factual differences. That you don't have two
equal genetic parents. |Is that a norally relevant difference as
wel | ?

| mean, these seemto me the kinds of issues that only
ethics of public policy sort of section need to be thought out, and
would Iike to kind of stoke the fires of discussion, so to speak. So
far, | have heard sort of one line argunent, and it is going to end
up saying there are no compelling public policy reasons to not -- to
ban this practice.

I am saying we need to | ook at each step in that argument
to see if we really agree and what the alternatives are. Let ne stop
t here.

DR SHAPI RO. Ckay.

DR. MJRRAY: Just a clarification. The last thing,
Bernie, actually confused ne. You said, there was no conpelling
public policy reasons. Are we talking -- this is the ethics chapter

Are we talking there are no conpelling noral reasons that would | ead

to a public policy? Is that what ---

DR. LO | guess, if you follow the | anguage

-- if you follow the reasoning that the ethics of public policy runs
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as follows, one, the presunption has to be that we are going to all ow
it as a policy. W are not going to forbid unless we have really
conpelling reasons to forbid, but ---

DR. MJRRAY: Because of the presunption in favor.

DR. LO Right. So if you accept that, and if you then
accept cloning of human beings is not, in essence, or qualitatively
different fromother things we have included under reproductive
freedom then | can see where the conclusion is going to come out.

I just want to make sure that we | ook at each of those
steps. Because if we don't, we are going to end up
with a conclusion that we may not ---

DR. SHAPI RO Diane, then Tom

DR. SCOIT-JONES: | have a couple of coments that |
woul d I'ike to make, and they are two different kinds of coments.

And | haven't been able to participate in any of the discussions, but

I have read everything you have circul ated over e-mail rea

careful ly.

And ny first comment is that | |ooked for something in
the ethics section that isn't here at all; that is, when | first read
it, | expected it to have nore to do with research ethics and maybe
medi cal ethics. It seens to me that a lot of the discussion becones

policy issues that | thought would be in the policy and | aw section
rather than the ethics section.

For exanpl e, the nundane research ethics issues, such as
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confidentiality, consent, they are not dealt with at all here, and
when | |ook at overall what is here, | guess it would fall under the
rubric of beneficence, non-mal feasance, justice, those kinds of
i ssues that come up in research ethics. But it seenms to ne that the
ethics chapter isn't focusing a ot on the basic issues of ethics of
research or ethics of nedical practice.

For exanple, | can look at the AMA statenent that they
send us where they do tal k about the issues of consent,
confidentiality. They also add the issue of discrimination, that is,
a person may not be allowed to use cloning if it were allowed if they
had a genetic defect.

So it seens to me that they are addressing the ethica
i ssues that | thought would be addressed in this chapter, and
wondered if there is a way to focus nore specifically on the various
el ements of research ethics or nmedical ethics instead of just these
broad di scussions that | think sonehow end up being counter-
productive or they end up pre-enpting what would then be in the
policy section.

And then | have a second and very different kind of
comment. And it seens to ne that in reading the various drafts, two
or three drafts, that circul ated, even though I think they make very
interesting points, |I think there is, underlying in them a thene
that | think we should avoid in the witing of this.

And that is the idea of whether you are for or against
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cloning, that cloning allows a parent to exert control over such

items as nusic lessons -- | don't renenber all the specific exanples

But | think we need to be very careful to avoid | anguage
that suggests that in controlling genes, sonehow we are controlling
not only nedi cal outcones, but we are somehow controlling
psychol ogi cal outconmes or outcomes of conpl ex characteristics.

I think it would be, given our role to be educational, to
have in there this subtext that there is somehow extraordinary
control that would be exerted over child outcones.

But my main point is that | thought the ethics chapter
woul d focus nore specifically on research ethics and nmedical ethics
in the nore traditional sense.

DR. SHAPIRO. Okay. Tom then Trish

DR. MJRRAY: Bernie might -- |ooked |like he wanted to
respond.

DR. LO Let me just respond to the second point, because
I think I would Iike to hear nore discussion of the first.

On the second point, we did not nean to suggest that
cloning is going to determ ne your phenotype. 1In fact, we are trying
to sort of kill that m sconception. Wat we were trying to say is
that many people felt that we allow and, in fact, encourage parents
to shape their children in all kinds of ways, and that is where the

nmusi ¢ | essons and whatever cones in.
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To the extent that we want parents to educate and rear
their child in ways that tries to shape themin certain ways, there
is the argument that has been made, and Alex has nade it quite
forcefully, that cloning is along that sanme |ine of things people do
to try and give their kids as good a head start as possible, know ng
full well that -- you know, my son just quit flute |l essons |ast week

He is not going to be a musician.

So |l just -- | mean -- | totally agree with you. [If it
is comng out as we think that, you know, that cloning is the sanme as
-- cloning is going to determ ne the phenotypic expression of the
child s traits and characteristics, we need to really correct that.
Your suggestions on where that cones through ---

But | would like to say we would like to, I think -- but,
again, as | say, | amopen to discussion
-- address the issue that has been raised that parents try and shape
their children in a whole |Iot of ways, and | actually think that is
good and part of being a responsible parent.

So, yeah, | just want to say | think I am agreeing with
you and want to try and ask everyone's help to try and correct those
poi nt s.

DR. SHAPI RO Di ane

DR. SCOTT-JONES: If | could just respond real quickly, |
think sone of the | anguage that you just used m ght usefully be in

the report. Just to say directly that you know that parents cannot
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exert this kind of control rather than allow statenents that sort of
are: Well, what if we could do this? Then parents could do nmore to
control

I think a clear statenent |ike the one you just nade
woul d be appropriate, and again, | refer to the AMA's letter that
they sent us. They nmake clear statenments agai nst those notions.

They meke clear statements that pronoting reproduction of favored
groups over |less favored groups are w dely discredited.

I nean, they make these clear statements, and | think our
report should, as well, clearly state that we, by no neans, expect
that cloning would allow us to exert that kind of control or should
be used for that purpose, if it did.

DR. LO Again, help ne with the -- please help ne with
the witing, because | tried to put that in the -- but it clearly
didn't come through. So red pencil it as you have done on e-mail ---

DR. SHAPI RO  Okay.

DR. LO That is the kind of interaction |I think we need
to sort of make sure -- (inaudible).

DR. SHAPIRO Okay. Tom

DR. MJRRAY: Thanks, Diane, for both of those points. |
think in reaching for the larger ethical issues, we probably -- and
accept full responsibility
-- 1 amwilling to share it with other nenbers of the ethics group --

for not having done nore to specifically make those points. | think
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if we can get your help even in trying to give | anguage to sone of
that, we would be very grateful

PROF. CAPRON: It is all your fault.

DR. MJRRAY: Thanks, Alex. Okay. It is the same in ny
department and my fanmily. Then why should it be any different here?

About Bernie's point, | think it is going to be inportant
in the report not to fall into that kind of quasi-syllogistic trap
that Bernie just outlined.

If we are going to talk about the ethical issues, we
shouldn't -- we should say, look, liberties, individual liberty, is
an inmportant value in America.

It is not the only inportant value in American culture,
and in fact, it is part of a larger network, web, whatever, of val ues
and different ideas of what nmkes for good fanilies, what makes for a
good society, what makes for good |ives.

I think we should put it that way and not start off by
just saying, let's start with -- you know, what we have to do is
rebut individual liberty in this case. Now, when we get to the
policy pieces and the ethical considerations that rightly ought to be
consi dered when one formul ates policy, then it may | ook nore |ike
t hat .

Then we start with, you know, individual liberty as a
very inportant thing. It has a kind of privacy in the sphere of

policy that does not have per se in the larger sphere of discussions
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about ethics.

DR. SHAPI RO. Thank you. Trish

PROF. BACKLAR: Yes. Diane, thank you for bringing this
up. In fact, | think that one should take a sentence that Courtney
Canmpbell wote that might start the whol e ethics discussion, which
was "Human cloning will inevitably involve non-therapeutic research
on the unborn wi thout valid consent.”™ And that | do think this has
to be a centerpiece of our ethics report.

I wished, in a way, that we had tal ked about this in the
same way that when | sit on ny ethics committee at Oregon State
Hospital, we talk about a situation going through all the issues of
consent and confidentiality, and then we would be able to bring in
the issue of who is the parent.

Lori Andrews, | thought, wrote about this very
effectively in her paper, and there is nuch that we could draw from
that on the issues of the provenance of consent and who are the
parents are. And it is a very different way of approaching those and
yet bringing in sone of the same issues that we discussed at our
nmeeti ng.

The other thing | did want to say is that -- | think Jim
may have suggested this or Harold -- that we nmay need nore tinme to
wite this section of the report, and it is a kind of Belnont Report
on cl oning.

And that we also might take a clue from Al Johnson said
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this week on a (?) that I aminvolved with on bioethics in which he

tal ked about, when they wote the cloning report, the Bel nont Report

DR. : (Inaudible) -- the cloning report.

DR. SHAPIRO. No, that is right.

PROF. BACKLAR: That they tried to use |anguage which was
easily accessi bl e and understood by everybody, and | think that is
very inportant.

DR. SHAPIRO Can | just ask a question about the issue
that has cone up here now, which is -- | think it is described as
research ethics and how this deals with this issues.

Here is what has been suggested. That we point out that
if one were ever to enter this area, there would be a whole series of

i ssues to consider, nanely, consent and whatever else, the

traditional -- maybe other non-
traditional ones. |Is that the point? | just want to nake sure
understand. | am aski ng.

PROF. BACKLAR:  Yes.

DR. SHAPI RO Okay. Thank you. | just wanted to
under st and.

DR. LG If | can ask another clarification? | think
there are clearly problenms with obtaining consent fromthe sort of
parents and -- (inaudible) -- are you suggesting cloning of humans

per se would be unethical, because you could never get consent from
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the child who was born as clone?

PROF. CHARO. Bernie, will you speak in the mic. | can't
hear you.

DR. SHAPI RO  You have to al nost speak directly into the
nm crophone.

DR. LO. VWhen you raise the question of consent, | think
there are clear issues with obtaining consent fromthe parents who
donate the genetic material, the surrogate nother, and the oocyte
donor, and perhaps even genetic parents of the person to be cloned.

Did | hear a suggestion that there should have been
consent fromthe child who was to born by the baby-nmaking cl oning,
and since you can't do that, it is unethical per se? Because that is
an argunent that has been raised in the discussion, and is that
something that we feel is a neritorious argunment?

DR. MJRRAY: | just want to point out that that sentence
that you read from Courtney, that that would apply to all nove
reproductive technol ogi es and, you know, probably would be
assimlated within the way we generally think about so-called
clinical research, research designed to provide a benefit to a child,
where we regard the consent of the well-intended adult ---

PROF. CAPRON. Well, now !l really think it is an exanple
of the kind of issue we can either brush aside or go into. There is
a fundanental question. It is an ontol ogical question. Are you

provi di ng therapy when you create a child who does not now exist and

95



96
doesn't have any problens to therapize?

| mean, yes, if you have a fetus in utero, and M chael
Harrison at UC-SF wants to do some novel pre-birth technique on that
to fix polycystic kidney disease or sonmething, you are allow ng the
parents to say -- this child can't consent -- it is not even a child
yet. It is a fetus. But we are going to allow the parents to
consent to do therapy.

This is an oocyte sitting here, and a nucleus sitting
over here. It is not a child yet. |If you create it, and in the
process expose it to risk without its consent, it is hard to say that
that is therapy.

DR. MJRRAY: It is no therapy. It is a procedure to
benefit what will be a child. Now, | amnot trying to skip over the
conplexities. There are conplexities.

PROF. CAPRON:. There are conplexities. | amjust sort of
poi nting out they apply equally to ---

DR. ;IR

PROF. CAPRON:. They apply equally to IVF. This is a new
techni que, and therefore, with IVF, you would now said that is not a
research technique. The phrase from Courtney's thing was non-
therapeutic research without consent. It is an issue that has to be
at | east acknowl edged if we can't resolve it.

DR. SHAPIRO Jim and Steve

DR. CHI LDRESS: I think some of this has becone a | ot
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clearer for me in the discussion, something | was pushing toward, but
hadn't fully grasped.

Bernie said, we will nake an ethics of policy -- dea
with that in the second section, and Tom said when we get to policy.
See, ny question is: \Wat question should control our discussion?
VWhat were we set up to do? It seens to me what we are
set up to do is to basically deal with the ethics of policy. And so
the di scussion of individual acts of cloning and so forth should be

subordinate to that.

So when | am asking a question -- and why | was concer ned
about Bernie raising it -- are you in favor of cloning or opposed to
cloning, no, I think fromthe policy standpoint, the question is

whet her we are in favor of allow ng or prohibiting cloning?

VS. : Right.

DR. CHI LDRESS: Now, see, if you take that as the centra
i ssue, then you bring in all the other discussion as subordinate to
that. So I wouldn't think about the ethics of policy as the second
section, or with Tom when we get to the policy questions.

I would see that as the central issue. | amsorry Alta
is not here. | would see that as the controlling question for our
whol e report. So that would then put the discussion of the other
issues in relation to that, and | think that -- | think we really
have to think very carefully about this, as to what our task is, what

our mandate is.
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If we go the direction |I am proposi ng now, the issues
about research ethics will become much clearer. They will play a
much nore central role in what we do, because we are trying to
address the issue in a different way than sinply | ooking at
i ndi vi dual acts of cloning and thinking, well, is this right or
wrong? What are the particular cases and so forth?

Is this neutral or non-neutral? No, it is not neutral
We are working within a particular social context, a libera
denocracy, where whatever you think about reproductive liberty, to
ban something requires a certain kind of justification

Now, you can tal k about that as presunption, burden of
proof, whatever. |If you are going to ban sonething, then that
requires certain burden of proof. Now how you characterize what you
are banning, whether it is reproduction -- it is going to play a
maj or role in that.

But it seems to ne that when we think in those terns that
we have a kind of direction for the report that would probably tie
the parts together in a different way than if we are thinking about
sections, science, ethics, religion, etc.

So that is a fairly perhaps radical proposal. But | hope
we will take it seriously.

PROF. CAPRON: Could you entertain a direct response to
this, please?

DR. SHAPI RO  Sure.
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PROF. CAPRON: Jim | agree with your approach, but it

doesn't seemto ne that that is a distinction between cases and

policy.

DR. CHILDRESS: No. | am-- it would effectually handle
the cases, though. That is all I amraising. Not that we don't use
the cases.

PROF. CAPRON: Right ---

DR. CHI LDRESS: The best way to handl e them

PROF. CAPRON: -- the ethics of allowing is discussing
the reasons that would be relevant to society taking a stand on cases
or on policy.

DR. CHI LDRESS: Right. But it puts the cases in a very
different way than sinply starting with them argunments in favor of
cloning or against cloning.

PROF. CAPRON: Right. But you can have argunents in
favor of cloning on cases or as a policy.

DR. CHI LDRESS: That is what | am saying, but you treat
themin a different way when you put themin this context.

DR. SHAPI RO  Tom

DR. MJRRAY: | amnot sure | understand. | amresponding
to Jims proposal. | amnot sure | understand it fully. Because on
nmy current understanding, | think | disagree with Jim and | rarely

disagree with Jim So maybe | m sunderstand him or maybe | disagree

with him W wll find out, | suppose.
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I think it is possible to construct the ethics, even the
ethics portion, the ethics discussion, or the report in a termthat
woul d say, look, in the end, what we want to find out is: |Is there
strong enough reasons to not permt cloning for the making of babies
right now? That is the focus on that.

DR. LO As a practice.

DR. MJRRAY: As a practice. And you have research ethics
guestions or issues. You would have issues about different ideas
about significance of fanmly, etc. That would be okay with ne to do
it that way.

What | don't want to do is a sort of franework that
Berni e was proposing and say, look, let's start off by saying the
real policy question is what can we -- we have got to start with
i ndi vidual |iberty and everything else can we rebut, and we rebut
i ndi vidual |iberty.

I don't think that would be the way to go, because
think it would fail to capture what nost -- what is sort of deep --
what nost people feel nost deeply about baby-meking. | think we need
-- in the report, we need to be able to state as clearly as we can
or capture as well as we can, what | think are sone of the deep noral
reservations people have about cloning.

So long as we can do that, | am |l ess concerned about
just, you know, what cones first. But | want to be sure that is in

the report.
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DR. SHAPIRO. Steve, | have your name down here. It is

at the end of a long -- not the end of -- but part of a long list.
Trish, | have your name as well. Has times passed you by or do you
have ---

MR. HOLTZMAN: Just a thought, and it sort of tacks onto,
I think, Zeke and Toms. | personally find it useful not to think
about argunments for and agai nst somet hing, because there is no
argunment s about facts here, which goes to your point about no
i ndependent criteria.

| view the Kasses of the world and the Robertsons of the
world and the nmoralists in general, if you will, as giving us
invitations to think about a social practice in a different kind of
light, to entertain themunder different kinds of descriptions, and
ask ourselves what are the consequences of thinking about that way
and not only thinking about that way, but acting in certain ways?

And that |eads naturally to asking questions about what
about when a society enbraces it in its social practices with such an
under st andi ng?

So | can't help but wondering from an educationa
perspective, instead of a framework of arguments for and agai nst, one
rat her took on the perspective of we have been asked to think about
cloning as just another species of reproduction. W have been asked
to think about cloning as replication and, therefore, fundamentally

different.
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What does it mean to conceive of it in those ways? And
what woul d be the practices that would be enbodi ed? And what woul d
be the consequences potentially of those practices?

DR. SHAPIRO. Okay. Trish, then Larry.

PROF. BACKLAR: Well, | amjust concerned that we keep
tal king only about the liberty issue, because | think there is
anot her way of | ooking at this, and that is, in terns of the justice
issue in future generations and howthis will affect future
generations. It was just another point of viewthat | wanted us to
take in considering the ethical issues.

DR. SHAPI RO. Larry, then Rhetaugh

DR. MIKE: | just wanted to rem nd people that in terns
of our specific charge, our decision is going to be made on the
certainty of the science and not on the ethics here.

To me, this discussion is a perfect reflection of what is
going on in society, because even anong the ethicists, we are not
cl ear about to present the argument and which way to go, one way or
t he ot her.

But | think that is a valuable lesson, and | think it is
something | think we should state clearly in our report.

DR. SHAPI RO  Rhetaugh and then Davi d.

DR. DUMAS: | think Jimreally stinmulated sone thoughts
for me about the overarching focus of our report and whether it

shoul d be on issues related to cloning or issues related to allow ng
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or not allowing cloning at this tine.

It seems to me that in the area of ethics, the question
that comes to ny mind is whether the critical question has to do with
et hi cal considerations as determ nants of policy decisions rather
than ethical considerations in relation to cases specific to cloning,
if that makes any sense?

I think that it is worthwhile to give sone attention to
these conpeting areas of focus, because we get into ideas about the
val ue, the pros and cons of cloning, which, to me, seens now to be
secondary to the pros and cons of meking a decision at this tine as
to whether or not cloning should go forward.

DR. SHAPI RG: Davi d.

DR. COX: That is exactly what | would like to continue
on. | conmpletely agree with what Rhetaugh just said. | think Jim
has really hel ped focus this for ne.

DR. DUMAS: It hel ped ne.

DR. COX: And we have listened to the discussion, okay,
of the ethical and phil osophical points, okay, which to me, okay,
illustrates how this needs to go on for quite sonme tine.

DR. DUMAS:. Yes.

DR. COX: | find it extrenely interesting, extrenely
t hought - provoki ng, but, okay, | don't really see that by having that
di scussion, it is going to decide for me, okay, whether, okay, we

shoul d have cloning or not. Right? It contributes to it, okay, but
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it is not the main focus. | would really like to see us discuss that
i ssue and have that be the main focus.

DR. SHAPIRO Well, let me nake just a couple of
suggestions. | think we are going to break. W have been sitting
here for quite a while.

This discussion will naturally cone up again, at |east
many i ssues of this discussion will cone up again, as we begin
di scussing the, so to speak, |law and policy area.

| do want to state, or restate, the obvious. That
dividing these areas was just a way of getting sone material before
us. It is not a statenment that these are separate, and we finally
get the report -- that they are not going to relate to each other and
so on and so forth.

So we ought not to worry a |l ot about the fact that we
happen to use these tenporary buckets to nmobilize ourselves.

Cbvi ously, these are going to interact in an organic way, or they had
better interact in an organic way.

DR. CAPRON: Can you define finally?

DR. SHAPIRO So that will certainly happen. Maybe
could ask Jimone question. | amtrying to think carefully, Jim
about the distinction you nake between what | understand is the
di fference between the odd act and the social practice of it. | can
certainly understand that, and they suggest different inmages.

But it is hard for ne to conpletely separate those two.
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It is hard for me to understand just what noral/ethical argunents
woul d apply that would totally treat these as independent kind of
approaches. But maybe you can help me with that. | am not sure that
I fully understood the point you were making.

DR. CHI LDRESS: The act/practice point?

DR. SHAPI ROC:  Yeah.

DR. CHI LDRESS: Well, sonme of the discussion, and this
came up in the ethics bucket as well, and we had Professor Faden
there, and | thought her contributions were very inportant.

But one of the arguments sonetines of fered agai nst human
cloning is justification, and another is conodification. Well, it
seens to ne, conodification beconmes an issue, and | think her
coments suggested this, only when you are at the practice |evel
You are really tal king about a social practice.

Obj ectification, however, nmay well be present in both,
and that would just be one way in which |I think one would just need
to attend to what cones up where

And | didn't want to push it too far, and Alex is right
to press ne on the case issue. | amnot sure | was sufficiently
clear on that. It was really -- and probably nuddi ed the waters by
even bringing it in at that point.

DR. SHAPI RO Thank you. W could go on a long tine, but
I think it is tinme for a break. Let's take a break for about 20

m nutes, certainly, no nore than a half an hour, and reassenble -- we
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will start |ooking at the legal/policy issues. But | amsure we are
going to get back to the issues that are still on your mind. Thank
you.

(Whereupon, at 10:28 a.m, a brief recess was taken.)

DR. SHAPIRO. Okay. |If we could call the neeting to
order, please.

Just a snmall issue regarding sone of the draft materials
that are being distributed. |If you recall, back to the outline of
the report we distributed sonmetime ago, the report will include an
executive summary. Indeed, the executive sumary will be right up
front in the report. That is not the intention of the
introduction. If you | ook over the outline, you will see that. The
executive summary, obviously, is going to have quite a different
flavor than that, whatever happens with the existing introduction

Finally, | want to, before we begin our discussion, | do
want to remind the Conm ssion that at 1:15 today we have our public
conments section.

That means that whenever we break, we really have to be
sure to be back here for 1:15 not to inconveni ence those who want to
speak to us, and it is inportant that as many menmbers of the
Conmi ssion be here for that as schedules allow. So that will be at
1: 15 today.

That means we are going to break in no nore than an hour

fromnow so that we have -- | suppose we are in an area of the world
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where you can get lunch in an hour. | don't know, but | am hoping
that is the case, and so we will try to be back at 1:15.

Cbvi ously, our discussions today, as, of course, the
report, as it evolves, have a good deal of overlap in these various
kind of artificial sections we have devel oped for purposes of
nmobi | i zing our efforts. Certainly, a lot of the issues that were
di scussed this nmorning already deal with |egal/policy issues and so
on.

I am sure, as we discuss these issues, where Alta and
Al ex have been providing us the |eadership, we will go back -- find
oursel ves back into sonme of the ethical and other issues as well
So, Alex, Alta, | don't know which one of you wants to begin this.

LEGAL AND POLI CY | SSUES

PROF. CHARO Oh, well. Thank you. W have distributed
around here an outline that Alex wote up for us of one approach that
we could consider. It is titled, "Baby-Mking Draft, May 1, 1997."

DR. SHAPIRO. Just to be formal and sober about it.

PROF. CHARO. You will notice, first of all, it does
continue the distinction we are maki ng between uses of cloning that
aimto initiate pregnancies and uses of cloning that do not. It
starts with the ones that are contenplated with regard to
pregnanci es.

So it puts out on the table the follow ng proposition

that m ght well have gai ned enough support now that there is a
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consensus with sone neat on how you would inplenment it.

The proposition is that it would be wong to pernit for
the indefinite future any attenpt to transfer to the uterus an enbryo
created from human oocyte and the nucleus of a somatic cell of an
exi sting human being.

The reasons for this are the ones that the people who
were discussing ethics this nmorning have outlined. They have been
briefly summari zed here on three lines: safety; deep concerns, which
I think is everything except for physical safety; as well as the need
for nore time for public education and di scussion

And then puts forth the followi ng series of steps that
could be taken to inmplenment this particular policy recomendation
assumng that this is what we want to adopt.

First, that we recommend a continuation of the noratorium
announced by the President on March 4, that is, that no federa
fundi ng woul d be used to use cloning to nake babi es.

Second, to ensure that any research going on anywhere in
the United States, or subject to U S. jurisdiction, any research
going on, that involves the transfer of a cloned enbryo to a uterus
woul d be subject to human subjects protections, as outlined in the
Code of Federal Regul ations.

That nmeans I RB review and because it would invol ve
pregnancy, and therefore, fetuses, would invoke the special

provisions, if this were HHS funded -- we would like to see that
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t hese provisions be invoked nore generally -- that require mnim
risk only.

To call, however -- even given that that would exist --
to call, nonetheless, for a voluntary noratoriumon this practice

t hroughout the United States, to be inplenented by the rel evant
societies of both researchers and clinicians, in other words, to
cover the waterfront of all the people who m ght be involved in using
t he technol ogy, whether it is pure scientist, scientist/
clinician, or regular old doc.

And we have strong indication fromthe reports that cane
back to Carol that there would be conpliance with this.

And then, subsequently, down the road, if it appears that
a voluntary moratoriumis ineffective, that considering be given to
carefully drafted | egislative prohibitions.

And if there were to becone necessary, to go down a
| egi slative route, and | should point out to you that some of the
states will pre-empt this by going ahead and passing sone state
I egislation on this -- that is their purview ---

But thinking now at the federal level, as well as
gui dance for the states, that if that |egislation ever were to be
drafted, that it ought to include sonme sort of sunset provision that
all ow for re-examnation of the issue as both information about the
safety and as di scussion about the ethics of it continues over time

and experience with it continues over tinme.
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And that that legislation should include -- if it doesn't
i nclude a sunset provision, some kind of ongoing review by an
appropriate body. So you would want sunset provisions or a body to
do review, or both.

And, finally, that -- this is not on the paper. This was
added. If, under any circunmstances, there ever was to be clinica
application of this permtted, that we need to enphasize the existing
protections in the context of research regul ation, which should be
extended to all persons, as well as in the rules of clinical nedica
et hics.

And this goes back to what Di ane was saying earlier today
about informed consent, etc. that are part of a |arger set of
protecti ons we have for people in these settings.

But al so to enphasize the gaps that exist now concerning
things |ike the ownership and control of human tissues, over the
definition of Kkinship relationships, gaps are problematic if this
ever were to become a practice and need to be identified here.

So that, in a sense, this is a proposal for a nmulti-
staged kind of moratoriumthat takes advantage, as fully as possible,
of all the existing protections we now have; extends them wherever
possible; calls on voluntary conpliance fromthe scientific and
medi cal communities; and contenplates over time, with nore experience
with both the noratorium and the technol ogy, the possibility of

| egislative interventions that are carefully drafted.
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It then, on the issue on research that is not leading to
pregnancy, proposes that we describe the benefits that have been
identified fromworking with this technol ogy, both in human and non-
humans, at the level of cells and enbryos; describe the current
constraints because of federal funding constraints, state | aw
constraints on the actual practice of research that involves enbryos;
try to observe and identify as nuch as possible the research of val ue
that will be allowed to go on with public funding that does not use
human tissue; and therefore, |eave the audience with a clear
under st andi ng of exactly what is or is not at stake in the renaining
areas of research that can't be done. But it is linmted to this
descriptive function. That is it.

DI SCUSSI ON

DR. SHAPI RO. Thank you very nuch. Oops, a few hands
Bernie and then ---

DR. LO  Zeke actually was first.

DR. EMANUEL: | just want a point of clarification, if
you don't mind. | amtrying to figure out, if anyone were to go to
do baby-maki ng, they would have to be a clinician

PROF. CHARO Right.

DR. EMANUEL: Right? And their nedical |icense would be
at stake, it seenms to ne. One of the enforcements you could have on
the private sphere ---

PROF. CHARO. Right.
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DR. EMANUEL: -- is that we could say, this would violate
medi cal practices and standards, and their |icense should be
automatically pulled. Now, that doesn't require state lawin terms
of I egislation.

PROF. CHARO Right.

DR. EMANUEL: -- additional legislation, and yet it is
not exactly voluntary. It seems to ne if there could be a sort of
very inportant middle ground that | would like to see.

PROF. CHARO  Yeah. The role of the professiona
societies is very inmportant here, and | think the clear statenent by
the AMA that we got back was very instructive.

Because the AMA continues to stick to the position that
it is medically inappropriate to do this. That exercises strong
di scipline, both on the state bodies that interpret their own rules
as to what constitutes inappropriate nmedical practice, as well as on
private enforcenent through litigation, as well as on just the
exhortatory function of what doctors will do.

In a sense, it is still "voluntary," because it is up to
the AMA to nake that position known, which is why we are saying it
this way.

The problemw th going down this kind of nulti-stage
moratoriumroute is that we don't get the cooperation we are

expecting, it won't work. But that is why the legislative stuff is

put on at the end as a back-up if the collaborative approach with the
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prof essional societies is not enough

DR. EMANUEL: | guess ny question to you, Alta, is:

Can't we go a little further than saying, we are relying on the AMA
to say, in our judgrment at this point, right, this would be grounds
enough? We don't obviously have authority except that the medica
boards in various states would be able to appeal to us as the
justification for that action

PROF. CAPRON: Well, yes and no. To respond as the other
co-chair. It seened to me we were tal king about sonething where you
are correct to say voluntary sinmply meant non-1legislative nmoratorium

It could be understood to nean each individual would restrain
herself, himself, fromgoing forward. It nmeant nore than that.

It meant through the force of existing mal practice |aws,
licensure laws, and so forth. W can say that we believe that those
shoul d be used in this way. We have no authority to force themto
be used, and frankly, the licensure |aws on that kind of issue,
don't believe, are an enormously effective nechanism W certainly
haven't seen that exercised in related areas, it seenms to be, very
ef fectively.

DR. EMANUEL: -- | amsorry ---

DR. CAPRON: | don't want to name nanes, but there are
a |l ot of people who have been involved in some very unsavory
behavior, and as far as | know, the state has not yanked their

medi cal |icense.
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DR. EMANUEL: Well, let ne just observe two things. One
is it does seemto nme valuable to distinguish the voluntary fromthe
regul atory fromthe | egislative.

PROF. CAPRON: Yeah.

DR. EMANUEL: Which we don't do here.

PROF. CAPRON: Yes, | agree with you.

DR. EMANUEL: Second ---

PROF. CAPRON: | just wote it down here.

DR. EMANUEL: There is a recent case in California, |
t hi nk, where two guys just did a |iposuction of 20 pounds.

PROF. CHARO. What is their name?

(Laughter.)

DR. EMANUEL: The | ady died.

PROF. CHARO. Details, details.

(Laughter.)

PROF. CHARO. But she died thin.

DR. EMANUEL: And their license is being pulled. This is
California.

DR. SHAPIRO. Al right. Now that we have ---

PROF. CAPRON: A homicide doesn't upset ne.

(Laughter.)

PROF. CHARO. They are still licensed in Wsconsin.

DR. SHAPIRO. Let me go to Bernie and then Bette.

DR. LO That is the last time | cede ny place in |ine.
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I want to make a comrent and then a question. M conment follows up
on Zeke's point, and | also would like to encourage us, under this
sort of voluntary non-legislative list, to, fairly high up, encourage
the state |icensing boards to adapt as their own guidelines the rule
that if you violate this voluntary noratorium that would be grounds
for professional discipline.

I think that is really inportant. Although | agree with
Alex -- the licensing boards are weak, and they do funny things -- a
lot is at stake. It is a lot easier if they adopted proactively as a
war ni ng than have sonmeone do it, and then soneone raise the
conpl aint, and then you have expert w tnesses, and what the standard
of careis. It is a mess.

But | think my real concern is that |I don't trust people
who are in a position to attenpt to cl one soneone.

I think the history of reproductive innovations is that
the people are very eager to try innovative things at a point when a
ot of sort of scientists don't think the procedure is ripe. There
are financial pressures, prestige pressures, to do so.

There are sone really unsavory exanpl es of ART physicians

doi ng things that they thought was no problem and everyone el se

t hought it was grossly immoral. And there wasn't any hook to get
them on. So that people | ooked around and said, well, what can we
do?

You couldn't do anything, because, you know, it wasn't a
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crime, but it wasn't even unprofessional conduct to take some wonan's
oocytes and give them away to soneone el se without her consent or
know edge.

So | think that with that background, | would |ike to put
what ever we can, knowing that it may not be very effective

| actually really wanted to ask a question, which was --
I, unfortunately, couldn't attend your discussion last night -- |
think this was a very conpelling and clear position, which
personal ly agree with ---

PROF. CAPRON: This isn't a position. This is the
chapter. This is the whole ---

(Laughter.)

DR. LO But | was wondering -- someone earlier on
al luded to the discussion, and | amsure it was a very rich and kind
of thoughtful discussion. Could you give us a flavor or it and
particularly -- | think Harold said that for a while, people were
tal ki ng past each other, because they were using terns in very
di fferent ways. Could you kind of give us a sense of that for those
of us who weren't there?

DR. SHAPIRO. Well, just before Alta answers, | would say
that the nost heated di scussion |last night occurred over the order in
which the food arrived, for those of us who were eating dinner

(Laughter.)

PROF. CAPRON: And we plan to put that in the fina
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report.

DR. SHAPIRO  That is right.

PROF. CHARO By the way, Trish, | have to tell you that
I went ahead and ordered sonething el se when | got back to my room
and the bread cane right away. It was probably Trish's bread from
back then.

DR. SHAPIRO And just to report on one of the issues
and then | let Alta and Alex -- the broader issue. On the particular
issue | was referring to had to do with what | think of as cellular
cloning and not the sane thing as dealing with enbryos, dealing with
cell lines that are created from whatever, and it was inportant that
we not talk about it in those terms and we use enbryo when we mean
enbryo.

PROF. CAPRON: A m sunderstanding. W thought he was
tal ki ng about cellul ar phoning.

PROF. CHARO Bernie, | amgoing to start by giving a
sumuary of two areas of discussion that took a while for people to
clarify. Alex, | amsure, will remenber sone others clearly that |
have | ost.

One had to do with whether to go for broke and start with
a legislative response and what the advantages and di sadvant ages are
of a legislative response as opposed to this nulti-stage response
that takes into account existing protections.

And | egi sl ative responses, in some ways, would be better
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because they send a stronger message. They are clearer. 1In a single
swoop, you can take care of a fair nunber of problens.

On the other hand, they suffer fromthe foll ow ng
di sadvantages: First, if you are of the opinion that it is possible
to imgine a time in the future when it would be appropriate to
revisit this noratorium | egislative bans are nmuch nore difficult to
overturn until you have got a substantially -- a pretty strong
i nterest group | obbying for it.

And the option of using a legislative sunset provision to
ensure such an opportunity in the future is a good nechani sm except
that it is not likely to survive the legislative process upon the
initial enactnent of the |egislative ban

So if you are strongly of the opinion that you want to be
able to revisit this, then legislation runs a risk you will never be
allowed to revisit it.

The other thing that, personally, but | don't think this
was wi dely shared, but I will tell you anyway, that | think of a
di sadvantage to legislation is that it invites a judicial, a court-
based, challenge, com ng out of the area of Constitutional |aw, which
Alex and | and a nunmber of |aw professors that | have tal ked to, and
| gather he as well, and Lori Andrews, all have as our best guess is
a chall enge that probably woul dn't survive.

That is, that the I egislation would probably be upheld,

but it is a challenge that would be a hassle factor. It is a
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di straction. On occasion, injunctions are issued to prevent the
i mpl enmentation of a legislative enactnment, pending resol ution
dependi ng on how strong the harmis that is alleged. You can't
forward, etc
So sinply the fact that you can challenge it raises sone

questions, and ironically, a moratorium because it is not

| egislative, is nore resistant to challenge. It is a real irony, in
some ways. If it isn't broken, it can be actually far nmore -- far
stronger.

On the other hand, the bottomline is that with
| egi sl ation, you have a much stronger deterrent effect against single
acts. Because with a noratorium there are few penalties for
breaki ng the noratoriumthat have strong, strong teeth that will help
you to be sure that not a single person will break it.

Now, we have got a very good history of noratoria in the
research community. Not such a clear history one way or the other in
the clinical comunity and sone concerns in the IVF comunity,
al t hough that experience is driven by a |arge body of people who
want ed those technol ogi es, a body of people that haven't yet emerged
in this context. So we don't know what the pressures would be for a
clinician to go forward.

But, you know, with |egislation, you can have strong
penal ti es, although that won't necessarily do it. You know, you have

a death penalty for nurder, people will still rmurder. But you can
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have the strongest possible deterrent.

So this was this discussion of a |egislative approach as
the first bite versus as the back-up. Maybe | should stop there, you
know, because the second one had to do with the relative enphasis on
baby- maki ng and non-baby- maki ng applications. Mybe |I should stop
t here, though.

DR. SHAPI RO Okay. Let ne just say something. Then
want to turn to Bette and then Al ex.

Just to conplete what Alta was saying, it is also true
that drafting appropriate legislation is a serious challenge in the
time we have avail abl e.

PROF. CHARO  Thank you

DR. SHAPIRO As a drafter -- | have never drafted
I egislation -- but | think that is also an issue that was in the mx
of the discussion, just to give you a flavor of that. Bette.

M5. KRAMER: Well, | canme in late [ast night, and
m ssed this discussion. So mne was a question, and that is, was
there a di scussion about including a sunset provision and/or an
ongoi ng revi ew by an appropriate body within a noratoriun? O is
that technically not feasible?

PROF. CHARO As a matter of fact, you remind ne that
there was, and | may turn it over to Alex here, because he was very
much a part of that session

PROF. CAPRON: Dr. Freud was at work here. Alta was not
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very enchanted by the notion of some review body.

PROF. CHARO And | conpleted forgot we tal ked about it.

(Laughter.)

PROF. CAPRON: There is a paragraph she didn't read in
this outline, but it is mssing on her copy, | think. And on that
point, the thought was that, again, in the limted tinme we have, we
are not in the position to really design a review body, but we can
talk -- let ne talk about the review body for a second, and then we
can go back to the sunset.

We coul d, however, as this paragraph says, tal ks about
what the goals of such a process would be, and one thing that was
brought out, which I thought had a good deal of support -- | know
Harol d resonated to this, and | think Larry may have as well -- was
all this educational issue that Diane and Eric and others have been
pushi ng.

That is going to require sone inpetus. That if you have
a body that has concern in this area besides sitting passively back
and waiting for developnments that are worth reviewing, it could be a
generative, proactive group. So that was linked in there.

And that we could describe different kinds of groups that could fill
that function.

And Harold said, well, NBAC might be able to do this,
particularly if the amount of materials necessary to review are, for

the foreseeable future, quite slight. O course, our charter does
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say that we can't get into case review of individual applications,
but we could talk about different alternatives there and then sort of
put that out to the policymkers to say, here are things that you
m ght choose anong.

On the sunset side, the major difficulty, and | think
Larry had raised the sunset idea, the major difficulty that we al
tal ked about is there are certain ways of phrasing a sunset that aim
toward describing the conditions precedent before changi ng things,
and Rhet augh suggested that as an alternative.

The idea of a sunset with a certain nunber of years kind
of arbitrarily says, we don't think that this issue will be ripe for
reconsi deration for five years or two years or ten years, when you
pi ck a nunber, and say, as Alta said, at that point, by having it
sunset, you force the process to look at this.

The question that | have is about our word noratorium
and | think we need to be clear that I think the word is being used -
- if you are tal king about confusion in terns -- in two different
ways.

One is to enphasis the notion that whatever it is we are
tal ki ng about only lasts for a period of time. W are not saying --
the prohibition on nurder is not a noratoriumon nurder. It is a
prohi bition on nurder, because we cannot understand circunstances
where it would becone justified to engage in what is called murder

There is war, but there is murder
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But in this case, there are sonme people who take that
view. That the ban ought to be a ban forever. There is no question

It is not a good thing to do. You should outlaw it, prohibit it.

There are others who say, well, right now, nostly the
safety issue, and then there are some other lingering things we
shoul d be tal king about. Maybe we will work those through once the
safety issue has conme up.

So that is the time aspect to the noratorium

The other is this notion that it isn't |egislative. That
is not clear at all. |If we are talking about federal funding, that
coul d be achi eved by an Executive Order

The President says, you can't spend federal nmoney on it,
or to be achieved by the kind of legislation that is in the
appropri ati ons | anguage, where you say, none of the noney for this
year shall be spent.

But if you are tal ki ng anything broader than that, you
are then tal ki ng about sone enforcenent nechanism For the noment,
the staging idea says, the initial enforcement probably ought to cone
out of the private system malpractice linitations, professiona
standards, professional licensure. Those are all things which are
not crimnal, but they are a strong i nmpetus.

But it might get to legislation on the state or federa
level. It could still be, at that point, a noratorium however, even

though it is legislated. So when Alta was saying, the advantage of a
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nor atori um over |egislative, those two are not -- those are not ---

PROF. CHARO. | was using the word differently. Yes.

DR. SHAPIRO Okay. Jim

DR. CHI LDRESS: | actually wanted to follow up
-- ny question, | think, though, builds nicely on what Al ex was
saying. There is a political context question, given the interest
that energed in Congress about sone prohibitive |egislation

Is what we consider a back-up possibility likely to
enmerge earlier, given concerns about the limtations or inadequacies
of noratoriun? | don't have an answer to that. And if it is the
case that there would be a lot of pressure to go that direction,
shoul d we say nore about what a prohibition ought to | ook |ike? Not
in any detail, but should we offer some kind of guidance?

PROF. CAPRON: | think that was where Harol d's coment
about cloning cells and cloning DNA and so forth cones in. That any
nmoratoria, any legislation of the type that was introduced, has got
to be exquisitely careful in describing what it is that is the
problem lest it squelch other things that are appropriate and don't
rai se the same ki nds of problem

We could tal k about the di sadvantages of |egislation that
doesn't have a sunset clause in it, but we would then be faced with
peopl e who would say, | amsorry, Alta, you know, the fact that
someone overturned this through | obbying doesn't bother me. Because

if there is ever a group that is affected enough to make this a rea
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problem they will come forward and persuade us to lift it.

I think there all we can do is probably describe that
that is an issue. That if you don't sunset it, you then require that
force to cone forward. That m ght not bother sone people, people who
are nore on the really ban-it side will say, fine.

DR. SHAPI RO Okay. Steve

MR. HOLTZMAN: A couple of points. | think it is
i nportant that we be very clear, as we have been stressing throughout
this, and | think it is a great idea, that if there is legislation
here are the key distinctions that need to be nade.

I think we ought to point out one of the benefits,
potentially, of federal legislation is the potential pre-enption of a
bunch of diverse state aws. Though that is an open question
whet her it would pre-enpt.

Clarity about noratoria. There is a difference between
federal -- in sone of the things | have read -- there is a big
di fference between nmoratoriumon federal funding versus the kind of
nmoratorium we are asking for, where we say, people don't do this per
se.

I have two questions about your second docunent, or the
second step of, "Ensure that any research involving transfer of
cloned enmbryos is subject to human subjects protection.”

First off, are we saying any procedure involving transfer

shoul d be subject? So, therefore, we are saying that the research
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versus clinical distinction is not an operative distinction here.

PROF. CHARO. This is very tough stuff.

MR. HOLTZMAN: Ckay. That is a question | think we need
to declare about. And the second is, and | don't know what the
answer is, what does it mean to ensure? How does one ensure?

PROF. CHARO Right.

MR. HOLTZMAN: Does that nean passing | egislation that
says that these things, which currently only apply to federally
funded or undertaken by federally funded institutes, now has to be
ext ended beyond?

PROF. CAPRON: Very good question

PROF. CHARO One thing that we can do that is consistent
with a developing thene in the Subcomittee on Human Subjects is to
recommend that there be legislation that extended human subjects
protections to all persons, not just those that are in the settings
that are currently covered.

That woul d mean that if anybody were to proceed in a
research setting to try to use this technology to initiate a
pregnancy, they would be covered by those regulations that currently
exist, to which the legislation would be referring. That still does
not cover the clinical context.

Can we also recommend that |egislation identify this
technol ogy as not only experinental, but demand that it always be

treated whenever it is done as a formof research? That is a
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trickier thing.

There is an attorney in New York working with their state
| egi sl ature on exactly that notion. That in New York State, this
woul d be defined as research and, therefore, would come under their
state research regs, and he is not yet sure that it is going to be
doabl e.

And there are, of course, reasons why sonetinmes you
woul dn't want to |legislate that something is research, because then
the realities can outstrip the legislation very rapidly. But it is
something to work with, to see if that is usable

Notice that this is all against, however, a backdrop of
expectation that none of this is going on. So these are background
protections. Should it happen despite the expectation that it won't,
here are the protections that would still be in place.

So that something that falls through the cracks of a
| egi slative prohibition, or a legislative noratorium or a voluntary
prohi bition, or a voluntary noratorium would, nonetheless, not fal
t hrough the cracks into a scenario of no controls, but at |east fal

into a scenario of some controls.

PROF. CAPRON: | amnot sure that is an answer, however
It says you recognize the problem but it doesn't yet say -- is
there a basis for saying, to ask of this area -- there are two

reasons we have a set of human subjects protection

One is the notion that a person is being used for the
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general good. You are participating in something in which the desire
to produce generalized know edge night override the norm
protections that adhere in a physician/patient relationship, and in
order to keep that from happening in a way that is bad, we set up
these protections.

The other is, we have these protections because the | eve
of risk in activities that are novel is much greater, and we need the
protections for that reason

The latter reason would certainly apply to something that
aclinician is saying, well, | amnot doing research. | amjust
doing a clinical innovation called, creating the first cloned baby.
But | am not doing research on that. | don't belong to a research
i nstitute.

But the latter would certainly apply as a reason. W can
tal k about that, and that is really, | suppose, where the New York
| awyer that you describe is trying to see, can you define it and put
all the enphasis on that. The problem of course, is that the
federal regulations define research in ternms of the production
of generalized know edge.

PROF. CHARO  Exactly. That is the stumbling block, and
so you would have to freshly and independently legislate on just this
point. And that is the stumbling block. So, really, it is an
i mpl enment ati on problem not a conceptual problem necessarily.

PROF. CAPRON: But the question is: Do you address
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cloning alone, or would this be a statenent that recognizing these
two channels, these two reasons that lead into the human subjects
protections, as a general matter, we want to regard human subjects
protections as applying to fornms of clinical innovation, even though
a person says, well, | don't have a control group, or | am not
pl anning to publish this. And | don't ---

PROF. CHARO And this is a big topic. It is a
particularly big topic in the surgical area, far greater in terms of
nunbers of people affected than by cloning, even if cloning got
popul ar, is the phenomenon of surgical innovation and its falling
t hrough these cracks of definitions of research

And so you have identified sonething that actually plays
into a huge area. | am being cautious in nmy responses, because not
having really thought through what people want to do in that area, |
don't want to say anything.

DR. SHAPIRO | think the -- | have Zeke and Larry want
to speak in a mnute -- but | think this issue of trying to figure
what kind of federal intervention is appropriate into nmedica
practice, which is what physicians and patients believe is going on,
is avery difficult issue. | don't knowif we can quite get our

hands around that in the tine we have. Zeke.

DR. EMANUEL: | just want to go to this issue of a
nmoratorium and a sunset provision. | nean, it seems to me that there
are generally two kinds of -- we can either have a time-limted
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noratorium or we can have a condition-limted noratorium

PROF. CHARO Right.

DR. EMANUEL: You don't address it here, and | guess it
is sonewhat hidden. But if you have a time-limted noratorium then
the sort of inpetus for a review body is less. [If you have a
condition-limted nmoratorium it has to -- | think the reason for a
body to review the conditions and whether they are met is very high

| personally find the justification for a time-limted
moratoriumquite weak. It is conpletely arbitrary. It is based upon
our prediction here in 1997, etc.

Therefore, | think -- and | think, simlarly, flow ng
fromthe ethics considerations, the condition-linmted noratorium
seens nmuch nore justifiable, which does push us, | would say, to the
i dea of thinking about a body, at |east suggesting sone bodies.

PROF. CAPRON: Could you state the conditions?

DR. EMANUEL: Well, | would think you would
need -- advancenent in animl research would be one of them

PROF. CAPRON: To what point?

DR. EMANUEL: Ah ---

PROF. CAPRON: | amnot trying to be difficult.

DR. EMANUEL: No, no, no, | understand. | understand.

PROF. CAPRON: \When you start tal king about those
conditions, you have to be able to state them

DR. EMANUEL: | am standing on one toe, but it does seem
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to me that when it is -- you know, we are going to use some wease
words -- reliable to grow up, where we are sure that they have norma
| ongevity and not a premature death.

I don't know what else. That the, | guess, the feta
wast age, the nunber of ones, because of the increased problens from
mani pul ati on, would be sufficiently low to other procedures. Wit
one second.

But there also seems to me to be a second, besides just
the scientific advancement, a sort of noral condition. | nean, what
we have been tal king about in the ethics group is the sort of
del i berative process that we are encouragi ng, because the argunents
aren't conmpletely resolved.

It seens to me that part of the condition has to be that
we think there is some, you know -- closure nmight be a little strong
-- but we are devel oping or seeing sone consensus.

The argunents have been devel oped. People are either
strongly for objectivication or strongly against objectivication. It
doesn't have that much weight. That seenms to ne also to be inportant
for these considerati ons about the conditions that we mght put on
it.

And let ne just tag on this one footnote to that. If we
do believe in this deliberative process, | think we would have to --
while | conpletely agree with everything Eric has said about

education -- it seens to ne deliberation involves nore than education
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and maybe woul d require us to spur or to suggest that the governnent
or this body or whatever actually do sone -- encourage, maybe even
financially, people to think about this in a process. | nean
it is not just going to happen again out there. People actually have
to focus their attention. It seens to ne we might go beyond just the
normal request for education, but tal k about, you know, maybe ELSI
shoul d put aside some nobney, or whatever nechani sns.

PROF. CAPRON: Even if you had a sunset provision, the

notion was that the legislature is going to have to return to -- or
the NIH directorate -- or sonmebody is going to have to return to this
i ssue, you could still have a reason for a body to be doing sone

ongoi ng thinking, deliberation, education, about this.

Because the notion would be that the usual |egislative
process deals with these kinds of issues extraordinarily badly.
Because they are long-term and they require a thought process that
doesn't fit with legislative comittees.

And i f you have that ongoing, then when the |egislature
sees the clock ticking and says, we are going to have to make a
decision again in six nonths, that is when the body cones forward and
begins to educate them and the world again. Here is what has
happened in the thinking on the safety side, on the ethics side, on
the public consensus side, and so forth.

DR. SHAPIRO. | agree with you, Alex. In both cases, it

is desirable to have an independent body, but in the condition-
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limted one, it is alnost necessary.

PROF. CAPRON: Well, you have to have sonebody to make
the judgnent of have the conditions been fulfilled.

DR. SHAPIRO. Larry.

DR. MIKE: | don't make a distinction between a
condition- and a time-limted noratorium Clearly, if you are going
to have a time-linmted noratorium you cannot do anything until the
time expires, and then you have a flurry of activities.

So one nust have -- the purpose of a time-linmted
noratoriumis to force the rel ook and not an automatic extension. So
that all of those conditions are being discussed in the neantine. So
it is a merger of both. But that was just in reaction to what you
wer e saying

But | want to comment in terms of what specifically we
are recomrendi ng and also to respond a bit to Jim Childress's concern
about |osing control of legislation or putting it first.

I don't think we necessarily have to say which we prefer

That we prefer a gradualism approach, or we prefer a radica
| egi sl ati ve approach. W can |lay that out. Whatever we recomend,
we are not going to control what happens to what we recommend.

I know there was sone discussion in the past, | guess,
| ast night, about we don't want to go into -- and it was Alta,
think -- we don't want to get into a legislative moratoriumwith a

sunset cl ause, because they will have a legislative moratoriumwth
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no sunset cl ause.

Vel |, whatever we recommend is thrown out, and then it
hits the real world and not our little circunscribed world over here.

So | think, for ny preference, would be to say, here is the range of
activities. |f someone out there decides -- | mean, if the end
decision is that | amgoing to leap toward the end, that is sonething
out of our control.

But what we can say is that if you |l eap toward the end,
here are the kinds of things that you have got to worry about, and
that is, | think, what we should be doing.

DR. SHAPI RO.  Yes?

PROF. CHARO May | just -- | would just like to
interject a question in this. |If we did not, as a body, strongly
recomend that there be some kind of sunsetting, if we were
confortable, as a body, with the idea of an indefinite prohibition
you coul d have a rmuch sinpler approach here, which is a sinple
recommendation for legislation that clearly prohibits this, period,
end of story.

Here are the things the legislation has to do. It has to
be very carefully drafted to make these distinctions, and it has to
be done with enough attention to findings that you can hope to
wi thstand a chal | enge Constitutionally.

I don't know. Maybe there is enough support around the

table for that. There has been an assunption here that a sunset
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provision is required if people want to be able to revisit the issue.
But | just want to doubl e-check

MS. FLYNN: Could | just speak to that one? | am gl ad
you raised that, because | have been sitting here wondering why we
don't do that. But then | believe that the |egislative process is
qui te dynanmi c.

That there is huge set of growing interests that will be
very much focused on these issues and that there, you know, there is
no need to build into this potential legislative effort a sunset
provi si on.

There are no end of ways in which pieces of |egislation
both state and federal, get rel ooked at on a regular basis. This
will be a high-profile, very actively engaged-in area.

So | have been having sort of a disconnect here, know ng
what the conversation has been about how concerned we are; know ng
that we see sone tremendous risks, both in the technology and in the
readi ness of our society to deal effectively with these issues;

seeing that we are confortable with a federal noratorium continuing.

And you asked ny question, thank you, about how we woul d
ensure in the second set. | haven't really understood why we woul d
want to, in my view, kind of fail the common man test. W say a |ot
of reasons why we need sonething, and then we say but we really are

not sure we want it.
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We really want to make sure that there is a | ot of
stepping back fromit, and even in terms of any |egislation, should
there by any, which we are not currently on this paper reconmending.

We want to make sure it is really not too long and too strong.

You know, we have to decide where we are on it. If we
really think it is a bad problem we really think we aren't ready, we
really think the education isn't there, we are really worried about
not the federal stuff, but the stuff outside that scope, and we know
that legislative initiatives are com ng, you know, we need to get
cl ear where are we on that.

And, again, | would urge you to realize, as you said,
this little group is so not representative of the people outside
| ooking at this issue that | think we risk making ourselves | ook Iike
we are not in touch with the real issues as they play out for rea
people in their lives.

PROF. CAPRON: Can we get nore responses to Alta's
questions?

DR. SHAPIRO David ---

DR. CAPRON: Yeah. It is a response to Alta's question
and it is my own personal conflict of the two things that Lori
brought up, okay. The personal conflict | have is the stick and, at
the sane time, having ongoi ng discussion

I think what we are doing is we are saying it has to be

one or the other, and | don't think it has to be. I think it is
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possi ble to have a strong stick, what Lori is advocating, but | think
even -- not nore inportantly -- but equally inportantly is that we
have a nechani sm for ongoi ng di scussion

Because |, for one, amextrenely unconfortable having
t hat ongoi ng di scussi on be the stake-holders with the nost to gain or
| ose for the discussion. | think that is the real problem That is
why we have a NBAC right now, because we need nmechanisnms in this
country to have ongoi ng di scussions that aren't determ ned by NBAC,
but are framed by NBAC.

So | think this cloning is one great exanple where we can
have that ongoi ng di scussi on, not because
--and | really like this idea of NBAC being the group that can do
that. It goes on for a long tinme. | don't think it has to be tied
to sunsetting or not, just so that we have a forum for that.

But this is what | have been conflicted about, and | nust
say, when you said it, Lori, it sort of clicked in for nme, is that
you coul d have both. One doesn't preclude the other

DR. SHAPIRO To respond to Alta

PROF. CAPRON: My sense is, | think, related to what
David just said, although | come to a slightly different concl usion

But the reason to have a noratorium that is to say, to have a
sunset or other provisions that would say it will end, is because our
report has to be done in two weeks.

And the kinds of arguments that you would have to marsha
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and the clarity and strength with which you woul d have to marsha
themto say that it should be decided now -- not for all tine,
because any |l egislation can be revered by -- but presunptively

decided in this way unless there is enough social force to overturn

that in the future, and to put this -- in other words, put this issue
behind us ---

And say, we have decided that question -- there are a |ot
of other pressing issues -- we have decided cloning, can't do it --
it is against the law -- requires nore work than we can produce

bet ween now and what ever

So | had thought that part of the appeal, maybe being a
psychol ogi st about this for a monment to people around the table of
moratorium was it is easier to say, don't do it now, and it requires
nmor e t hought and public discussion than it is to say, don't do it,
and it is over and done.

And then maybe that discussion will happen, David. [If we
have it as a topic, fine. W can have it as a topic, but we
ourselves will have nore pressing things. The reason that a
nmor at ori um says to you, you have got to keep discussing this, because
it is going to be back on the table in a year, two years, five years.

It is going to be back on the table. You had better be in a better
position to have a coherent, well-thought-out things to say about it
than we have now.

This is largely uncharted territory, Francis Pizzuli (?)
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notw t hstanding and so forth. | mean, it has been tal ked about, but

it has largely been off the shelf, or off the table, for a long tine.

That is the reason that, Lori, that | just think that if
we were to be recomending |egislation and facing a skeptica
conmmittee, what is the basis and where are the | egislative findings
that this legislation is necessary? \What exactly are you preventing
and why? Why do it? | just don't think that those argunents. That
we haven't devel oped them

M5. FLYNN: Can | just respond? | agree. |If we are
dealing with a two-week tine frame, we can't do all that. But that
doesn't mean it doesn't need to be done, and that doesn't mean we
don't need to be the people to take the leadership in trying to do
it.

And | would nuch rather see that happen in a thoughtfu
process even over a larger period of time. | don't believe it is
i npossible to imagine that we could devel op a paper that says, we
think this needs to be done. We realize that these are issues
that require nore devel oped di scussion and thought, and we are
committed to being a resource in that process, not necessarily
delivering the entire package and having everything all refined at
this point.

Just parenthetically, | happened to be having a

di scussi on about a whole set of other issues -- we deal with the
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human subj ects issues -- with Harold Varnus about two weeks ago, and
his reaction was, he had no expectation that we would be able to
define in great detail any of these things in the time frame that
this Comm ssion was given by the President.

The best we are going to be able to do, at least in his
view, and | think |I represent it fairly, was to articul ate sone of
the paranmeters that will then need to have continuing work. Because
this is a subject that we are not going to put behind us when we turn
in the report. | mean, this is going to continue to be out there in
a variety of ways.

So | understand your self of we don't have enough time to
do the whole job. | don't think we need to do the whole job.
think we need to own the whole job.

PROF. CAPRON: Right. | guess the answer then
-- the way | see that connecting to the question that Alta poses is:

What shoul d you think should happen now, if you say ---

MS. FLYNN: | think Zeke described it.

PROF. CAPRON. -- this isn't the time to go forward, and
all these other things, and our responsibility for continuing the
di scussion are all there.

If you answered Alta's question by yes, we can put this
all aside. W can say, reconmend a | egislative ban. Then that
really takes it off the table. At that point, you say -- then we

woul d have to come forward with a report that really would say, these
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are the reasons why it should be allowed. | mean, these are the
reasons in favor of cloning.

That really changes things around. That puts us in the
odd position, or any other group with the responsibility, in the odd
position of making out the affirmative case in favor of cloning
rather than saying, well, it is still disallowed. Now, what further
t hought can we can contribute to whether this disall owance should
continue or should not continue?

DR. SHAPI RO Okay. There are other people who want to
speak. Carol and Bernie.

DR. GREIDER: | would also Iike to respond to Alta's
question. As | understood the question is, should we ban or should
we have a noratoriumor something with a sunset clause?

And | agree with Alex for conmpletely different reasons.
| don't think us having a short tine frame is a reason to choose one
direction or the other. | think we should decide what we are going
to do, regardless of the tine frane.

I, however, am not confortable with the just ban
position. | would prefer the noratoriumw th the sunset clause or

| egislation with the sunset clause. That cones nore from ny

scientific background. | just don't have enough informtion
Thi ngs change over time. | don't feel confortable
saying, no, period. | like the idea of having sone sort of a review

process. That is the reasoning.
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DR. SHAPI RO  Bernie

DR. LO Let ne pass.

DR. SHAPIRO Let's see who el se we have got here.

David. David, do you want to ---

DR. COX: Well, | have already said -- and | won't say --
| keep going back and forth on this, but because as a scientist, |
really like it being open.

But | have got to tell you, okay, that right now, when
thi nk about ways that | am ever going to be able to check the safety
of this with respect to human beings -- this nay not be a very
ethical point -- but it is one that I am|looking at a |ot, okay,
can't see howto do it.

And | am so worried about the stick in terms of being
able to make sure, okay, that right now, people don't go and do this
that | must say that legislation is appealing to me. M mnd is open
about it. | don't feel strong. | amon the edge. But Lori has put
me over to the edge to the legislation ---

DR. SHAPI RO. Bette.

M5. KRAMER: Well, | would agree with Lori that we need
to take ownership of it, but I would be against |egislation. Because
even though I egislation can be overturned, |I think that is a far nore
difficult process than -- | would like to see us continue the
nor at ori um

Ideally, I would like to see us be a review ng body.
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am not sure that we need to really spell out all the conditions under
whi ch we would reconmend a lifting of the ban. Because it seenms to
me that a part of the review ng conm ssion's obligation should be to
have scientific people on board continuing to report, to survey the
science as it devel ops.

And | think it is very hard even -- it is even hard to
put a sunset clause on, because we don't know how qui ckly or how
slowy the science is going to develop. So | would be in favor of a
revi ewi ng body and opposed to | egislation

DR. SHAPIRO. Let ne nmake a comment about this issue from
just ny own particul ar perspective. One of the things that
characterizes this area, at least as | have cone to understand it, is
there is a heck of a lot we don't know. W don't even know for sure
what the WI mut experinment teaches us. W don't even know that for
sure.

We don't know for sure at all what is going to happen six
mont hs from now, and we probably can't even define, in ny view,
easily a piece of legislation. The history of this areais this is
very tough territory in which to legislate in a way that doesn't get
you into nmore trouble than you would bargain for

My suggestion is, however -- w thout having to resolve
that inmmediately -- my suggestion is that we ask Alta and her
col | eagues to draft sonething here along these Iines. Let's see what

it really looks Iike. Because there have been a lot of very usefu
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suggestions regarding mal practice and licensure and so on and so
forth that have conme up, which we can incorporate in.

And then we will take a look at that. W have the
| egi slative possibility as a back-up. |If we are not convinced, if it
doesn't | ook good enough for us, if it doesn't nake too many of us
feel uneasy, then, of course, we can always -- we still have sone
time to reconsider.

It seens to me that that is a useful way at |east to get
there into our first drafting phase here, and then we will see how it
| ooks. David.

DR. EMANUEL: | like that, and | whol eheartedly agree.
The one thing that | keep in the back of my mind is | get worried of
having the deliberative process short-circuited by some guy out in
California -- where else would he be -- who does this in his own |ab
wi t hout --
privately.

I nean, it seems to me that is a serious danger. That
the process we are | ooking at could be short-circuited, usurped, as
it were, by one person doing it or trying it with the outcone being
positive or negative.

I nean, then you are just going to get a huge anmount of
enotion w thout any reasonabl e deliberation |ike, you know, happened
in Scotland. | mean, the advantage of Scotland is it forced some

deliberation. | think if someone does it on human beings, it is

144



145
going to short-circuit the process.

That is why | think a -- ban may be too strong a word --
but throwing all we can to keep even the private sector at abeyance
is very inportant.

DR. SHAPIRO Bernie. Then we are going to break after
this remark ---

DR. LO A couple -- it seens to ne as if we are really
getting to the core of what we are being asked to do, and it is very
useful. A couple of observations.

First, Lori's basic question of what is the reaction
going to be fromthe country as a whole. | think the other issue is
what is the reaction going to be fromthe world. |If we have a
voluntary noratorium and people in other countries are enacting
| egi sl ative bans, there is going to be a lot nore pressure to do it

here as opposed to, you know, the Bahamas or sonething.

Secondly, | guess | share everybody's concern about how
to draft |egislation, but maybe we can sort of try to conpron se,
where we say, we are going to put in place the strongest things that
we know how to do on a tenporary basis. And one of the things we are
going to do in that time period is not just continue to deliberate
and educate, we are going to think about trying to get somebody to
hel p us think of drafting |egislation. Because some people -- |

mean, there are different kinds of arguments | am hearing about
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| egislation. Some have to do with the difficult drafting |egislation
on this topic and how if you say the wong thing, it is going to have
effects you never intended. That is an addressable problemif we get
skill ed people who, you know, are experienced at this. There are
others who may feel that it doesn't matter how good the law is, there
are problems with putting -- freezing things in time, putting things
on the shelf, and stifling discussion -- (inaudible). But |I guess
am unconfortabl e sort of not thinking through what all the options
are. It seens to me this is the dilemma any time you nmake public
policy. You never get the chance to think it all through in as great
a depth as you would like. Just like in nedicine, you never get al
the information in time. So you make the best decision you can. |
think our question here is: Gven everything we know in sum are we
going to do better by reconmending | egislation now, albeit inperfect,
in order to forestall the rogue physician who is going to do it and,
you know, |eapfrog over everything? O are we going to try and be

nore deliberative, but accept what | think is a very real risk that

there is going to be a lot of prestige or notoriety -- there are
going to be people who are going to want to try this -- (inaudible).
DR. SHAPIRO. Let nme see -- | amsorry. Bernie.

apol ogi ze for interrupting. These are very hel pful and thoughtful
comments, and we really have to, | think, not make any final decision
now, because these things still need to be considered.

I think the way to consider themis to try to draft
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somet hing, and we will work our way through that as quickly as we can
and see how we feel

I have to say on this kind of rogue character out there
we imagine, it is a terribly difficult issue. | amsure there are
peopl e, and we have seen themin other cases.

VWhat is equally surprising, however, is even when you
have legislation, it is not always inplenented, and as a matter of
fact, people refuse to inmplement it. Anybody who tries to inplenent
it gets throwmn out of office. This is a very conplicated set of
i ssues, and that won't stop it, but it may be worth it. | nean, it
is just ---

DR LO | would like to say, what is striking to ne
havi ng been dragged into some of these scandals after they happen is

that |VF physicians say, no one ever told ne that was wong. Show e

where it says that is wong. | didn't think that was any problem
PROF. CAPRON: | was just borrow ng the eggs.
DR. : 1 amgoing to have to tell the woman it

was ny sperm
DR. SHAPIRO. Could | just ask one ---
PROF. CAPRON: He was convicted. Cecil Jacobson
-- 1 nean, when you get to defrauding patients. Cecil Jacobson was
convicted right here in northern Virginia. So, | mean, there are
some limts. The lines were crossed, and | don't have the sense that

prosecutors if you had a -- well, | don't have any sense that
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prosecutors woul d have troubl e going after people.

DR. SHAPIRO But | ook at the case in M chigan right now
in these assisted suicides.

PROF. CAPRON: That is because society is dramatically of
two minds about this.

DR. SHAPIRO. That is exactly right. Okay. Let's --
just want -- a logistical question here. Let me know what people's
schedul es are this afternoon. What deadlines we are up against in
that respect. Let's just go around. Steve, do you have any
deadl i ne?

MR. HOLTZMAN: | have a 4:30 flight.

DR. SHAPI RO  4:30. David?

DR. COX: Leaving here at 3:30.

DR. SHAPI RO. Okay.

DR. :  Yes, leaving here at 3:30.
DR. : | amhere all night.

DR. : Here till 3:30.

DR. : (lnaudible) -- flexible.

DR. SHAPI RO  You are not anxious to spend too |ong
DR. : There is a thunderstormin Chicago.

can't get out.

DR. DUNAS: ' m here overnight.
DR. GREIDER: | have a 4 o'clock train.
DR. . Six 0o'clock.
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DR. SHAPIRO  Okay. W should try -- first of all, try
to all be back here for 1:15 pretty pronptly, and we will try to
finish in the 3:15 area, if we can, to acconmpdate as nmany as
possi ble -- thank you very much. W are recessed ---

(Whereupon, at 12:13 p.m, a luncheon recess was taken.)
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AFTERNOON SESSION

DR. SHAPIRO. Al right. Let me call this part of our
meeting to order, please. There are four people who have told us
they would like to address the Conmi ssion. | hope they are here. At
the end of that tinme, if there are others in the audi ence who woul d
like to address the Comni ssion, they are certainly welcome to do so.

The rules are -- that is five mnutes for each speaker
VWhen the time approaches, | will ask the speaker to wind up their
remarks. So let's begin.

The first one who called in was Mary Lyman Jackson

presi dent of the Exodus Youth Services, Inc. M. Jackson

STATEMENTS BY THE PUBLI C

MS. JACKSON: Thank you, M. Chairman, and memnmbers of the
Commi ssion. My nane is Mary Lyman Jackson. | amthe co-founder and
presi dent of Exodus Youth Services, Inc., an ecunenical Catholic
mnistry to thousands of at-risk children and famlies on the streets
of our nation's capital

Exodus reaches out to honel ess, run-away, |atchkey, and
refugee children who have slipped through he cracks of the social
service network of Washington, D.C. Exodus's nission is based on
devel opi ng the principles of human dignity, personal responsibility,
morality, and |ove of neighbor with the poorest of the poor

I have conme before your Comm ssion today, M. Chairman

as a concerned citizen. | am not a bi ochem st or a research
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scientist, but I do have sone ideas about cloning that | would Iike
to share with you.

I live in Gaithersburg, Maryland, in a nice suburban
comunity, but spend a lot of tinme on the streets in Washington. |
am very consci ous of the way the differences between these two
comunities are developing, and it worries ne.

| hear people talking about life in the suburbs in ways
that are very different than fromlife in the streets. And it is the
di fferences that concern ne.

I do not know of anyone in the suburbs who has birth
control pushed on them but ny girls in the inner-city do. They tel
me a different story. And | do not know of anyone in the city who
expects to get any benefit from genetic engineering.

For 11 years, | have wal ked the streets of the nation's
capital, risking my life for the lives of many suffering children. |
have been at shoot-outs, and | have had every weapon from kitchen
knives to Uzis pulled on nme. | have held dying children and cried
with young mothers who lost their little boys in drive-by shootings.

But | have al so witnessed many children giving up drugs

and turning to God. | have rejoiced with teen-agers who have |eft
their gangs and gone to college. | have cheered with disabled kids
who receive their high school diplomas despite all odds. | have

buri ed the dead and encouraged the living.

These wonderful people deserve to know that God | oves
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them and that we will all stand with themduring their many trials.
The gap between the rich and the poor is growing. The poor fee
that they are not wanted. This is the nessage that we are giving
them

Human cl oni ng makes this worst. Cl oning renoves human
dignity and the nystery of life by allowing us to play God. Human
Iife cannot be di sposable.

It is not just that the best reproductive technol ogy
means better babies in the suburbs and dead babies in the city.
Cloning al so makes everyone think about people as products that you
can buy with new and i nproved nodels coming out every year. Being
treated |li ke a thing does not hel p anyone.

You and | watch Anerica becone nore and nore
comercialized. It is just heartbreaking to see the sane thing
happen with birth. Cloning is just one nore way to treat people |ike
property, to focus on the material things in our lives, and mss the
deeper spiritual realties.

I tell you one thing ny street kids know. They know t hey
have dignity. They know when you treat themw th respect, and they
appreciate it. But they see a lot of disrespect. | think they can
see some things that great scientists might mss. Cloning is not a
very respective way to treat human life.

A researcher can get lost in charts and graphs and test

tubes and petri dishes and might forget that human life is very
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preci ous. These kids get treated as speci nens and research objects
enough that they have a different attitude towards all this science.

These children know that scientists can treat people |ike
things. They know it, because they have seen how nuch work goes into
persuadi ng themto get on birth control or have an abortion

M . Chairman, and distingui shed menmbers of the
Conmi ssi on, please consider the sacredness of life. Please do not
recommend human cloning as an acceptable path for science. If we
persist in this genetic engineering, we will be linmting human
identity, human sexuality, life, and parenting to a test tube.

We cannot | ose sight of the fact that God is our creator
and that He made us in His inage. W dare not alter that reality.
We need to learn to respect all human life, to take personal
responsibility for our actions, to teach nmorality to our children
and to protect the dignity of human life.

Thank you, M. Chairman

DR. SHAPI RO Thank you very nmuch. Are there any
questions from nmenbers of the Conmission? Well, let nme thank you
very much for -- to be here today, and al so express just personally
my admiration for what you have done in your own personal work
Thank you very much for com ng.

MS. JACKSON: Thank you.

DR. SHAPI RO The next speaker is Mss Paul ette Roseboro

executive director, African-Anerican Life Alliance.
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MS. ROSEBORO. Thank you for the opportunity to present
my -- what | have to say today. the African-American Life Alliance
is an African-Anerican biblically based and pro-life and pro-famly
organi zation | ocated here in the Washi ngton, D.C., area.

I have come before this conmittee as a concerned citizen
requesting that we debate and answer all the |ogical physical and
noral issues involved in this process before there is any sanction
continuation of research into human cloning.

I fully support the idea that says just because we have a
technol ogi cal capability to do it, that does not give us the
authority to interfere with the natural course of things.

Al t hough many in the human genetic research field are
saying that there is a vast difference between ani mal and human
cloning, we are a cross-roads where we nust stop and determ ne
whether it is in the best interest of mankind to pursue technol ogy
that has the potential of manufacturing sentient beings.

First, there must be a responsible answer to the
question: Wy do we need to duplicate ourselves through cloning when
there is a perfectly natural and effective nethod of popul ation
repl eni shnent already in use by a vast majority of the world's
i nhabi tants.

Conception has been extrenely successful, since all of us
here today are here as the result of that process, and for couples or

i ndi vi dual s who cannot concei ve, adoption has been proven also to be
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very effective.

Considering this, why do we desire to duplicate
ourselves? W should take a lesson fromour Creator. |In His w sdom
he doesn't seek to duplicate His creation. He causes each person to
be conceived in a unique body, spirit, and soul

He knows that it is fromour individuality and uni queness
that we are able to work together and prosper and survive. Hunman
duplication is solely for the sake of human vanity, and no vanity is
ever productive.

However, vanity is expensive. 1Is it prudent or w se
fiscal management to spend nillions of dollars, and perhaps billions
of tax dollars, in cloning research and the subsequent manufacture of
i ndividuals, if a process is devel oped, when there is already a
successful process in use, conception

In pondering this subject from another |ayperson's
vantage point, | see a distinct difference between the materi al
conposition of the sperm ovum enbryo, and mature cell. | see a
distinct difference between conception of a new life and the
manuf acturing of sentient beings.

Conception has been understood to involve spermand an
ovumor a male of the species and the femal e of the species. The
human experience starts with the union of seed material froma nman
and a worman, since sperm can only be produced fromnale and the ovum

fromthe fenmnl e.
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The bi ol ogi cal /chemical reaction that causes the
generation of a new and unique DNA pattern fromthe act of conception
must, by sheer material foundation, be different fromthe results
produced fromthe joining of two cells in the cloning process.

Are cloned individuals covered by the laws of this
country? Do the individuals manufactured from cloning and genetic
engi neering have an equality of rights as those conceived? |If the
answer to these questions are unani mous anong the conceived
popul ati on, are the cloned individuals to be covered by the various
anti-discrimnation | aws?

Taking this further, as the African-Anerican comunity
becomes better infornmed about cloning technol ogy, a grow ng concern
has surfaced regarding the desirability of cloning materi al
mai nt ai ni ng African-American DNA traits.

Since our country has not healed itself of bigotry and
racism is it not unreasonable to conclude that social biases within
the scientific community, domi nated by whites, will influence
research to duplicate individuals representing itself.

By sel ective genetic engineering during the cloning
process, Afro-influenced traits will be replaced with the nore
desirabl e Angl o- Saxon traits. O wll there be a desire to
manuf acture cloned individuals for domestic, athletic, and
entertai nnent tasks, mmintaining the Afro-influenced traits, enabling

easy identification of the service class cloned or nmanufactured
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i ndi vi dual s?

Has our lust for the authority to control |ife and death
for our unborn children, our sick, and our seniors expanded to
seeking authority over our genetic make-up al so?

VWhat is our responsibility to individuals given life in
the cloning process? After generation of experinmental purposes and
service in their part of the research project, can we consider
enbryos conceived or cloned as gui nea pigs, whose lives can easily be
considered trash and tossed in a research lab's defective can for
wast e di sposal ? Does the shortness of their lives take away their
humani ty?

It is nmy desire that ny appearance before this comittee
wi || encourage active debate on the matter of human cloning and its
potential to unnecessarily bring suffering to individuals, whose
humanity will be in question.

I will conclude by saying that other than for the vanity
of the conceived human species, cloning has no use in a society which
cherishes the natural reproductive process of conception. Thank you
very nmuch.

DR. SHAPI RO. Thank you very nuch. Thank you for being
here. Just before you leave, let ne see if there are any questions
from menbers of the Conmi ssion. Again, thank you for taking the tinme
to appear before us.

Is Ms. Sheena Tal bot here? M. Sheena Tal bot fromthe
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Anerican Life League would like to address the Comm ssion

MS. TALBOT: Thank you very much, Dr. Shapiro and nenbers
of the Conmi ssion.

I cone to you today to speak on behal f of 300, 000
Ameri cans across the nation who are supporters of American Life
League. Human cloning is a grave evil, and if allowed to go forward,
it would be one nore step down the slippery slope towards human
tragedy.

Human cloning is wong and an evil that should never be
gi ven even the slightest consideration. | want to present to you
today that human cloning is wong, because it is inherently
di scrimnatory, because it usurps God's authority and replaces it
with human control over human life, because it cheapens and totally
di sregards any respect for human enbryos, and because it mandates a
i nvol untary human experimentation, which violates the Nurenberg code.

First, human cloning is inherently discrimnatory.
Cloning is, by its very nature, discrimnatory, because the genetic
make-up of a human clone is deliberately chosen. The race, sex,
height, build, etc. are all predeterm ned characteristics of the
cl one even before he or she exists.

German scientists, who are still haunted by the nmenories
of the Nazi Hol ocaust, where scientists sought to engi neer a master
race of superior humans, warned against this extremely hazardous

outcone just two days ago.
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CGerman scientists, mainly those of the German Research
Associ ation, and other experts are called for a worl dw de ban on
human cl oning. Germany, as you know, as well as several other
Eur opean countries, has already outlawed human cl oni ng al t oget her.

The German Research Associ ation and other experts calling
for a worl dwi de ban recogni ze no noral distinction between human
cloning research and the attenpt by some German scientists to breed a
superior Aryan race by exterm nating people and groups whom t hey
considered to be inferior and unfit to reproduce.

The end result of inmproving the human race is the
ultimate goal of the eugenic movenment, which is very nuch alive and
wel |l today. They want the ability, as did Hitler, to decide which
lives are worthy of Iiving.

Those who are free of disease or handicap or free of any
undesi rabl e characteristics are clearly the wanted ones. Those who
are perfect will be deemed worthy of life. Those who are now,
according to arbitrary man-made standards, will be tossed out with
the day's trash.

Second, human cl oni ng usurps God's authority and repl aces
it with human control over life. \Wether by cloning nethod of
anot her artificial process, humans manufactured in science |abs would
then be | ooked upon as the property of another

But humans are not di sposabl e biol ogical materi al

Humans are not property. Human beings are not products to be used
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and destroyed.

This country used to practice the belief that certain
human bei ngs were property and coul d be owned, bought, and sold by
ot her humans for their own use. Although the slavery of black people
will always be a scar on Anmerica's history, thankfully, they are now
free and able to exercise the same rights as the rest of us.

The equal protection clause of the 14th Anendnent states
that we are all created equal. It does not say that we are born
equal . It does not say that once we are adults, we are equal

Fromthe time you and | were created, we possessed
certain inalienable rights endowed by our Creator, not by the
National Institutes of Health, not by our federal government. And
anong those is the right to live, the right to be born

If you endorse the idea that human enbryos and human
clones are sinmply biological property that you are free to tamper
with as you w sh, please keep in nmind that some day, perhaps in your
old age, or in my old age, sonmeone may take your place here and may
make the same decision about the elderly.

That they are sinply biological property and no | onger
valuable to society. Wat if someone sits in your place some day and
takes it upon thenselves to deternmine that you no | onger have val ue
other than that to be used for experinmental research and thrown away
when done?

The power over human bei ngs bel ongs al one to our Creator
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God. Humans have no right to exert such extrenme authority over the
life and well-being of other humans sinply because they are too snal
to be seen. Such an attenpt to el evate oneself to the |level of God
is certain to bring with it inherent disaster

Third, human cloning cheapens life and di sregards any
respect due to humans at their earliest and nost vul nerable stages of
devel opnent. Cloning violates the dignity of all mankind.

If cloning of humans is allowed, what happens if a clone
is made that doesn't quite measure up to the standard? Wen it cones
time for the quality checkpoint and the cloned human doesn't quite
make it, what happens then?

In the Scottish cloning experinment, which resulted in
Dol Iy, 276 out of 277 didn't make it. How many cloned human bei ngs
will have to be sacrificed on the altar of science in order to gain
nmore God-1|i ke know edge?

The research necessary to devel op human cl oni ng woul d
certainly cause the death of countless human enbryos. Human bei ngs
cannot be considered as a means to an end.

Hurman cl oni ng i nvol ves involuntary experinmentation.

Agai n, as the Nazi scientists conducted ghoulish, inhuman experinments
on persons against their will, so, too, human cloning dictates that
humans will be created sinmply for experinentation research and
eventual Iy exterm nated.

One of the mpost val ued principles of nedical ethics is
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that of informed consent. The Nurenberg code states that the
vol untary consent of the human subject is absolutely essential, and
that no experinent should be conducted where there is a priori reason
to believe that death or disabling injury will occur

The International Covenant of Civil and Political Rights,
whi ch was adopted in 1966, and took effect in 1976, states in Article
VII, and | quote: "No one shall be subjected to torture or to cruel
i nhuman, or degrading treatnment or punishment. |In particular, no one
shall be subjected without his free consent to nedical or scientific
experimentation.”

Al so, French physiol ogi st Cl aude Bernard once said: "The
princi pl e of nedical and surgical norality consists of never
perform ng on man an experiment which nmight be harnful to himto any
extent, even though the result m ght be highly advantageous to
sci ence."

The Worl d Medi cal Association Declaration of Helsinki
adopted in 1964, states that, and | quote: "It is the duty of the
doctor to remain the protector of the life and health of that person
on whom bi onedi cal research is being carried out."

It also declares that "The interest of science and
soci ety shoul d never take precedence over considerations related to
the well-being of the subject."”

In conclusion, |I hope you will seriously take these

argurments, as well as that of the previous testinonies you have hard
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today, into consideration, and that you will decide right here today
that this vile human experinentation, human cloning research, nust be
uni versal ly condemed.

As the German scientists, who were reported in
Wednesday's USA Today said it -- they said it very well, and | quote
them "Human cl oni ng should be banned worl dwi de and forever." Thank
you very much

DR. SHAPI RO Thank you very nuch for your remarks. Any
questions anybody has for -- thank you very much for taking time to
be here today. |s there anyone else here today who would like to
address the Conmi ssion. Yes, please cone forward.

MS. TENNANT: Good afternoon.

DR. SHAPI RO Pl ease give us your name, please.

MS. TENNANT: Yes. Good afternoon. M nane is Lisa
Tennant, and | thank you for letting ne talk today.

DR. SHAPI RO Excuse ne. W had your nane on the I|ist,
and | thought you weren't here. | apol ogize.

MS. TENNANT: Oh, | amout in the hallway with ny

chil dren.

DR. SHAPIRO Yes. | understand. | apol ogize

MS. TENNANT: That is fine. | live in Bethesda,
Maryland. | am a honmemaker by profession. | find it sonewhat

frightening that it is even necessary for our nation to discuss the

moral ity of human cl oning.
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The very fact that we have asked the question, is it
et hical, suggests that perhaps it could be. But, as humans, we nust
follow nature's law or else ultimately pay a high price. Nature's
law in this regard is clear. Human beings come into existence
and are nmeant to come into human exi stence, through the covenanted
passi onate of a human father and a human nother. Human beings are
not meant to cone into existence through cloning. Nature never
i ntended t hat.

Human cl oni ng assaults the dignity of the human person.
Hurman beings are not animals, and to treat them as such by
mani pul ating themin their earliest stages of devel opnment is clearly
a transgressi on agai nst their personhood.

We do not have the right to experiment on a future
possi bl e person. Every individual and potential individual has a
right to be respected and protected from such treatnment.

Human cloning, if it were successful, is also a
transgressi on agai nst the person cloned. No one should cone into the
world in such an unnatural fashion. Human beings have a right to a
nor mal bi ol ogi cal begi nning, nanely, a human father and a human
mot her. Should a cl oned person cone into existence, the individua
woul d be at a distinct disadvantage throughout their life.

To legitimze human cl oning woul d send a nessage to the
woul d send a nessage to the world that human life is of particular

noral worth, but rather in the same power as, say, sheep. |Is this

177



178
the nessage we want for our youth? And if it is the nmessage that we
send them how can we fault them for killing one another in the
streets of our nation?

Wy is a |laboratory, where life can be mani pul ated and terni nated, a
nore hal |l owed place than the street corner? Hurman cl oni ng shoul d
be banned. A noratoriumis not good enough. A noratoriumtells our
nati on that perhaps some day, human cloning will be ethical and
accepted. A noratorium says that we may not be ready for human
cloning now, but in our deep descent down the path of inmoral
perm ssi veness, some day it m ght be tolerated.

A noratorium in essence, opens the door for the
possibility of human cloning. W need a ban. Human cloning shoul d
be put to rest once and for all with an enphatic no, never. Thank
you very much.

DR. SHAPI RO  Thank you very nuch for com ng here today.

Let ne just see if there are any questions any menber of the

Commi ssi on have. Again, thank you very much, and appreciate your
comments. Others that would like to address the Conmmi ssion? Yes.

M5. WLLIAMS: Cood afternoon. M nane is Audria

WIllianms, and | amthe house nom for the Northwest Pregnancy Center

for Young Teens and Young Wornen. | would like to address you today
on the cloning. And | amalso a nother. | raised a famly, and | am
proud of it.

I don't speak for anybody but nyself. Sometinmes, when
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peopl e speak for thenmselves, they turn out that there are a | ot of
ot her people who think the same way they do. Thank you for the
opportunity to speak to you about the cloning.

| urge you to recomend to the President, we, as a
nati on, should ban cloning conpletely. Cloning is a way to treat
human bei ngs as things, as property. This national already has a
shanmeful history of treating people as property, and | do not believe
we should go back to that way in any way, shape, or form

I am not property, and | amnot for sale. | do not have
to l et anyone size me up and set a price on nme or set a price on ny
person or set a price on nmy body. And | don't want to see anybody
treat any human being as property.

I have children and grandchildren, and |I even have a
great-grandchild. So I know some things about where babies cone
from But nobody in nmy family ever commi ssioned a baby. You can
conmi ssion works of art or buildings or expert research papers on
cloning, but if you can sit still while sonmeone tal ks about
commi ssi oning a baby, sonething terrible has happened in this
country.

But we don't want to -- | amsorry -- maybe slave traders
and commi ssions to deliver people -- but we don't want to revisit
that sad and i nmoral chapter of history. Because we know that that
was wWrong.

If the President's advisers sit around talking about
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conmi ssi oni ng babies, | have to wonder if we have forgotten what the
Civil War was all about. People are not property. Wen the war was
over, slavery was over, and we all agreed that people are not

property. People are different fromaninmals, and we have dignity.

I ama Christian. | believe that God, who nade the whol e
uni verse, knows nme as Audria and loves ne. | believe God | oves nme so
much, he sent his only begotten Son to set me free. | believe God

| oves human beings with a very special and eternal |ove.

If God loves us that nuch, it is wong to treat a hunman
being like a guinea pig. It is wong to discrimnnate against people
because of color or religion or no religion at all, young or tiny. |
don't think we become human bei ngs when we get big enough to have
arms and legs or smart enough to argue about cloning.

As soon as we are alive, as soon as we are growi ng, we
are human beings with all the dignity of God's children. W aren't
slaves. W aren't guinea pigs. W are sonmebody special. God |Ioves
us.

I want to say one nmore thing. When CGod told us that he
| oves us and he sent his Son to die for us, he told us very clearly
that we are supposed to | ove each other as He loves us. |If | have
the dignity that God gave me, then | have a duty before God to
protect other people who have the sane dignity.

Don't treat people like things. | urge you, please, to

ban cloning. Thank you very nuch.
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DR. SHAPI RO Thank you very much for being here today.
Are there any questions from menbers of the Commi ssion? Thank you
very much. Anyone else in today's audi ence who would |ike to address
t he Conmi ssion? Okay. Thank you very much.

THE DRAFT REPCRT: DI SCUSSI ON

DR. SHAPIRO. Let's return to our agenda. Let me say
somet hi ng about how we are goi ng about constructing the report. It
is somewhat repetitive to what | said this norning, but just to bring
our attention to that.

We have identified all the particular areas of the
report. W haven't identified just how they are going to relate to
each other yet. But we have just -- to remind you, in addition to
the material that will be in front of the report, letters of
transmittal, executive summary, so on and so forth, we have an
i ntroductory chapter dealing with background issues.

We have a chapter on the scientific issues, and then we
have, following that, | don't knowif it will be in these orders, is
the chapter regarding ethical concerns and issues, religious
perspectives. Then legal, regulatory, policy issues follow that, and
of course, then our recomendati ons.

Now, we really -- my objective, perhaps will not be
achi eved 100 percent, is to have draft materials for all of these by
a week to 10 days fromnow. Some materials have already -- are

already in the process of being distributed to you
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To repeat what | said this norning, it is extrenely
i nportant that each Conmi ssion nenber read those materials, take out
their word processor or take out scissors and paste or whatever way
you do to deal with this and |l et us know -- give us your suggestions.

Tell us what you like, tell us what you don't |like, so we can dea
with that as effectively as possible.

I hope we will hear fromall those -- every Conm ssioner
really, and those who have something they want to tell us about the
draft materials that are in the process of being distributed,
hopefully, early next week. That is Monday, Tuesday.

In addition to that, of course, we are drafting early
this week the chapter on religious perspectives. Jimis going to
give us sonme help with that, and we have, as you know, a very
i nteresting paper that was comm ssioner in that area, which will be
very hel pful

We feel pretty confident that we will have draft
materials in people's hands sonetine this com ng week, hopefully, in
the Thursday, Friday area, perhaps as early as Thursday, perhaps it
will be at the end of the week.

Again, on that issue, we would like to hear back from you
in two-three days. We just -- | apologize for what seens like
extraordinarily demandi ng requests for people who, | know, are very
busy with a portfolio of activities. But it is the only way we can

get your input and nmeet our deadline at the same tine.

182



183
| have asked Bernie to take the | eadership in drafting
the ethics -- the chapter or section on ethical concerns, and he has
al ready made a start with that.

We had some very useful suggestions this norning, which
amsure will lead us to reorientate at |east parts of it, and |I hope
that Bernie will be able to get that, at least to nyself, towards the
end of the week and to his other nenbers of the bucket. And we wil
work fromthere.

Al'ta has also agreed to take the initiative in drafting
material for the legal/policy regulation chapter, and again,
presunptuous as it sounds, | am expecting that sonetine later this
week.

It is a tough, tough tine schedule to keep to. But |
think we have to do it in order to neet our objectives. |If all that
wor ks out, really 10 days from now or so, you should have draft
material for really the bulk of this report -- have to turn to
articulating our recommendations and so on and so forth, which we
will certainly do as quickly and effectively as we can.

So that is where we are. There is a lot of hectic work
going on here in Washington by the staff, and of course, each of us
in our own offices and places where we do our own writing.

So that is the next week, 10 days, which will probably be
the busiest tine we have as a group. | heard Bernie say before, and

I just want to second that, he feels he has sonme degrees of freedom
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to pounce on one of his nenmbers of his bucket to help out in areas
where he does need hel p.

I ask you all to be as responsive as possible, because it
is very difficult to put it all on the shoulders of a single person
And | know you will be responsive if you get a call fromDr. Lo as
you will be if you get a call fromAlta. W wll be helpful, both
and Kathi Hanna, who are working continuously in this area. W wil
be as hel pful as we can.

On the science chapter is, | think -- it is nmy judgnent -
- but you will read it yourself over the weekend -- | think it is
really in pretty good shape. There are things that Carol and David
and others want to add to it, and that will be done also -- |
suggested to Carol -- by Monday. And | hope that that is the case.

So this is -- you know, | amrepeating nyself by way of
feeling just a little guilty to be so demanding. But | know of no
other way to meet our 90-day objective. Now, our next meeting,
which will be, in all likelihood, our |ast neeting, where we will be
trying to tie this up and make our final decisions, at |east get as

cl ose as we can, is My 17.

The report, we hope to have available -- | nean,
avail abl e, meaning ready to send to the President -- it is not up to
us to decide just when -- how the President will deal with -- roughly

the Menorial Day weekend, perhaps the first day after the weekend,

which is the 27th of My.
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That give us 10 days between our |ast neeting and ongoing
comuni cati ons we nmay have to have over unresolved issues or issues
on whi ch you may di sagree, issues deciding where we want to display
our disagreenent in the report, and indicate where we agree and where
we don't agree.

Any nmenber who feels very strongly about any particul ar
i ssue may want to consider adding a note and so on. | am hoping
there will be a m nimum of that, because could be on in that area
forever, but | don't elimnate it. Because you may feel very
strongly on particul ar issues.

Consensus is wonderful in those areas where we can agree,
but that is not everything. And we want to give as much information
as possible to the President about how we feel on these issues.

So that is how !l see the work going on before us. | wll
turn in a noment to see if there are any issues fromthis norning's
di scussion that people would like to revisit before we go on to at
| east hearing a brief report, status report really, from Drs.
Childress and Murray on the ---

What we m ght think of as the other subcommittees, or at
| east the ones that we initially established -- thenselves are
carrying very inportant work. And there is very inportant work going
on in that area. | think there really will be very interesting
i ssues for us to contend with once we get this particular assignment

behind us. Alta.
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PROF. CHARO  Just by way of information, for people who
are staying overnight, this evening, we have
-- Randy, it is Conference Room|? Conference Room | is available
for anybody who is staying overnight who wants to torment Kathi with
the fleshing out of the outline that we have fromthis nmorning on
policy.

I know sonme peopl e who have already planned to stay
overnight to help her do that. So feel free. W discovered |ast
night it is difficult to get roomservice in that room So you m ght
consi der bringing sonething in with you if you come. But we have the
roomfor three hours while Kathi will be expanding the outline and
drafting it.

DR. SHAPI RO Thank you. Are there issues that cane out
of this morning's discussion that people would like to revisit at
this time? Okay. Let's me turn then to Jim first of all, to get a
bri ef update on the Human Subjects Protections Conmittee.

UPDATES FROM THE SUBCOWM TTEES

DR. CHILDRESS: | will nake this brief. W have
continued to work a bit during this post-Dolly period, sonetines
wi shing we were able to clone ourselves, and be able to continue
fully.

One inportant part has continued in this significant way,
and that is the federal agency reports, the exanmination, the

interviews, and amreally very grateful to Bill Freeman, Enily
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Fei nstein, and Joel Mangel for the fine work they have done.

| had an opportunity, as | nmentioned last time to
participate in one of the interviews. Oher subcomm ttee nmenbers,
but al so other NBAC nmenmbers, may want to do so as well. Emly
Feinstein will circulate to all of NBAC on e-mail on Mnday the
schedul e over the next several weeks.

I know it is hard for people to work this into a
schedul e, given the other commitments, but it may happen that you
will be in D.C. at a tine one of the interviews is occurring, and you
m ght be able to spare a couple of hours to participate in that.

This is going to be a very inmportant report, | think, and
I am glad of the progress the staff has nmade on it and appreciate the
suggestions from nenbers of NBAC and the subconmittee.

Second, we have three papers underway: one on cognitive
i mpai red research subjects; another one on relationality and
vul nerability, with vulnerability being one of the categories we have
attended to several tines in thinking about the ethics of research
i nvol ving human subjects; and third, the changing nature of research
and research paradigns, with particular attention to the inplications
for informed consent.

We are in the process of defining other papers and
seeki ng other contributors on topics such as conmunity, sonething
Zeke introduced in our very first NBAC nmeeting; re-exanm nation of the

Bel nont principles, to which attention has been directed at different
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ti mes today; and one of those especially, the principle of justice
and how changi ng perceptions of justice play a role in the way we
t hi nk about research involving human subjects; and, finally,
conpensation for research-related injuries.

So, as | mentioned, we are in the process of further
defining those and seeking contributors.

In addition, at the meeting planned for June, we expect
to have testinmony froma variety of parties relating to issues that
we want to develop further. One of those that we have worked on now
for each of the subcomrittee neetings has to do with research
i nvol ving cognitively inpaired subjects. And we hope to be pretty
far along in thinking about pretty concrete reconmendations in that
ar ea.

Finally, we have sonething Alta has proposed that has
been considered in a faltering way, an ideal or principle of
uni versal protection, that is, protection of research subjects in
non-federally funded research as well as federally funded.

Questions have arisen about that. Wether we shoul d
devel op the inplementation strategi es and consider those along with
the articulation of the ideal or principle, and we will pay nore
attention to that the next time the subconmittee has a neeting, and
Alta, after drafting the chapter and so forth, will get back to that
as wel | .

That very succinctly, | think, covers the major topics,
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but perhaps subconmittee menmbers would like to add sonet hing.

DR. SHAPI RO. Thank you. Any of the subconmittee nenbers
like to add to Jims report. | want to express ny gratitude to Jim
and all the nenbers of the cormittee and also to the staff, who have
done a really -- continue to work very carefully on this and turned
in a good report.

(Appl ause.)

DR. SHAPI RO. Thank you, everyone. W are really making
some good progress. TonP

DR. MJRRAY: You can say, now, in contrast, the Genetics
Subcommittee has done a bit, that is, we have -- | amgoing to ask
Trish if she is willing to, in a mnute, to say sonething about the
concept of the mni-hearing.

We have been working on ways of getting a non-scientific,
but we hope, useful sanpling of conmunity opinion about human tissue
sanpl es and why they are inportant and what sort of concerns people
have about them

We have been working with this idea of having sort of
| ocal mni-hearings, not intended as a research project, but intended
as a chance to get information fromsome concerned nenbers of the
public. Trish, did you want to add anythi ng about that?

PROF. BACKLAR: No, actually, we are in the m dst of
putting this together, but our plan is to have focus groups with

consuners, people who have been involved tissue research, whose
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ti ssue has been donated. And that is our plan, to go around the
country and have these focus groups of people who have had some
experience thenselves as subjects in genetic research

DR. MJRRAY: We are hoping -- | think it was four or five
of these in different regions, five in different regions, five
different regions of the country, essentially places where nmenbers of
t he genetic subconmittee are | ocated.

I have spoken with a potential author of a paper on
i nternational perspectives on human tissue sanples, inforned consent,
privacy, and simlar concerns, and we are sort of in discussion about
ot her authors of other papers.

But, really, it is a very brief report. W had, quite
frankly, this has taken a back seat to the cloning problem

DR. SHAPIRO | certainly understand, but | again want to
thank the committee menbers for their continued sustaining of this
activity. It is an inmportant activity, and as you will recall, it is
a study that we were asked to do when the Executive Order established
NBAC.

We have interpreted it in a particular way, and
certainly, as soon as this is done, perhaps nmore of us will have to
turn our attention and help Tom and his coll eagues out in conpleting
this aspect of our work. Any questions for Ton? O Jin? David.

DR. COX: | just have a comment about this, and people

are probably going to get tired of hearing this comment. It in the
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context of tissue sanples, but also in general, different vehicles by
whi ch NBAC can really go out and make sure that we are getting sone
kind of a sanmpling of the opinion in this country.

| don't really think that there is one opinion. W live
in a very diverse country. But there is one thing that really sticks
in my mnd, and every time | think about NBAC, it sticks in ny mnd,
is our neeting, international neeting, in San Francisco, where all of
t hose ot her conm ssion nmenbers from around the world said.
if there is one thing for a successful comm ssion, it is to figure
out ways to do that, to hear froma diverse group of people.

And | would just like to reiterate that | have been doing
a lot of thinking about that, and | don't have a lot of solutions.
But I would like to always keep that on our table, and particularly
with respect -- | think that we have sone good ideas for the stored
ti ssue sanples, but in talking with this with people around the
country, | have had responses that, well, that is not going to be
very representative. And how are you really sure?

Again, | like to come up with solutions, not problens,
but 1 just wanted to put this on the table.

DR. SHAPIRO. Al right. |If you will make a standard
exchange, for every problemyou put on the table, we will ask you for

a solution to sonme other problemthat we have. Thank you very mnuch.

I think that is right. | think we do have to think about
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that, and perhaps once this kind of intense job here is done, we can
really turn our attention to sone of those issues and the issues that
arise out of the report. Tom

DR. MJRRAY: Harold, this is, in part, in response to
David's concern. It is the intention of the Genetics Subcommittee to
do an actual opinion survey, a genuine national opinion survey, or at
| east to be added on to sone |larger survey. But it won't happen in
time for the tissue sanple report, but we will try to build it into
next year's budget. It depends on there being a Conm ssion, | am
rem nded.

DR. SHAPI RO Any ot her coments, questions, business to
come before the Comm ssion

DR. CHILDRESS: Could I just namke one observation?
Buil ding on David's comment, | was very inpressed, David, with the
views we heard in our public testinmony regardi ng human cl oni ng, and
per haps when we get back to some of the other topics, we will be able
to get nore public testinmny on those.

And | think if there is a mechani smfor encouraging that,
t hen perhaps we could do so. Because | found the positions presented
today very stinulating, and the | anguage in which they were stated
challenging in terms of some of the categories we may not have used
bef ore.

DR. SHAPI RO Thank you. Any other conmments, questions?

Thank you very much. Now, you can do an hour-and-a-half of extra
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writing that we have just released. Thank you. W are adjourned.

(Whereupon, at 2:08 p.m, the neeting was adjourned.)

193



