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PROCEEDINGS
DR. SHAPIRO: Colleagues, | would liketo call the meeting to
order. Thank you dl very much for being here.
| have a number of preiminary issues to either announce or discuss
before we get started on our meeting business.

REPORT TO THE PRESIDENT - INTRODUCTION

Firg of dl, | would like to quote from remarks from the President
yesterday around the issue of the apology for the Tuskegee Study--(Inaudible.)--
mesting before lagt.

In any case--(Inaudible.)--rdevant to our--(Inaudible.)

And findly, by Executive Order, | am aso extending the charges--
(Inaudible.) And we will worry about these issues, that issue--(Inaudible.)

And the President went on to say--(Inaudible.)--subject protections.
(Inaudible)

And that is a subcommittee, asyou al know, headed by Dr.
Childress, who has been working very diligently--(Inaudible.)

S0 | just pass that news on to you.

Second, it is quite clear to me that, dthough thisis our last
scheduled mesting before the 90-day deadlineg, it is quite clear to me that we are going
to need another mesting.

| don't know, but we will have to work again with generd counsdl

and so0 on to find out what our notice requirements are. There are, of course, notice
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requirements for us to have another meeting--(Inaudible.) And we have to obey those,
whatever they are. It isnot clear to me right now just exactly what those are. It could
be there is a 15-day notice period. (Inaudible)--in the Federal Register.

There may be conditions under which that notice period can be
waived, or just asmaller number of days. We will have to investigate that tomorrow
and Monday and let you know.

Asyou know, we do have a meeting scheduled dready, and notice
dready given, for June 7th. That is beyond our 90-day deadline. We haveto do that.
We will certainly be in contact with the White House to seeif that is acceptable or not
acceptable.

So | don't have any more information than that today because we are
just not sure of what our-- (Inaudible.)--the way we have it here.

And, of course, | am not sure of everybody's calendar of everybody
gtting around the table. And that will be a difficult aspect, too.

(Inaudible.)--not tomorrow, but Monday or Tuesday, and let you
know where we come out on that depending on- (Inaudible.)--and what the actud
requirements-- (Inaudible.)--and how the President and the White House fedl's about
this, and when they would like to be ready to receive this report.

So | think we will just spend today trying to move oursalves on to
get as closeto our find report as we can, adthough | don't think-- It isquite clear to
me that we can't make it today.

We will, of course, be discussng dmost immediately particular

recommendations, something we were doing just before at the end of our last meeting,
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| would like to get a sense of the committee, as we go through these
recommendations-- (Inaudible.)-- so that we can get a sense of the writing and define
these recommendations as to how we fedl. | don't think that we are going to be able
today to cometo any fina resolutions-- (Inaudible.)

RECOMMENDATIONS

DR. SHAPIRO: Sowhat | proposeisthat we begin discussing
specific recommendations here before us and, while | don't want to get tied down in
too much detall, | would obvioudy, in some cases, find this extremely important and--
(Inaudible)

And | want to thank Larry for having articulated through LizZs e-
mail aset of recommendations. Today, quite afew of uswill focus on just what it was
that we were thinking.

| have, | wouldn't say "revised” them, because | don't know if Larry-
-(Inaudible.)--revisons or not, but they are before you in something that looks like
this. Proposed, revised recommendations. (Inaudible)) But that is this document
here, which everyone should have a copy of.

We aso passed around a copy of some proposed conclusions and
recommendations-- (Inaudible.)--articulated that isalso-- Everyone should have a
copy of both of these. Does anyone not have a copy?

(No response.)

DR. SHAPIRO: | have some. | have only one of them. (Inaudible))

Does anyone else need a copy?
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(No response.)

DR. SHAPIRO: Everybody has a copy? (Inaudible.)

(Smultaneous discussion.)

DR. SHAPIRO: And let me, since we do have to start somewhere--
| think neither Alex or | have any pride of authorship here. That is, whatever works
best, works best.

It will be alittle difficult to discuss them both smultaneoudy, so we
defer to--(Inaudible.)--any decisons on which kind of framework, or some better
framework, that might emerge we might want to use,

And | am going to gart off, however, with the statement that | sent
around, which garts off with a smple satement you have before you saying that, "At
thistime, it ismordly unacceptable for anyone in the public or private sector, whether
in aresearch or clinica stting, to atempt to create a child using the adult nuclear
transfer technique.”

It goeson to say, "We bdieve there is awidespread and mora
consensus on the issue because of the lack of-- (Inaudible.)- - safety and effectiveness of
this method in humans. Moreover, many additiona and serious ethicad concerns have
been identified which require a great deal more widespread careful and deliberation of
thought."

That isa gatement you will find familiar because it is very smilar--
(Inaudible.)

But then it comesto actua recommendations and suggestions. | will

just go through these. We may reformat them. We may adopt Alex's format. We will
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try to get to the substance of some of these and see-- At least get a sense from the
committee. We don't haveto-- | don't want to take a vote at thistime, but | want to
get asense for where we are.

And the-- And it proceeds therefore and says, "The commisson
therefore recommends the following for immediate action.”

And oneis, "A continuation of the current federal moratorium of
cloning human beingsin this fashion.”

And that is something that can be discussed. Last time, there
seemed to be, by itself at least, no disagreement on the commission.

But let me just ask now, again not focusing on how we phrase it or
which format it goesin, but just make sure that we see whét it is, what is the sense of
the commisson?

Does anyone have any concerns about that?

(No response.)

DR. SHAPIRO: Okay. Again, it goeson and says a second thing.
"Theimmediate request to dl firms, clinicians, investigators and professond societies
of the private sector to voluntarily comply with the intent of the federd moratorium.”

Now, | don't mean thisto be the last thing-- That is not meant to be
the last word on this subject. That isonly theimmediate action. We will come, ina
moment, to discuss amongst ourselves what, if any, kind of legidative action we might
require or ask for in that area.

But the question | have isjudt regarding immediate action thet if the

President shows he could immediately, that day, ask, for that moment, ask for
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voluntary compliance with the federal moratorium--(Inaudible.)--not only those who
are using federd fundsfor certain purposes.

Bernie?

DR.LO: Yes. | just want to emphasize sort of getting the sense of
the genera--(Inaudible)

DR. SHAPIRO: Yes.

DR. LO: (Inaudible) The specific wording.

DR. SHAPIRO: Correct. | agree.

DR. LO: For example here, | want to make sure embryologists--
(Inaudible)

DR. SHAPIRO: That isexactly right. We arejust trying to get a
sense of things here. We are not trying to decide now on the language, but | do want
to encourage commissioners who have ideas about language, omissions, and so on, to
please write them down. Also bring it up, but write them down--the most important.

Because what | hope we can do today is people we will be taking a
number of recesses during the day, and just work on improving some of these things.
And anything you can write down will hdp us enormoudy. (Inaudible.)

(Smultaneous discussion.)

DR.LO: (Inaudible)

DR. SHAPIRO: What | sense, at least in agenerd senseg, isthereis
no disagreement of that issue.

It then goes on to say that, "The commission further recommends’--

and here | think the wording is probably not as sufficient asthe ideais here--"the
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federd legidation extending human subject protectionsto al research settings within
the public and private sector.”

Now hereisan areawhere | think Alex made a very helpful
comment which | haven't redlly responded to yet in one of--(Inaudible.)--the fax.
Right? And you dl have a copy of that, too. It isafax to mefrom Alex on May 15th,
where one of the issues he brings up iswhat our intention is here, whether it will
expand the notion of research or just expand or reach this human subjects protection.

And thet is something that we will have to address, particularly |
think-- | don't know if Steve has--(Inaudible.)--cdlinica or experimenta Stuation,
dinica sdection or experimenta dtuation. And we will have to come back and think
about that carefully. It isavery good point.

But what this says for the moment is that--something that the
commissioners talked about a number of timesin different settings--iswanting to
extend human subjects protection to al research settings. And we will come back to
what we mean by "research,” and so on, but that-- Thiswill undoubtedly need further
language, but--

What is the sense of the commissoners? Isthere anyone on the
commission have, in agenera way, reservations about that? Taking Alex's point that
we have to come back and say explicitly what we mean by "research.”

MR. HOLTZMAN: | have aquestion.

DR. SHAPIRO: Yes, Steven?

MR. HOLTZMAN: | am fully supportive of that recommendation,

epecidly--(Inaudible)



10

11

13

14

15

16

17

18

19

21

23

DR. SHAPIRO: That isexactly right. It isagood point. How do
other commissonersfed? Something like that? Bascdly something like that?

Alta?

PROF. CHARO: Asyou know, the Human Subjects Subcommittee
was fagt getting to the point where we were going to ask the commissioners to make
some recommendations, and then the Dolly story hit and we kind of got derailed.

So | think it would be ddlightful if you chose to smply do two
things smultaneoudy, vote in favor of this recommendation, and | would like to say,
not without additiona materia about changesin actua research, kesping it Smple,
extending exigting notions of research to other--(Inaudible.)- - persons, and then
tackling the much bigger, more complicated question of the gray zone separately
because, by keeping it smple, we could adopt it as a separate resolution, like have
been coming down the pike, and then-- (Inaudible.)--the report.

MR. HOLTZMAN: If I could just tate the argument again; that--
again, | fully support the recommendation--we do not have areport backing up that--
(Inaudible.)--recommendation.

PROF. CHARO: But we were asked-- The only thing that was
holding us up were a couple of people saying, "Wdl, what is the scoop? How do we--
Whét is going on out there?"

And the answer has aways been, "We can't tell you what isgoing on
out there because the very absence of legidation means we don't have the data.”

But we did ask--(Inaudible.)--to help us out by giving us more

evidence of what they do know about and they came back and gave usthat evidencein
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those | etters we digtributed, so | am not sure what more we could possibly give people,
pending aresolution on that.

DR. SHAPIRO: Okay. There are anumber of people who want to
comment. Bernie?

DR. LO: Let meaddressthe point of whether we should have a
smple recommendation or one theat tries to address the difficulty of trying to define
what the dlinical research is, in the dlinica setting, and the dividing line between
research for protocols or unproven, innovative clinica practice.

It seems to me that where--(Inaudible.)--with regard to Dolly-type
cloning of human beings and-- (Inaudible.)- -research of doing thisasadlinicd,
innovative practice.

It is not research done with the intention of providing benefit to a
woman, a couple--(Inaudible.)--of infertility, and therefore, while | fully support
NBAC's recommendations about leading to subject research to federd guiddinesin
the absence of federd funding, | am not sure research--(Inaudible))

Aswedl know, that isavery common pogtion thet clinicians, |
think clinica investigators, take when they are doing innovative practices.

| think in the absence of addressing that issue head-on, a
recommendation, a smple recommendation, smply will not have any kind of--
(Inaudible.)--1VF dinicians-- (Inaudible.)

DR. SHAPIRO: Alex?

PROF. CAPRON: | agree with Bernie.

And if we are going to end up with a recommendation about
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legidation specificaly on cloning, then | think | would agree with Steve that we
probably ought to defer until we are able to fully eaborate and support this other
recommendation precisely for the reason that Bernie says.

Because it doesn't seem to me that Smply calling for an extension of
the human subjects regulaions is going to do very much to address the very issue we
have, the very loophole, of the person who does the manipulation, then says, "l am
now not doing research; dl | am doing isimplanting the way | would do if | were
doing any other IVF procedure. That is not research.”

And if we were not going to reach any concluson on legidation
about cloning, then it would be reasonable to say, "Well, we ought at least to bring this
under the human subjects protection area”

But, Alta, | guess| initidly was persuaded by you thet thiswas a
good opportunity to point to the need to extend, but because | agree with Berniell
would only bein favor of that extension, that endorsement, if we take the additional
step of saying we have got to make clear that thiskind of innoveative sep isaso
covered by these regulations.

DR. SHAPIRO: Larry?

DR. MIIKE: | am for including asmple statement in the report. |
think we would be defective if we didn't addressthisarea. However, it is quite Smply
to make avery smple statement and reference that to a more reasoned and elaborate
discussion and recommendation coming out of the Human Subject Research
Committee, which | think we are dl going to support anyway down the road.

DR. SHAPIRO: Rhetaugh?
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DR. DUMAS: | aminfavor of leaving the recommendetion in. |
redlize that it doesn't cover the issue of dlinica work, but | think thet it isimportant to
extend the protection of human subjects because we have two recommendations that
indicate, that recommends continuing a certain kind of research. And | think that we
need to make sure that we have appropriate extension of human subjects protection for
that.

| think we are dedling with two separate issues.

One is whether or not the current protection of human subjectsis
adequate to cover the recommendations that we are making. And my assumption is
we want to make that recommendetion to be sure thet it is accurate,

The second oneis the issue that Alex brings up, and | think we need
a separate statement to cover that.

DR. SHAPIRO: Thank you. Bette, and then David.

MS. KRAMER: (Inaudible))

DR. SHAPIRO: Beg your pardon?

MS. KRAMER: Lary madeit.

DR. SHAPIRO: Thank you. David?

DR. COX: | aminfavor of aseparate statement. | recognize the
loophole that may be the equivaent of the winds blowing through a crack in the door,
s0 you might aswell just open the door. And | would like to shut the door, even
though the winds can blow underneath. We will dedl with the cracksin the door later.

DR. SHAPIRO: Diare?

DR. SCOTT-JONES:. | am infavor of the recommendation overal,

1
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but I am concerned about how it is going to fit into this particular report. And | think
if we do include it we will have to provide alot more background information, alot
more judtification for it.

| would just regret seeing thisin herejugt in thisform asitis
because it gicksout. Inthisliging, it sticks out like a sore thumb. There has not been
the proper background for it, and | think it is important enough that we redlly should
give dtentionto it if we aregoing to indudeiit a dl.

DR. SHAPIRO: Alta, Steve and Bernie.

PROF. CHARO: Whatever background is needed, | think an
attempt should be made to supply some of it and seeiif it is enough.

I would urge people to think of human subjects protection
legidation as a two- step process.

Firgt, extending existing protection to everybody asasmplefirg
step, uncomplicated. We understand what research means. We cover the people that
are enrolled in where research currently is.

The second part; that we go and get at the loophole that Bernie has
identified, which is being addressed in other ways by other recommendations, was to
hear for the moment, is extremely complicated because everything in medicineis
innovative. Experimentation in medicineis the norm, not the exception.

What Alex has raised as a possible, or as a necessary part of this
endeavor, is advanced and complicated. And | would be distressed to find that this
ample, easy, no-brainer gets lost because it is now going to be tied to something way

too big and impossible to tackle a this moment.
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Findly, legidation. All the recommendations are not usualy
exclusve or interdependent. We don't know what is going to happen with them.
Some-- It may be that legidation passed specific to cloning, in which case this would
bekind of duplusin terms of being more than you need for the protection of peoplein
regard to cloning, but we don't know that there is going to be cloning legidation
passed. And this might well get passed because thereis abill pending.

| don't see why we have to give this one up because we have got
another piece that we are recommending.

DR. SHAPIRO: Steve?

MR. HOLTZMAN: With al due respect--(Inaudible.)--everybody
agrees. Let usgive them two different things.

(Smultaneous discussion.)

MR. HOLTZMAN: | don't think anyone at this table disagrees with
what we want to do here, or argueit is so important that what you want to do here that
it not ought be jailed in as alittle item here.

So one way we might do thisis to take the-- (Inaudible.)--

(Smultaneous discussion.)

MR. HOLTZMAN: --and insert the words in which it attemptsto
create a child using adult nuclear transfer technique might be--(Inaudible.)--or
something dong those lines.

PROF. CAPRON: | didn't hear--

MR. HOLTZMAN: Bascdly, | want to keep the sentiment, but

make it gpecific to, "Federd legidation extending to human subject protection to all
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research settings, whether in the private or public sector, it says, in which atemptsto
create, attempts to create a child usng adult nuclear transfer technique may be
attempted.” But--(Inaudible.)

DR. SHAPIRO: Okay. Bernie?

DR. LO: (Inaudible) But | think what Steveistrying to say islet
ustie our recommendation for federa legidation to--

(Smultaneous discussion.)

DR. LO: --cloning Situation to say that we regard any attempt to
cloning ahuman being to a nudear transfer-- (Inaudible.)- - as experimentation and,
therefore, we want to put it expresdy into a new category of meeting human subjects
protection as--(Inaudible.)

MR. HOLTZMAN: No. | actudly wasn't saying that. | was
actudly just saying I--

(Smultaneous discussion.)

DR. HOLTZMAN: --want you to take this recommendation that
research in this areg, this research, as research as defined, should be subject to the
human subjects protection.

I would then go down, further down, and say the commission dso

recommends to try to address Alex's point--(Inaudible) Anditisadmost an

acknowledge-- Y ou know, acknowledge there is aloophole and that that is a concern,

and that in effect it should be taken up. (Inaudible))
DR. SHAPIRO: Bernie?

DR. LO: Rather than trying to tie into what Steve was saying, | will

14
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try to rephrase what | wastrying to say earlier.

It ssems to me that we are concerned about trying to prohibit, stop,
the firg attempts to dter ahuman being, or the first successful attempt, in thet if
someone goes ahead and uses the Dally technique in humans, then dl the
consderations we are talking about | think are going to be thrown out the window.

So that it seems to me one of our concerns with avoluntary
moratorium isthat if it was effective, would that be an acceptable outcome? And |
think we are saying | think, with my section-- (Inaudible.)--thet if we redly don't
prevent the first IVF physician trying this, or doing it.

And it ssemsto meit isthat concern that a voluntary moratorium
won't work that we could let us consider, for example, recommending legidation.

And it seemsto me--(Inaudible.)--thisis not atiny loophole. Thisis
such alarge loophole that it is not going to be any deterrent at dl to an IVF physician.

| mean, we have seen thisdready inthe IVF sphere. Itisjust an
argument that thisis just not research; it isan innovative practice. And S0 it seemsto
methat if we are trying to put another barrier in the way of physicians who would
otherwise say, "What iswrong with doing it?" then | think we need to specificaly
make sure it isabarrier--(Inaudible.)

DR. SHAPIRO: Rhetaugh and Eric want to spesk, and then Alex
agan.

And then | am going to propose that we come back--(Inaudible.)
But, in any case, Rhetaugh--

DR. DUMAS. Well, Harriet raised a question about the

15
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recommendation kind of hanging unrelated to thingsin the report. And may that
might just argue from where the recommendation is placed in the line-up, because |
think it is related.

We are recommending that cloned and DNA sequences or cdl lines
continue, and that other work that is related to this areais continued. And wouldn't
that be sufficient justification to want to extend the human subjects protection?

PROF. CAPRON: Those aren't covered by those regulations.

DR. DUMAS. They are not?

PROF. CAPRON: No. That isthewhole--

DR. SHAPIRO: FEric?

DR. CASSELL: | would liketo seeit remainin. | think that it
serves apurpose. It hasaloophole, but it serves a purpose--(Inaudible)--and it isan
important next step that we want to go.

| dso would like to point out that the report asit is going to come
out is S0 srongly againgt cloning because of therisks that it would make a mgjor
mal practice--(Inaudible.)--coverage of both on the clinica and on the other Sde. Itis
avery-- It makesit very--(Inaudible))

(Smultaneous discussion.)

DR. CASSELL: (Inaudible)

DR. SHAPIRO: Alex?

PROF. CAPRON: | want to endorse what Steve said. | think
drategicaly we have got to recognize that the potentid- - despite Altas statement this

is a so-caled no-brainer--the potentia to have this report attacked because it went into
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something without the full discussion, that | hope the Human Subjects Committee will
have, and the full elaboration, is substantid.

And if we are, as Bernie says, not actudly pointing aloophole here
because the people who want to do it would say even if, like that, the Glenn bill
passed, and | am afraid that a bill from aminority member that till | gather islooking
for House sponsorship does not look to me like a sure thing, even if it passed, they--

And it takes X amount of time for regulationsto beissued, and in
the case of past human subjects regulation that was six years for the common rule to
comeout. Itisnot asthough these things happen rapidly. When we got done with it,
we gtill wouldn't have anything that addressed the principa thing we are worried
about, which isthe person who says, "Thisisn't research;” that, "What | am doing,
once | have the embryo, isimplantation and that is just stlandard practice now."

| would therefore think that it much better that we have a report
coming out, sometime between now and October, when we would fully address that
issue, givedl the argumentation that will be necessary to try to convince people that
that isthe step that isjudtified.

In other words, here we wouldn't be achieving anything, and we
would be potentialy miring this report in another debate, which | don't think isas
obvioudy going to be acceptable as Alta suggests.

DR. SHAPIRO: Jm?

DR. CHILDRESS: | very much support the idedl that is captured in
the stigma, but | think | agree with the position that | heard Steve heading toward, and

| would like to see us accept it.
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That for the purposes of this particular report, it seems to be better to
make sure that in fact we close the loophole without defining the overdl structure.
The overdl structure will come |ater.

And by targeting human doning here through the extension of
human subject protection, we are quite sureit is covered in the federd areaaswell as
on the private, and | think we may well accomplish something without perhaps raisng
some of the larger questions which we will try to addressfully later on.

DR. SHAPIRO: Okay. Can| ask the last comment you--

(Inaudible.)

(Smultaneous discussion.)

(Technicd difficulties)

DR. SHAPIRO: --which might even help usin how wefed about
thisone,

DR. SCOTT-JONES: Okay. | wasjust wondering if we could state
in this report our intent to congder this more fully?

And | think it isredly important not to tie thisimportant issue,
which does not have dl the controverda eements of cloning, to the issue of doning.
| think it is redly important to keep is separate.

DR. . That isagood point.

DR. SHAPIRO: Okay. Thank you. Those are very hdpful
comments. Obvioudy--(Inaudible.)

(Smultaneous discussion.)

DR. SHAPIRO: We will come back to thislater on today just to get

18
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amore accurate sense of where people are coming down.

Let usgo on to this next item here which, again, | ask you not to
focustoo drictly on language; it istheideathat | am trying to get a sense of the
commission--(Inaudible.)

(Smultaneous discussion)

DR. SHAPIRO: But this discussion has been very helpful on that
particular issue and--(Inaudible.)

(Smultaneous discussion.)

DR. SHAPIRO: The next item, which aso comes under
commission recommendations, we have to recommend carefully and narrowly focused
federa legidation to prohibit, in both the public and private sector, the attempt to
create a child usng adult nuclear transfer techniques.

We ds0 believe that such legidation should contain some type of
sunset clause, or some other type of provision, that would require usto review and be
assessed the continued desirability to subject prohibition.

That is not very eoquently worded, | would have to say, but | think
theideais pretty sraightforward; namely that we would support federd legidation:

One, to prohibit this in the public and in the private sector;

Second, that such legidation should be narrowly focused on what
we are talking about and not inadvertently into other areas such as cloning DNA
molecules and something of that neture; and,

Third, that it have some provision--the sunset clause is something

that we have talked about, but maybe there is a better way to put that--that would
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require us not to necessarily impact, but would require the country to review and
reassess the continued desirability of such a prohibition as two things happen.

One, as we get a better understanding of- - (Inaudible.)--and, two, as
ongoing discussons of ethica and moral issues continue, the country may find itself
coming to some kind of consensus which is either the same or different from whet it is
today.

Now, if you will recall, thisis the subject that we discussed right at
the very end of our last meeting. And initidly our discussons have been goingina
dightly different direction; namely that we have called for an extenson of the
moratorium, we have cdled for voluntary adherence to the moratorium in the private
sector. If that failed, we would then ask that the legidation be specific.

Toward the end of the last meeting, | think it isfair to say that most
of the commissioners, as| understood it--and correct meif | am wrong--redly thought
that legidation ought to come now, and not wait to see whether the voluntary
moratorium could take hold and, therefore, if that is the case, you would need some
kind of recommendetion to cal for legidation appropriatdy focused and with the
provison for reassessment some time.

That isthe guts of the recommendation. Now, to let you know how
the commissioners fed about that or--(Inaudible.)

(Smultaneous discussion.)

DR. SHAPIRO: Yes, Alta?

PROF. CHARO: (Inaudible.)--children now, but | am genericdly

uncomfortable with federd legidation as afirg-line gpproach in these areas.
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And | wonder if it would be sufficient to say that we don't think
people should try to make babies thisway right now, and that if legidation is
considered then it ought to be carefully and narrowly focused to the pivotd private
and public sectors, et cetera, et cetera. In other words, not necessarily endorse that
legidation be introduced, but recommend that if it isintroduced it consder thet it have
the following dementsiniit.

DR. SHAPIRO: Okay. Thisisthe exact--and | appreciate you
atticulating this--this is exactly the issue we were struggling with at the end of the
sesson lasttime. You have articulated it very well.

David?

DR. COX: Yes. | have, perhgps more than any other commissioner,
have been on the fence on this. (Inaudible))--as| am ill a the same place as| was a
the last meeting, which isin favor of the proposd you just made and--

DR. SHAPIRO: You are off the fence then.

DR. COX: | amoff. (Inaudible.)--issuggesting federd legidation.
Thereason why-- The dread of enforcement for meisto not have this quite artificia
distinction between federadly funded research and the rest of the world and | hopell
cometo believe that federa legidation is--(Inaudible.)

DR. SHAPIRO: Bernie?

DR. LO: | share Alta's skepticism about trying to legidate
everything, but | think again it goes back to if we are redlly so convinced that it would
be moraly unacceptable at this point to try Dolly-making techniques for baby-making-

-(Inaudible.)--then | think we need to think about whether our recommendations
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actudly present sound feasible policies to making sure that that works.

| am just concerned thet if we merely cdl for voluntary actions, that
we are ready to have discussion about whether we are going to try to bring research
protection in as well--(Inaudible.)

Maybe you could help us here. These people are impractica. That
isnat going to be enough. If they redly fed that strongly it iswrong, how come their
policy recommendations leave the door-- Again, to use David'swords, if we are
perceived as leaving the door wide open, as opposed to, you know, just anarrow
crack, people are going to | think question our credibility and our practicality on other
issues as well.

So if weredly believe, as| think we do, that it would be mordly
unacceptable, it ssemsto me we have to crack their recommendationsto give avery
high probability that that mord prohibition will be observed.

DR. SHAPIRO: Thank you. Let mejust make alogisticdl
announcement | was supposed to make directly at the beginning of the sesson, and |
gpologize. It isquite important that commissoners speek directly into the microphone
for purposes of creating a transcript and so on, so | gpologize for not making that
announcement &t firdt.

Jm?

DR. CHILDRESS: If we have a consensus, and | think we do, that
we should try to prevent this from occurring, at least for the time being, then it seems
to methat rather than viewing this, as Alta suggested, as a second step, | get that the

first steps was recommending-- (Inaudible.)--and make this something that we strongly
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recommend, but--

And the reason | can fed comfortable with that is--(Inaudible.)--as
you contested in the second part of your paragraph here, some way to review it, to
continue to review it, in light of what we are arguing is required; mainly continuing
assesament of the ethical arguments that are being offered for and againgt, snce
beyond the safety one | am not sure that we have a consensus about some language--
(Inaudible) Andthat iswhy | redly disagree with Alex. It ismordly unacceptable to
attempt, | mean, without the tempora of the patient there, | wouldn't be able to--
(Inaudible.)

DR. SHAPIRO: FEric?

DR. CASSELL: Wadll, firg of dl we are dl agreed that we think it
shouldn't be done becauseit isrisky. We have had trouble finding aredly good
reason why you should do it in the first place, even if it waan't risky.

And if you say | think we are going moratorium, it islike saying you
shouldn't have alaw, then you have-- Then we-- Why should we have alaw? If you
fed that strongly about it, you have got your sunset clauses, why shouldn't you have a
law? So that there are anumber of degrees and you have got it from both sidesto
meake it afirm prohibition and | think--(Inaudible.)

But why isit we are prohibiting--

(Technicd difficulties)

DR. CASSELL--we dl agree--(Inaudible.)--if we can't think of a
reason we should--(Inaudible.)

(Technicdl difficulties)



10

11

13

14

15

16

17

18

19

21

23

24

DR. SHAPIRO: Steve?

MR. HOLTZMAN: | guesswhat | would ask Bernieis--

| actudly support Altas position here because | think we were
discussing whether or not it was mord, right, good reasons, whatever, between germ
line and gene thergpy with the blue line gene. You al said that would be horrific.

And yet | am not sure this group sitting here would think it would be
agood ideato have federd legidation prohibiting--(Inaudible.)--set of gene therapy
with the blue line gene because of the nature of the legidative process and what can
happen in the context of the discussion of that kind of legidation.

It may be terminaly pragmetic, but | think that what we could do
condructively isjust say, if thereisto be legidation, hereiswhat it isit should
address, and hereiswhat it ought not do. (Inaudible.)

DR. SHAPIRO: Thank you. Arturo?

DR. BRITO: | just wanted to respond to something that Jm said. |
agree with what Jm said and the way he said it because | am alittle-- | definitdy
think there should be legidation prohibiting this use in private or federaly funded
endeavors.

| just want to express a sentiment about the term "moraly
unacceptable.” | don't agree that that is the reason. | don't think we can determine that
right now, that it is moraly unacceptable. | think it is scientificaly unacceptable.

And | just want to say that because | think it istoo risky right now to be doing this.

DR. SHAPIRO: Arturo, let mejust respond to that.

Alex isnext on list of people who want to spesk.
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| have been-- | guessitisredly apoint that Jm made, but | found it
very hdpful mysdf, that at the current time safety is an ethicd reeson and it is-- That
iswhere the term "moraly unacceptable” comes from.

DR. BRITO: Okay.

DR. SHAPIRO: It isbecause safety itsdf isan ethica reason right
now. There are other ethica reasons. And | found that a helpful way to think about it.
| don't indst onit, but that was a point that Jm made. | don't know when you made it,
Jm, but you made it a one point, and so that is where that comes from.

DR. BRITO: | just wanted to clarify that. Yes

DR. SHAPIRO: Okay. Thank you. Alex?

PROF. CAPRON: Two points. Thefirstisaresponseto Eric's
point.

| take the term "moratorium” to refer to the notion that something is
being foregone for atime; that the emphasis on moratorium. The method of the
foregoing could vary. We certainly do recommend professiond societies and others
saying thisis not acceptable now.

If we wereto have legidation with a sunset clause, that would be a
moratorium. There are, for example, many examplesin legidation now that include a
moratorium; that are described as a moratorium that are legidative, so | don't-- That
is-- To me, that is not adiginction.

| came into the room agreeing with the position that Altaand Steve
have taken, and indeed the recommendations as | drafted them have that language in

them. They do not recommend legidation. | did that for areason, partly what Alta
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says, and partly the sense that there is legidation pending. Thereisagood ded of
interest in that legidation.

And what | thought we could do was to say, if you are moving ahead
with legidation, these are the consderations that are necessary. And we get ourselves
involved in that process through this report, and | hope influenceit.

I think 1 have been persuaded in this discusson, by the postion that
you started with and that Bernie and Jm stated, that if we think that this should not go
forward and we are worried that thein vitro dlinics, in the aosence of legidation, may
not adhere to any voluntary restraint, because they have not done so even in the face of
the American Fertility Society and other groups restraints on other topics about in
vitro, that it makes sense not to leave ourselves in this awkward position of basicaly
saying there is aneed to prevent it.

A careful examination of the history of 1V would say that it doesntt
get stopped by voluntary restraints, so everyone would sort of wait for the other shoe
to drop. | would express-- | would expect the first question at the press conference to
you to be, "Are you in favor of federd legidation then?"

The other thing about saying something about federd legidation is
that what would be worse in this area would be a patchwork of state statues which
would probably be crafted much less carefully. And so areason for endorsing federa
legidation is that we can expect it to be uniform, and | think we can expect it given the
difference between the state and federa legidatures to be preferable.

DR. SHAPIRO: Thank you. Let mejust say for my colleagues that

are gtting up at thisend of the"U," | mean, they can-- When they raise their hands--
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(Inaudible.)--easier for you to see because you are not afraid | may ignore you. |
gpologize. We use--(Inaudible.)

(Laughter.)

DR. SHAPIRO: Bette, then Tom and Carol.

MS. KRAMER: Yes | think it isredly incumbent upon usto cal
for legidation. In the ethics chapter, we are basing the point that the primary ethicd
objection to the cloning is a safety issue, but a some other point--1 have forgotten
which chapter it is--we spell out various ways in which we see safety or potentia harm
from the exigting science to the people. And | think we are going to look lax on thisif
we don't do that.

The other part of-- The other part of the language that | wonder
about is| think | would like to see us stronger on recommending legidation. This
legidation creates a sunset clause. | think that that ought to be a strong part of the
recommendation in the light of our continuing call for continued expogtion of the
issue.

DR. SHAPIRO: Tom?

DR. MURRAY': Fird, let mejust say that | abandoned, in this
report, of something very much of the spirit of this particular recommendation.

Listening to the comments, particularly Steve's comment--
(Inaudible.)--we have both the advantage of having been the active participantsin this
conversation now--(Inaudible.)--two and a hdf years. People who we are
recommending will not have the--(Inaudible)) We should just be very mindful about

what we say, that will be read and interpreted by folks who may not be aware of--
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(Inaudible.)--activity do a recommendation-- (Inaudible.)-- probably not terribly
lengthy, but dlear explication at this point in time. And we must be particularly
careful to warn againg the dangers of--

(Technicd difficulties)

DR. MURRAY': That isjugt akind of reminder | think. If we can
bear that in mind, | am alittle more--(Inaudible.)

DR. SHAPIRO: Thank you. Carol?

DR. GREIDER: (Inaudible.)

(Technicd difficulties)

(Laughter.)

(Technicd difficulties)

DR. GREIDER: | havejust aquestion for some of the people that
don't want a practica line drawn--(Inaudible)) 1 know that thereisacertain-- There
are legidation that has been proposed in this area aready. If we come out and say
that we want to recommend legidation, does that somehow endorse some of the things
that are dready ongoing, even though we know there are problems with the language
in those areas?

PROF. CAPRON: No.

DR. SHAPIRO: | think that is the right answer and we will haveto,
if we do come out that way, we will have to articulate it in away that is pretty clear.
And | don't want to defend this particular language right now, but | don't think that is
something we need concerns us.

PROF. CAPRON: Caral, if I might, the only thing, it ssemsto me,



10

11

13

14

15

16

17

18

19

21

23

that an endorsement of legidation might cal on usto do, which we are not going to be
ableto do in thetime, isto propose our own Satute.

And actudly that was another reason why | originaly agreed with
Alta's and Steve's position here because | was afraid, if we called for legidation and
didn't have a hill to propose, someone would say, well, what is it--

And I think if we call for legidation, give our reasonsfor it, and say
it must distinguish between the work that is prohibited and other work and it must
have a sunset provision, or some other condition that alows it to be reviewed, we have
st forth what we think are the important parts. We are dso--

DR. GREIDER: We couldn't control it.

PROF. CAPRON: Weéll, we wouldn't have any control even if we
drafted something. It isjust that, in ordinary course, it sS;emsto me, acommissonin
this position ought, if it wants legidation, ought to give you the language of the
legidation. | don't think we have the time to do that, but we give al the dements
which should beiniit.

DR. SHAPIRO: Lary?

DR. MIIKE: | will just gtart off with saying thet this discusson sort
of reminds me of what we are talking about on the ethical sde about cloning being
people not wanting to give up their babies. 1t soundsto me like that isthe kind of
discussion we are having here. We want to issue areport and we want to control the
useof it. If weissueareportitisout there.

The sense that | had from the last meeting and for which | tried to

put in my set of recommendations was the moratorium was a temporary hold while we
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did something more encompassing and there was alegidative side.

I will put out anideathat | think legidation with asunset dause a
least forces areassessment. If we have a moratorium, along-term moratorium, what is
the impetusto try to end it? It just goes on forever.

The other part is that, even with sunset clause, the momentum of
legidation would be that every three or five years you look at it again and you
reauthorizeit. | think that that will come. At least it will force are-1ook.

And in my draft of the recommendations | looked a a moratorium--|
mean, alegidation--with or without a sunset clause, as merdy shifting more of the
burden for those who would want to end the ban so that, you know, just in terms of--
At least the sunset clause forces a reassessment, but the momentum il isto keep it
going. Without asunset clauseitisavery difficult hurdie to overcome, to try to end
that.

DR. SHAPIRO: Thank you. Any other comments? (No
response.)

DR. SHAPIRO: Obvioudy, there is some disagree here, but | think
it isfar to say that the mgority of the commissionersfed at least we should be
working on arecommendation like this, dthough some may disagree when we come
downtoit.

DR. DUMAS: Wédll, hearing Bette and Larry, | would suggest that
that recommendation be crafted such thet it isnot just abelief but apart of the
recommendation that the sunset clause be--(Inaudible.)

DR. SHAPIRO: Yes. Wel, wewill doit. And al thesethingsare
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going to be drafted probably this morning as we take the recess and try to settle some
of these things into better shape.

Let me go on right now to look at two other recommendeations that
arelaid out here which, whilewe | think al would agreed to, in fact | think we haven't
poent-- | want to just stop now and make sure that | have captured peopl€'s views
properly.

And they arefirg that, "Research and doning via adult nuclear
trandfer usng animas should continue to be permitted subject to existing regulations
regarding the humane use of animas and subject to existing regulation.” That is
somewhat redundant. We will have to clean that up, and review the procedures.

Let mejust read the second one and we will talk about both of them
together.

The second oneis "Cloning of DNA sequences and cell lines should
continue subject to exigting regulations and standards.”

So | think it is clear what we mean there. We will have to clean up
some language here. And let us just see how the commission fedls.

Lary?

DR. MIIKE: | have gtated this before. | don't think we should take
these on directly as recommendations. We are looking &t the subject of cloning for
human beings, so | would steer clear of the animad research area. It isjust sort of the
underlying assumption that that goeson. So | would not even mention it in the report.

The second part isaso | would rather have it as a statement rather

than a recommendation saying that these other areas are not effected smply by stating
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that "Cloning is usad in many ways by the scientific community and clearly these uses
of doning arenot a issue” And just Smply to make that as a Satement rather than a
recommendation.

PROF. CAPRON: That isagood idea.

DR. SHAPIRO: Alex?

PROF. CAPRON: | agree with the recommendation as you pui it.

And it seems to me that, beyond the statement, Larry, we have
reached a conclusion here, which isthat these forms of research do not implicate the
same ethical concerns that lead us to our recommendations on the prohibition. And it
isimportant to tie afactua description with an ethica conclusion.

DR. SHAPIRO: Steve?

MR. HOLTZMAN: It seemsto methereis adifference between
saying we bdlieve thiskind of research isimportant and it should go on, which we
could choose to say, and then the other approach which ismore reflected in Alex's
draft, which isto say whatever it iswe may be saying about baby-making, cloning, we
don't for aminute want this other stuff to be impugned.

So | think it will be--(Inaudible))--and | think even if wetake Larry's
position, when we are aready asked to comment on these other forms of research, |
think we would have some responghility, particularly, you know, if we recommend a
legidation to make sure that these other forms of research are--

(Smultaneous discusson.)

DR. MIIKE: | amin agreement. | am just saying that | don't think

we should devateiit to the leve of arecommendation.
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PROF. CAPRON: Itisaconcluson, isn't it?

DR. MIIKE: No. Itisarecommendation that we are stating right

MR. HOLTZMAN: Wadll, that ismy question. Does-- Which are
we saying? Which of those two? | mean, we can frame it that way.

DR. SHAPIRO: Wédll, let mejust-- | know there are others who
maybe want to say aword.

Itismy sense-- | don't have a strong feding about this way of
formulating versus the way Alex wanted it, but | think that | agree with what Alex
sad. Thereisalot of confuson on thisissue. And it seemsto methat these are
extremdy--(Inaudible.)--areas of acertain knowledge. (Inaudible) | am not trying to
preach to somebody. We dl agree on that.

And | think however we do it, maybe that we ought to highlight
somewhere that thisis a very important foundation-- (Inaudible))--medicineand it is
critica to continue. And that maybe there is a better way to do it than just
recommending this. And somehow we have to highlight that, you know. (Inaudible)

MS. KRAMER: Harold, maybe what we need to do is to take away
that phraseology of "recommends,” because if putting it in recommendsiit kind of puts
it into congderation of the foregoing bullets where we are inviting people to consider
what we are saying and agree or disagree or whatever. So just to take it out and
rephrase it.

MR. SHAPIRO: That isa possibility.

PROF. CHARO: The gart the rephrasing might be "The
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commission aso notes that research dada da, usng animds, will continue to be
permitted.” 1t doesn't change anything except the endorsement. 1t smply
acknowledges that is redity. And we could even say on the moratorium--

DR. DUMAS: | don't consider that an endorsement.

PROF. CHARO: Right. And say-- People are saying that they are
upset about the notion of endorsing it, but they aso want to highlight the fact that
thereisaregime doing animd research. Y ou can just say right up there, "We know
thet thisexists and will continue to exist."

DR. SHAPIRO: Alex and David.

PROF. CAPRON: | will passfor the moment.

DR. SHAPIRO: David?

DR. COX: Yes. | think that from the scientific point of view, and
certainly | would like to persondize what we heard from avariety of people testifying
with respect to the science, is that the biggest thing the scientists don't want to see
happen is, due to a misunderstanding of the facts, ongoing important research is
screwed up.

And | think that | am very in favor of gating explicitly what we
don't want to see the legidation involving, but | quite agree that | don't think there
should be arecommendation, but | would like to see a statement ether tied, you know,
to the legidation of badcaly saying that we are not talking about- - (Inaudible.)

DR. SHAPIRO: Jm?

DR. CHILDRESS: | know this might be too weak to recommend,

may not be expresdy what we are after, but someone used the language of "conclude,”
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and something that really does indicate, as we need a connection with what we are
saying in the legidation, the kind of narrow focus we think that legidation should
pass.

So | do think we need avery strong statement. | think the only issue
isto how we now structure that?

DR. SHAPIRO: Alex?

PROF. CAPRON: | guess, precisdly then responsive to Jm's point
and David's point, | would invite you to look a Section V in my recommendations
because | try to do exactly that.

Thereis arecommendation, but the recommendation isthat any
regulation or legidation be carefully drawn so as not to interfere with thiswork. And
then we don't endorse the work, but we Smply say it is a separate issue; it doesn't raise
the same ethica issues and it shouldn't be swept up.

DR. SHAPIRO: | think, infact, | am very glad that Alex pointed to
that.

(Smultaneous discusson.)

DR. . But we support it.

DR. SHAPIRO: If you could look a Roman V, it is on page 2 of--
(Inaudible))--Alex'sfolder, and | think he has just characterized it very well. | am not
going to repeat that. But it is helpful to look at to see how he--

(Smultaneous discusson.)

PROF. CAPRON: And obvioudy the language here may aso need

alot of tinkering--



10

11

13

14

15

16

17

18

19

21

23

DR. SHAPIRO: (Inaudible)

PROF. CAPRON: --but that isthe intent.

DR. SHAPIRO: And that certainly is another way--maybe way--in
which we find more easy agreement for dl of us.

Widl, why don't people take some time to make sure you look &t that
and we will come back to this issue because--(Inaudible)

But that isavery helpful suggestion and | think Alex's language
may in fact bring us closer than something that | have got down here.

Let usgo onthen and-- Excuseme. Steve, | think did you want to--

MR. HOLTZMAN: (Inaudible)

DR. SHAPIRO: Okay. Let usgo on and dedl with some of the
other issues here. And we will be circling back on dl the other issues during the day.

This particular set of recommendations will go on to say the
following. "The commisson aso notes, Snce different ethicd and religious
perspectives and traditions are divided on many of the important ethical issues, and
support any attempt to creste a child-- (Inaudible.)- - techniques, and we recommend
that."

And then there are | guess one bullet here and | will hold on that.

"The federd government--(Inaudible.)--very widespread in its
continuing ddliberation and incompletion upon theseissues.” That just comes--

Again, | dorit want to--(Inaudible.)--of our discussons and our draft
documents that we believe that continued serious ddiberation on these issuesisredly

essential, as we go forward.
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And let me just go to what isthefinal one here and that isthe
language, which is redly adopted from:-for those of you who have read carefully--
really adopted from Alex's memo to me, that he faxed to me, and it says, "Findly, ina
technological age ademocracy requires that dl citizens are actualy equipped to
participate in the process of evaluating the effects, the effects of new scientific
developmentsin helping to shape--(Inaudible.)"

And thisisthe bullet. "The federd government seek other
gppropriate opportunities like information and education to the public on--it should be-
-science and cloning and on other developments in bioethical science and practice.
These developments appear to have an impact on important cultural practices and
commitments.”

Now these, at onelevel, are not | don't believe controversa ones.
The commission has talked about this many times. Thereredly are two aspectsto
this-- (Inaudible.)

Oneisthat we think continued serious ddliberations are very
important.

And, two, isit called for the federa government to find gppropriate
opportunities for education, and so on, in this area.

Now, on the former | redly don't think there is any differences
between this.

On the latter, that is the issue where we are asking the federa
government to find opportunities to provide information and education in these aress, |

think we do have--(Inaudible.)
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At least | have sensed some differences between us regarding how
generd versus how specific a cal we want to make here. And so | will leave both
these issues up for discussion. | don't have any intense views on the issue mysdlf.

Anybody have any comments?

Excuse me. Eric?

DR. CASSELL: My only concern- Thisisfine, even with alittle
bit of change. My concern isthat sometimes a cdl for education is a motherhood
thing, you know. And how can you knock it?

I mean, itis-- Then people say, "Well, if we are dready educating
evaything--(Inaudible) And if that were alittle stronger then we--(Inaudible)) And |
would like usto be alittle ronger. | don't think we have to recommend exactly how
it be done, but we should point--(Inaudible.)

DR. SHAPIRO: Diane?

DR. SCOTT-JONES: | agree with Eric that it should be stronger.
And | think the language of it is a bit soft and tentative because it says "when these
devel opments appear to have an impact on..." | think we could state more-- At least
date "because these devel opments have an impact on," instead of softening it to say
that only in some ingtances would we realy want people to be educated. We should
aways want that.

DR. SHAPIRO: David?

(Smultaneous discusson.)

DR. COX: Yes. Part of the--

Although thisistricky to get the badance right, | guess for me one of
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the ways to strengthen that is to emphasize that you want-- It is education, yes, but
you want people to be--Inaudible.)--with respect to the facts, you know. Y ou want
them to have the correct facts of the discusson. And | think that perhaps one way to
drengthen thisis that we are saying what it is we want to educate people with, you
know, to have the correct facts.

DR. SCOTT-JONES:. Could | just--

DR. SHAPIRO: Diane?

DR. SCOTT-JONES: | just want to add to that. | think what David
has said aso places some of the burden of this education back on scientists and the
science community because the scientific community should make sure that people
have access to the facts, so the burden isn't just on the people who we are considering
uneducated but it is on the scientific community as well.

DR. SHAPIRO: Other comments? Beite?

MS. KRAMER: | believe | had suggested in an e-mail on this
subject that perhaps we could strengthen it further by asking that a specific agency, or
a specific body, have the obligation to oversee this education so it is not digpersed and
its effectivenessis attended to both in addition to cost effectiveness aswell.

DR. SHAPIRO: Other comments or questions on this? Steve?

MR. HOLTZMAN: While agreeing with the sentiment, Bette, |
don't think that this one piece of hard biomedica technology deserves a specid
organization to be responsible for the education.

And | think it was suggested that, as a recommendation, that an

exising body, for example, the NIH--(Inaudible.)--or whatever, and we might get into
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that kind of recommendation  So--(Inaudible.)--clarify it. Do you mean-(Inaudible.)

MS. KRAMER: Wéll, somebody-- Either somebody had pointed
out or something that we read said that the National Academy of Science had an
education program going on, the EL S people have a program going on, and | think
that one of the things that we have seen in the Genetics Committee is that there are lots
of things going on out there. Thereisno centrd regisry. Thereisno way of
knowing.

And | have not-- | have the feding that whatever educationa efforts
are ongoing are dso widdy dispersed and | think that this cuts into the effectiveness of
it and also makesit alot more costly.

| guesswhat | am trying to say is| recognize we are not-- Thisiant
the proper place to try to be proactive, which was an earlier call that | had made, but |
beg us to do something more than just say "amen.”

PROF. CAPRON: Wéll--

DR. SHAPIRO: Larry? Just asecond. Wdll, Larry wanted to say
something.

DR. MIIKE: Well, dso--

DR. SHAPIRO: He dso pointed out that if you look at Alex's draft,
item Roman VI--isthat right, Alex, Roman V1?2--it redly is, one, probably a better
articulation for what-- (Inaudible.)--down hereand is-- Y ou might also look at thet as
we are taking about it-- (Inaudible.)- - coser to what you have in mind and very much
moreterse. And that will be--(Inaudible.)

DR. MIIKE: | guess-- | guess| amacynic ontheeissues. These
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are to me like whenever we do policy studies we dways call for more research. Itis
sort of like the one thing you dways include as a generic recommendation.

It is the execution and the impact that isimportant and | aways-- |
just never know whether, you know-- Y ou ether have atotaly comprehensve
gpproach that istotally and redigtic in gpplying, or you try to be so specific that it
hasn't much impact so--

DR. SHAPIRO: Eric?

DR. CASSELL: Wadll, one of the things that has brought many of us
to the Sde of astrong change of statement is the ignorance that greeted Dolly. Now, if
that is-- Now, if that iswhat came about with al the educationa efforts--(Inaudible.)
And s0 | have afeding that we ought to make that quite clear. We ought to-- One
way of saying that is that ignorance--(Inaudible.) 1 mean, that, the announcement of
Doally and that is not a powerful statement.

DR. SHAPIRO: All right. | think that, again, | do recommend and
we will try to--

PROF. CHARO: Oh, | ansorry. (Inaudible) Areyou going to
offer comments that aren't related to education?

DR. SHAPIRQO: | am going to come back to this.

PROF. CHARO: Okay.

DR. SHAPIRO: To additiond issuesin a moment.

PROF. CHARO: Thanks.

DR. SHAPIRO: | just warted to repeat what | said a moment ago;

that it might be very hdpful to-- (Inaudible.)--education, and look at Alex's Roman VI.
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(Inaudible.)

Let medso-- Yes Educaion? All right.

MS. LEVINSON: Weéll, while not necessarily proposing--
(Inaudible.)--point out that the charter contains a phrase that allows the commission,
or authorizes the commission, to make recommendations-- (Inaudible.)-- specific
agencies and that those agencies--(Inaudible.)--back on their response to those
recommendations-- (Inaudible.)

DR. SHAPIRO: That isagood reminder. Thank you very much for
thet.

PROF. CAPRON: Could | have a point of information on that?
This issue has been out on the table alittle while.

Have we had--because | haven't seenit--alisting of the present
science education efforts by NSF, NIH, including EL S, et cetera? | mean, it would
certanly--

If we were going to take up your recommendation, Rachel, which is
in many ways away of being much more focused instead of saying federa
departments and agencies but listing the onesthat are rlevant. | just wonder if that is
reedily available to us?

I mean, for dl | know, the Defense Department, in its science Sde,
sponsors a certain amount of education on science issUes, et cetera, et cetera | just-- |
would be-- Wedl--

DR. SHAPIRO: Wdll, in answer to that question in part, one, we

haven't got alisting, or at least | don't see one. If we have one, | haven't seen it.
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Second, | know of no agency in the federa government that does not
have g, that sponsors research that does not have an educational dement init. 1t may
be good, bad, indifferent, large, small, but they dl haveit.

PROF. CAPRON: And Princeton is the recipient of funds from dl
of them.

DR. SHAPIRO: And Princeton isthe recipient of dl of them.

(Laughter.)

DR. SHAPIRO: Unfortunady--(Inaudible.)

PROF. CAPRON: But you are working on it?

DR. SHAPIRO: Yes. Always.

(Laughter.)

MR. HOLTZMAN: Thisisn't-- Thisissomething | would ask
people ought to think about as we go into arecess, triggered by Eric's satement, and
that is are we calling for more education or education to include this new issue where
we will be saying the fact that people respond- - (Inaudible.)--should give us pause to
reflect on what kind of job we are doing.

And the recommendation is more aong the lines of stop, ask
yoursdf, "Isthisworking?' How can we reformulate this education so that it does
work?

DR. SHAPIRO: | will just say something about education and the
point that Eric made regarding the response, initid response, to this.

In some sense theinitid response was uncorollated with, in some

sense, how wel educated you were. Some of the silliest responses came from the best
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educated--(Inaudible.)

(Smultaneous discussion.)

DR. SHAPIRO: And that itsdf was actudly the most striking
aspect of thisasfar as| am concerned. People just responded very quickly. Often
people who should have known better, and did know better, two weeks later when
they stopped to think about it, it was one of those cases where people talked before
they thought. One of those many cases.

(Laughter.)

DR. SHAPIRO: And so that was redlly the most striking aspect of
it, tome. | wouldn't expect alot of people, even very well educated people, to
understand just what science has been accumulating regarding cell differentiation, and
dable-gate, and so on. That isafarly sophisticated literature of its own, which most
people would not even--scientists would not--normally be following.

And s0 there are some limitsto that. And so | think we have got to
be careful about where we are talking about education here. It isnot just to those
people, some unwatched group who don't know anything. It isareflection of-- Wall,
it isthe broader question and-- Wdll--

DR. CASSELL: Wdl, itislike--(Inaudible)) The depth of the
belief in genetic determinism seems to be unassailable, and yet it is a fundamenta lack
of understanding which becomes an education--(Inaudible.)

DR. SHAPIRO: Alta, Bernie.

PROF. CHARO: Yes. | mean, Rachd, thank you for the invitation,

but | would like to urge us not to take you up on it and to return to where we Started
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which was amuch more generd statement, not only because of the complexities of

who needs to be educated but, number one, | don't think, even though we have spent a
lot of time onit, that cloning isredly the most important thing in the world of science
today, or in the world of things to be learned today. Itisredly kind of asmal thing.
And we arejust kind of overly focused temporarily onit.

And, second, if we were trying to identify the things that you would
love to have educationd efforts focused on, thet are related to cloning, | think that you
probably would start looking at areas that are not cloning-specific but are more
generdly important, like biological determinism and the dilemmas faced by more and
more information about genetic influence coming out without it necessarily leading to
genetic determinism in people's minds.

And that isavery complicated empiricaly-based discusson. Itis
more than just what agencies are doing; it is who knows what, where, how, when?
And we talked earlier today about wanting a stronger empirica base before we go
forth with recommendations that have legidative impact across the board. | think this
makes amuch stronger case for restraint.

And so we would like to just say thank you very much, but no
thanks.

DR. SHAPIRO: Bernie?

MS. LEVINSON: | didn't- | didn't make a recommendation. |
just--

PROF. CHARO: | know. | know.

DR. SHAPIRO: Bernie?
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DR.LO: Yes | think thisisan areawhere we dl have very strong
fedings that we would like to see better understanding of the science and also | think
better understanding of the socia ethica policy implication for science.

How to say that in away that avoids Larry's trap of making sort--
(Inaudible.)--is very tough.

And | also want to say that | think alot of people devoted a
congderable amount of time--(Inaudible.) | know Bruce Alberty(?), who is now
president of the National Academy of Science, | think Harold Varmus, the director of
the NIH, have both thought alot aout public, increasing public understanding of
science and awareness of the socid implications.

Again, we need to say something strong but also say something that
Is sengble and doesn't sort of fit, that acknowledges the efforts that have been made
and builds on that rather than sort of gppearing | think that we know how to do it.

(Smultaneous discusson.)

DR. LO: (Inaudible.)--try very hard and obvioudy--(Inaudible.)

DR. SHAPIRO: Carol?

DR. GREIDER: | want to disagree alittle bit with something that
Alta said, and not disagree with what you meant.

(Laughter.)

DR. GREIDER: (Inaudible) Wdll, you said a couple of things.
And that wasthat, in the area of education, cloning isavery minor issue. Although
the actua production of Dolly might be aminor issue, | think it actudly brings out an

extremely mgor issue, which iswhat you ended up saying, and thet is the area of
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genetic determinism.

PROF. CHARO: Right.

DR. GREIDER: And thisis something that we are going to be
dedling with in the Genetics Subcommittee at least for the rest of the stuff thet we are
going to be doing.

And agreeing with the idea that there was an initial response to
cloning that pointed out to me a great misunderstanding among the public and among
scientigts in terms of, you know, what genes can do and can't do.

And | think thet thisis, athough it isaminor thing now with
cloning, it is going to be avery mgor component, and so we are talking about
education as amgor thing we need to educate about that was the problem with
coning.

DR. SHAPIRO: David?

DR. COX: That was my point.

DR. SHAPIRO: Yes. Alex?

PROF. CAPRON: | very much agree with Carol's remark and with
yours. | can seein our chapter somewhere, when we talk about the need for education,
using, for example, the genetic determinism misunderstandings.

I would not be in favor of our highlighting, in the conclusion itsdlf
and the recommendation for greater effortsin this area, digparaging comments about
the ignorance that was displayed by other people because a certain amount of that, it
seemsto me, isaway of saying they disagree with what we think isright.

And these are points about which there will be arguments, and the

47



10

11

13

14

15

16

17

18

19

21

23

arguments are not smply other people should learn the facts. The facts themsaves are
part of something about which people can disagree, and what afact means, and what is
evidence of that fact, and so forth. So science isn't something that a scientist can tell
you and then you accept it and there is no argument about it.

So | just want to be cautious that we not set sort of, with the back of
our hand, in avery prominent way in our conclusons, say the reason we are
concluding thiswas, "My, God, were people supid when they talked about this
subject.”

DR. COX: That iswhy Carol's point is so important because it ties
together what you want to apply the factsto.

DR. SHAPIRO: Steve?

MR. HOLTZMAN: Let'sseeif | can get thisright. Maybethereis
something though that belongs up front which isn't an impugning of this or that group,
and that is something to the effect of the reaction to Dolly, the spoke of one spread,
misunderstanding of the roles of genes, or amisunderstanding of awidespread belief
In genetic determinism.

(Inaudible))--and then, therefore, we even wanted to addressis the
need for educationa efforts of whatever kind to redress that problem because of its
potentialy profound implications way beyond Dally in terms of issueslike--

(Smultaneous discussion.)

PROF. CAPRON: Yes. | guess| were prefer that in adiscussion
because | am aso not comfortable with saying that the only area of education that

needs attention is genetic determiniam, or that thet is the only important ethica
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problem.

| agree with you; that is one of the ways this connects to a broader
project, Carol.

But in terms of saying that that was the problem or putting,
highlighting that too much, Steve, as opposed to having it in the discussion, | would be
alittle concerned that we--

DR. SHAPIRO: | think it istrue that thiskind of extreme version of
genetic determiniam, if we can call it that, will comein, in anumber of spots of the
report, for discusson and in content of saying, you know, we--(Inaudible.)--and cause
ussometrouble. That will be an important area of thought.

And | agreethat it would be very difficult for usto pick a subject,
even one as big asthis, to highlight here because, you know, we could argue dl day.
"Well, indead of dedling with this, we will deal with number two." (Inaudible.)

(Smultaneous discusson.)

DR. SHAPIRO: You know, it isjust not-- We can't redly do it
here. But it will-- That isacriticaly important issue in this discusson and it will be,
certainly be, in the report.

Let mejust go on now to-- Let me adso direct your atention right
now to an item which, in fact, | had meant to include in our recommendetions. | did,
butit-- Itisltem VII--Alex's--which | think is not controversd. And let me just draw
your attention to it. And that is the United States Government should cooperate
with its foreilgn counterparts to enforce any common aspects of the respective palicies

with respect to the doning of human beings. That is-- | had meant to have something
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likethat. | just didn't--

(Smultaneous discussion.)

PROF. CAPRON: It isdrawn from Larry and Alta's previous--

DR. SHAPIRO: So that, in my judgement, should be part of that
statement, or something very close to it, should be part of the things that we
recommend.

Are there any comments, questions, concerns, et cetera?

DR. MIIKE: Only in that--

DR. SHAPIRO: Lary?

DR. MIIKE: Would we take this on as our, as one of our,
responsbilitiesif we leave it open?

Alta?

PROF. CHARO: Can somebody-- Inone of the comments on the
last, on the third, drafted policy draft, it asks what does this mean in terms of gene
andyds? And | threw in afew examples. It isdiffuse and would not involve us. Isit
amaiter of when there are--

Y ou know, it depends on what happens here, through legidation or
actudly crimina pendtiesin another country. Will we have legidation for crimina
pendties? If both countries have smilar policies, smilar pendties, do you have the
basis for amutua enforcement of one ancther's lawsin away that takes place
routindy and is not involved in checking with the commisson? | mean, there are
routine channels of cooperation that would be invoked.

DR. MIIKE: | only meant whether, in Altal's recommendation of
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that, whether we would take on the issue, take on the respongbility of seeing what
amilar bodies in other countries are doing because they would be following the issue
in their particular country, as | would guess we would.

PROF. CHARO: Thedigtinct--

DR. SHAPIRO: My expectation -

PROF. CHAROQO: | am sorry.

DR. SHAPIRO: Excuse me, Alta My expectation is that we will
indeed follow that, but | don't think that we should anoint ourselves right now as--

Thisis agovernment responshility to be taken, and the government
should decide how it wants to ded withit. It may giveit to us; it may not. Sowe
have got plenty on our agendain the next year and so that | don't want us to take on
anything that would require awhole new effort. But we could get assgned to it, or
asked to do it, and so on, and we would have to reassessiit, aswell as--(Inaudible.)

Okay. Let memake a- Arethere any--

PROF. CAPRON: Thereisone other matter.

DR. SHAPIRO: Excuseme, Alex. Yes?

PROF. CAPRON: We had discussed, and | had therefore included
in my attempt to put together a consensus statement, something that appears under 111-
D, on page 2, and that is the notion that there might be established a continuing
oversght function.

And | thought in our discusson we had not come to the conclusion
that we should say thus, or come to the conclusion that it should be something separate

from the Recombinant DNA Advisory Committee--1 mean, some people have said this
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isjust agross form of genetic therapy, just dl the genesingtead of selected genes--or
some new body that would have respongbility to keep track of what is happening in
mammalian cloning and what the implications of thet are for our primary
recommendation, which isthet thisis unssfe a thistime.

And | think that we need, at some point, to--

DR. SHAPIRO: | think you areright. | am very glad that you
pointed that out.

AsAlex sad, thisisItem B, the top of page 2. Thisiswhat Alex
has.

And Alex isright to have pointed out that we haven't had any
thorough discussion of that but it did come up--(Inaudible)--and the issue here, as|
undergand it, is that we need a recommendation, but that we consider assgning the

respongbility for monitoring ongoing development in science, either with an exigting

body or anew body, as | understand the recommendation. And | think we need to see

how people fed about it.

David, then Bette.

DR. COX: | amin favor of such arecommendation, athough | want

to be careful about being too specific. Having awhole bunch of independent boards

for each separate thing is not necessarily agood-- | am very in favor of it becauseit is

timely.
Thereis an overriding independent recommendation coming down

for thiskind of a body, particularly with respect to genetic information. Primaxily they

are being focused-- Mogt of those arrows are pointing towards the Secretary of Hedlth
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and Human Services to figure out away to put thistogether. So | think that, in
conjunction with dl of those recommendations, for avariety of other sources, this
would be very timdly, particularly coming from this commission.

(Smultaneous discusson.)

DR. SHAPIRO: Bette?

MS. KRAMER: | wasjust going to put in the context of our past
discussons. And | think it redly came up primarily at the law bucket, a the law and
policy bucket meeting, and it was in the context of do we want to consder making this
kind of a suggestion or--or--do we want to consder making a suggestion for a sunset
provison? Not that we couldn't do both, but that was the mgjor discussion at that
time. And | don't think we ever resolved it; we just talked about it.

DR. SHAPIRO: Tom?

DR. MURRAY: | would be reluctant to vote for such a
recommendation unless | had a clearer sense of just what the mandate-- (Inaudible.)--or
aprecise picture of what is supposed to be--(Inaudible.)

DR. SHAPIRO: Alta?

PROF. CHARO: | am dso not inclined to vote in favor of such a
body. Asdrafted in this particular example, it doesn't say that. It saysthat it should
be-- The government should consder making such athing. | do agreethat it could be
tied back, as it dways has been, to the question of sunset clauses.

And the way it has come up, and the way that they combine--
(Inaudible.)--is going to recommend legidation with a sunset dlause. The question is

what triggers the sunset?
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And the two choices are automaticaly based on time or based on
some substantive criteria that has been met, and somebody has got to decide what the
criteria are and whether they have been met, which implies the existence of some
group of people, or an existing body-- (Inaudible.)

And 0 if the recommendation on legidation were written to say we
think it isimportant that there be & - (Inaudible.)--visting this and that the government
should condder the actions of automatic sunsetting or the use of some kind of body
that will have atention to criteria

We do not have to endorse the body. We don't have to get into the
details of it which, | agree with you, is where we would get into alot of very
complicated discussons that will leed to alot of disagreements--(Inaudible.)

Did that-- | mean, | know--(Inaudible)) And | wonder if that would
satisfy you?

DR. SHAPIRO: Tom, then Alex.

DR. MURRAY:: Yes. Thelanguage here is much more broad than
that, than--(Inaudible)) Look at things but--(Inaudible.)

PROF. CHARO: That istrue.

DR. MURRAY: (Inaudible.)

PROF. CHARO: That istrue. | have outlined something much
narrower.

DR. MURRAY: Yes

PROF. CHARO: Yes.

DR. MURRAY': But that is actudly to be highlighted-- (Inaudible.)-
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-we expect them to do, and what functions. And | have asense that thisis very, very--

(Smultaneous discussion.)

PROF. CHARO: Right. Thisis--(Inaudible)

DR. SHAPIRO: Alex?

PROF. CAPRON: Waéll, clearly the way this was intended is
responsive to what Bette said and aso Alta; that this body could be the one that meets
the language under point C, where it says a sunset clause or a set of specific conditions
to be met.

But | would suggest that, even if you have atempora sunset clause,
it would be very vauable to have this group, which would be--

Tom, | think these are quite specific and vauable functions; both
keeping abreast of developmentsin the field, engaging in further ddiberation on the
ethicd issues, and engaging the public in that process.

So that when the sunset is up we don't have alegidature suddenly
saying, "Whoops, we have got the cloning issue to think about again.” Y ou ingtead
have them expecting that a report will be forthcoming from this body ayear before the
sunset clause expires updating the commisson'sinitid work in thet field. Becausel
expect that some of these issues could be further refined, that there would be thought
about them, the public's views woud be better understood, et cetera, et cetera. So it
could relate to both forms of atempora or a conditions-met moratorium.

DR. SHAPIRO: Let me make afew comments on this set of issues.

Firg of dl, with the option of ether having what people cdl a

tempord sunst; thet istime--two years, five years, eight. Y ou live with the number
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you pick--vis-a-vis having conditions that are met, | am not at dl in favor of the laiter.

| think thet of the five, our greatest wisdom is to describe those
conditions mysdlf in away that maybe will be meaningful and will, in fact, generate
pretty reliably areassessment. We just don't know enough about how thisisal going
to progress and so on.

So | mysdf--trying to think this thing through--redly aways get
back to some kind of tempora number. | understand it isarbitrary. That iswe don't
know whether three, two, seven. | think that al sunsets are arbitrary. But at least you
know it happers.

Whereas a set of conditions which are very, very difficult to draw

properly, | think--

PROF. CAPRON: What if it Smply said prove that the procedure is

sdfe. Let the-- The procedure goes ahead in India and they create 100 babies this way
and there are no birth defects and you have to say, "Well, we can't argue on the safety
ground anymore. We have to have other reasons.”

DR. SHAPIRO: Wéll, that isright, except that other issues may
come up which have uslook, or have some people--not us necessarily--look at the
safety issue in asomewhat different framework, somewhat different light. 1 just think
these are very hard things to anticipate.

But, in any case, that isjust my sense of it.

What if-- Would it meke any sense at dl to think of atempord
sunset clause and ask not for an ongoing body necessarily, but you could dso-- You

know, an N-1. You could trigger astudy, for example, from NBAC, or some other
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appropriately designated body.

Thiswould get us away from setting up a new body and redly not
necessarily carry something on dl thetime. That may or may not be necessary. The
science will-- Science and policy will look at thisissue. But an N-1, whatever--

PROF. CAPRON: Y ou can say to astanding or ad hoc board.

DR. SHAPIRO: Right. Right.

PROF. CAPRON: You could phrase--

DR. SHAPIRO: (Inaudible.)

PROF. CAPRON: If you were concerned that we not seem to
endorse the cregtion of anew federa bureaucracy.

DR. SHAPIRO: Right. Thatis-- And | am concerned about that.

Caol?

DR. GREIDER: | agreewith that. | would like to endorse amotion
of asunset clause astempord and--(Inaudible.)--and | want to point out that the sun
usually does set on atempora--

(Laughter.)

DR. GREIDER: Usudly not based on some et of conditions.

DR. SHAPIRO: Bernie?

DR. LO: | dsowant to second Carol'sideafor a sunset provision
and an N-1 review. And review it for N-1 years.

| think one of the problems we face is that we have so many good
ideaswetry to do them dl a once. | think that we should make sure we get, we focus

on sort of anarrow god of trying to achieve it, which is--(Inaudible.)--away of
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reviewing the issues again before the sunset, before the sun actualy sets, so there can
be aforum for discusson.

And | would like to sort of make sure we state the purpose and the
need for that kind of recess without specifying the structure under which that, or the
process by which that is taking place because then we get dragged into al sorts of
questions of permanent bodies, ad hoc bodies--(Inaudible.)--so | think that--

It is more important we establish, in principle, that there has got to
be aresponsible review mechanism, ayear or two years, or whatever, before the
sunset clause sets.

PROF. CAPRON: Ninety days.

DR. LO: Whatever.

(Laughter.)

DR. LO: (Inaudible) Be careful not to sort of tack on too many
things to one function. | mean, again, it would be nice if one body did dl the things
indeed, but it is not clear to me that the body that reviews a year before the
moratorium, before the sunsst, is the same body that should be engaged in--
(Inaudible.)

(Smultaneous discussion.)

DR. LO: We need to not find-- Have that body read too much,
make sureit--(Inaudible)

DR. SHAPIRO: Lary?

DR. MIIKE: Yes. | wasgoing to suggest that actud legidation--

Say Bernie Lo will discuss ethicd issues and Altawill discuss policy issues.
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(Laughter.)

DR. MIIKE: Butjustintermsof-- | think any legidation, with or
without asunset clause, it is essentia that within that legidation thereis set up a
review <0 that there is a reasoned body of evidence before the discusson goesonin a
legidative sesson.

| dso think, from the educationa side or just for the continuation of
thisissue, we do need to have aperiodic review. So it isessentid within either set of
circumstances.

DR. SHAPIRO: Bette?

MS. KRAMER: Yes. And to go further perhaps | will make a
motion that we volunteer Carol and David as the reviewing committee.

PROF. CHARQO: | will review sunset--

MS. KRAMER: An N-1, right?

(Laughter.)

MS. KRAMER: Y ou know, to get back to the education issue for a
second, | was wondering, Since | know when the Genetics Committee reconvenes and
gets back to itsinitid agenda, or to its origind agenda, that as we issue reports we are
going to, I am sure, going to have aneed to cal for education and maybe, maybein a
broader timeframe, we will have more of an opportunity to investigate whet is going
on out there and to maybe do some thinking about it.

So perhaps, for the purposes of thisreport, if we just make a strong
endorsement of the attempts that are being made and add our voices, we will have an

opportunity to speek to it further somewhere down the road when we can do it with a
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DR. SHAPIRO: | am sure this 90 days will not be the last time
NBAC looks at these issues--(Inaudible)

Any other comments right now?

What | am going to propose is that we recess for awhile and I, and
perhaps one or two others, will struggle alittle bit with trying to improve this language
and incorporating some of the suggestions that have been made and talked about with
Alex and see about which of these frameworks would--(Inaudible) And 1 just need
some time to struggle with some of the suggestions that were made.

(Smultaneous discussion.)

DR. SHAPIRO: So just one announcement before the recess. |
don't know how--(Inaudible.)--struggle dong with this, so | will ask peopleto redly
day inthe areq, at least if that is possible.

| would also like to say that there are some press people from Japan
who are here that would like to interview members of the commisson. Anybody who
isinterested, they are in the back over there. | am sure they would like to speak to
some of you, if you have an interest in doing 0.

S0 let usrecess. | am going to ask Alex to speak to you so we can
work onit. And al right. Wewill probably need & least ahdf an hour.

(Whereupon, at 9:25 am., there was a recess.)

DR. SHAPIRO: Let us start on the next aspect for discussion-
(Inaudible.)

| redly want to turn now to Dr. Lo, who will bring us up to date on
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the work he and his colleagues have been doing on what we caled the ethics chapter,
ethics bucket, the ethics area, in which we are trying to articulate what are the most
difficult sub- parts of this report.

So let me now turn to Bernie just to bring us up to date on where
thet effort is.

ETHICS CHAPTER

DR. LO: Weéll, the ethics bucket and ethics chapter are along way
from achieving the goa's that we want to achieve.

| will try to, firdt, articulate the moral/ethical consderations thet are
pertinent to the Dally-type cloning, and secondly describe the framework for what we
hope will be afuture discusson of--(Inaudible.)

Last night we had a- We aways seem to have these sessonswhere
we sort of look at what we have done and say, "We haven't redly accomplished what
we are trying to accomplish.”

And | think we are going to need some widespread reworking of the
chapter. And Jm Childress and Tom Murray and--(Inaudible.)--and Tricia Backlar
and | tried to, in away, to Sart to work oniit.

Let mejust say that the changes that will be made from what you
havein the email | sant--1 guess it was Thursday--fird, there is agreement that the
introduction needs to be changed.

Our current thinking is to make the introduction much, much briefer
and to start with four or five representative quotes from people from reports we have

had, quotes people made and used sort of exemplifying the range of responses. And
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then very quickly to trangtion into the arguments, the ethical considerations, both with
regard to individua acts of cloning and with regard to the practice of cloning and
socid policies relating to cloning.

| think we do want to start with individuad Stuetions first becauise,
fird | think it iswhat people think of. It iseasier to think about specific Situaions and
often individua cases to bring up sort of points that otherwise would--(Inaudible.)

But | think we want to get-- We are going to have to move alot of
materid somewhere esein the report that--materid that, for indance--deals with the
differences between ethical consderation of individua acts and cases versus practices.
| think it is very nicdly done.

Y ou know, | say that because | think, you know, it isredly true--
(Inaudible)) But it appears, sorts of get in the way, of sort of getting to the sort of the
meet of the issues,

What we have doneis aso redized that the current way of sort of
ligting things out doesn't hang together. It issort of alot of sort of arguments that
don't sort of--(Inaudible.)--whet the relationship is. And we are now thinking of sort
of rearranging things in amore structured and alittle bit more coherent way. And that
iswhat you have here.

| guess what we would like to do is sort of try and think through the
outline because | think without a sort of coherent outline sort of the text is not going to

dand done ather.

And so what we want to do is, firgt, start with the con arguments and

then the pro arguments, because | think that is most of what we hear and thisisredly
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sort of driving the public concerns. And then separate that into con arguments that
redly relate to consequences of cloning, from the onesthat are wrong in and of
themsalves, sort of regardless of whether they lead to other undesirable consequences.

And another consequence is you want to separate out harms and
risks to individuas, start with that, and then go to harms and risks to important socia
culturd mord values.

And then we sort of listed, within the harmsto individuds, the
various types of harmsthat might befdl the child who results from cloning, if thet
were ever to be acceptable, as well asto the women sort of undergoing your oocyte
definition of gestation.

And then under socid vaues--that redlly has been the mogt difficult
section to write--taken with alot of input from various people who are redly
concerned about socid relationships of justice, control, human dignity and
modification.

And then separate from the consequences, we want to have a section
that redlly groups together the arguments thet redly are argumentsthat cloning is
wrong in and of itsdf, whether or not an individud is harmed--

(Smultaneous discussion.)

DR.LO: --inasort of specific way.

And there | think we are redlly talking about it violating people's
dignity, including, you know, boundaries of treeting, you know, treating children as
clones, as objects, rather than as full, whole persons.

So that is sort of-- We are trying to find structures where the
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individua arguments, individua argument framework, which | think is pointed out.
We arenot-- Thisisredly asort of an opening for discusson. Itisredly away of
suggesting how further discussion might proceed.

Other than the concerns at the present time now, the risks being
unethica, which was the risk from acceptable, there is not agreement on alot of these-
-(Inaudible.)

The--(Inaudible.)--con and in terms of the pros and then, and get
Separate out the argumentsin favor of cloning, and real consequentid arguments that
argue that cloning might provide benefits, and we sort of separate out benefits, and
what kind of benefits.

And then we have ancther big section on the arguments in favor,
arguments that were not based on-- (Inaudible.)- -but a rights-based argument that have
to do with--(Inaudible.)--rights to procreation or-- (Inaudible.)--children.

So that is how the thinking redlly radically restructured the sort of
what the meat of the ethics chapter.

| am reminded of a-(Inaudible.)--of one of our intensive care units
in our hospitd who said, "None of usisasanat asdl of us”" And | redly think that
what we need now isalot of input, alot of thought from al of you asto how to sort of
structure this part of the report to make it as clear and as helpful as possible.

So | encourage you, on your trip home, or within the next couple of
days, to take alook at thisand send in, let me know what you think are waysto
strengthen the structure.

| think once we do that, sort of moving things around to the places
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they now appear isavery possble aspect, a hard conceptudization, sort of building
the scaffolding framework that isimportant, we are going to try and get thisto the
point aswel as possible, as strong as possible.

Because redlly what we are calling for isaframework in asense, &-
(Inaudible.)--by which people can continue the discusson. We are not trying to settle
the arguments, other than a recommendeation: - (Inaudible.)--framework, which will,
you know--

DR. SHAPIRO: Okay. Thank you very much. And let me, if |
could, just make one or two comments right now. Of course, there will be others.

And perhaps before | comment | should turn to other members who
have been thinking about this. So let me seeif Jm or Tom or Eric would liketo
comment. Yes?

DR. MURRAY: Yes A coupleof quick things. One, | think | like
Bernie's--(Inaudible.)--but | think there should be another barrier. No one has been
caled to be as--(Inaudible)--rather difficult group of people at times and--(Inaudible.)

(Smultaneous discusson.)

DR. MURRAY : (Inaudible)--thank you, for mysdf--(Inaudible.)

DR. - Yes

DR. MURRAY:: A coupleof things. And oneisvery minor, athat
isjugt that, in this outline, you probably want to move the rights out to the--

(Inaudible.)
Secondly, | think there has been-- Thisisredly avery condructive

move forward. And | think we have many of the dements, but | think you should
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know that much of the text will remain, but there will be alot of shifting around as--
(Inaudible.)

And thirdly, there actudly is dready anew text for some of these
things that we think of as smply an improvement over what wasin the last verson
you saw. And | would--(Inaudible)

I think you have to be very careful-- (Inaudible.)- - here about making
sure that none of the-- Y ou have asked the group to explain the arguments that people
have made--(Inaudible.) Y ou do not in any way-- (Inaudible.)--oversdl the importance
of genetics--(Inaudible.)

DR. LO: But that isan important point that Diane and others have
made and is crucid. (Inaudible.)

DR. SHAPIRO: Carol?

DR. GREIDER: | just want to make one comment. Although we
have been discussing issues of how it isthat things are worded to avoid the issue of
genetic determinism, and | am happy to work very hard on the wording of things--
(Inaudible.)--there are also though are issues about keeping exact, the content of this
lig--(Inaudible.)--that gets to the issue of genetic determinism.

For example, pulling out, under harms, control. Reading from the
text that is currently here, cloning alows anew kind of control, no longer just--
(Inaudible.)--but positive eugenics, selecting the traits, the current- - (Inaudible.)--
athough such efforts to control the child are only--(Inaudible.)--important for
environments of even stating that somehow you can control a child because you have

determined the genetics of that child, that-- Just that concept in and of itsdlf is steeped
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with ideas of genetic determinism. And so it isnot just the wording, but some of the
magor issues that are here that really need to be carefully thought out. And perhaps
control isan issue that has been raised in the public. There needsto be an eement of
that here.

But to just Sateit that directly, asif there is some inherent way to
control a child because you know what the geneticsiis, is ingppropriate.

And so it isnot just moving around and restructuring how these
things are ordered, or somehow changing the wording, but some pretty fundamentd
Issues about what have come out of thisthat | have concern with.

DR. MURRAY: May | make aquick follow-up?

DR. SHAPIRO: Yes. Go ahead.

DR. MURRAY: Caul, let me seeif thiswould help. Redly some
people think thisiswhat is going to happen. And | think maybe we need to just be
very careful when we write thisand say, "L ook, thisisn't aview that may be out
there” Some people may believeit. Itisin fact an erroneousview. Itisawrongful
view. | mean, a dangerous view.

But if we were to make a clear distinction between what we sort of
heard people say and then treat each statement very expresdy so that the people may
say, who read this, and say--(Inaudible.)

Would that help?

DR. GREIDER: That would help to some degree. Although the
way that these things are listed- - that these are the benefits and these are the harms--

just gating it in that way, from the outset, even if, a the very beginning, one hasto be
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very careful.

DR. LO: (Inaudible)--benefits and harms?

DR. GREIDER: Right. So we can work with the individua--

DR. LO: No. I--(Inaudible)

(Smultaneous discussion.)

DR. GREIDER: | just wanted to point out thet it--

DR. LO: No. I think that is very important.

DR. GREIDER: --is somewhat the language, but it dso isthe mesat
of what isthere.

DR. SHAPIRO: Wdll, in terms of what the issue isthat Carol is
rasing now, that sameissueistrue-- It dso gppliesto some of the other things listed
here. That is, harms are not things that we claim together unanimoudy are harms.
These are just important consderations raised by others, some of which we may think
of aswrong, some of which we may have no judgement on. And we, in fact, we just
try to make that clear.

On genetic determinism, we al agree on what isinappropriete. On
others, we may just have to say that--(Inaudible.)

Alta, then Im?

PROF. CHARO: | think though-- | agree with what you said, but |
think that there is going to be a subset--

DR. GREIDER: Yes, but thereis--

PROF. CHARQO: (Inaudible.) I think thereis going to be a subset of

things where we actualy go one step further to address Carol's concern.



10

11

13

14

15

16

17

18

19

21

23

A long time ago, | think | remember Kathi saying something about
the benefits of perhaps having asingle page that describes what cloning isnot. Itis
amog like cloning myths. Hereisamyth.

And some of the things that have been dleged as harms, that we
have felt compelled to write about in the text, no matter how ludicrous, grow out of
the myths. The ideathat you do cloning and suddenly the resulting person is of the
same age as the person from whom you obtained the cdll, or the idea that this personis
now going to be used asaminefor vita organs. We are going to take their heart out
and kill them.

These are the kinds of things that are so ludicrous thet to even
discuss them in the part that calls them harmsisto in fact continue to regpply themin
away thet | think isadisturbing pardld.

We can identify the subset, pull them out for thiskind of high
profile cloning fears and myths, and then not have to treat them in the harms section,
and in the harms section discuss only those things that are arguably harms.

And we dont al have to agree with each one of those, with each one
of those, but at least let uslimit it to the onesthat are at least arguably harms, not
thingsthat are clearly silly, but that are out there because of the sciencefiction, out
there because of-- (Inaudible.)--out there because of occasiona gross
misunderstandings, even by the best educated people.

DR. LO: | would like to follow-up and say thisis very hdpful. It
seems to me there are very different kinds of things we want to, we might want to pull

out.
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One of the things that are inaccurate scientificaly, that people are
cdaming thiswill be what doning is about--(Inaudible.)

There are another st of things which are redlly examples of cloning
that are so outrageous and repugnant that everyone would agree that they would be--
(Inaudible.)--and thase include buying and sdlling, killing of clones and using the
organs for some other purpose, probably cloning an adult without his or her consent.

And it seems to me we should be able to elevate those to the status
of what we can now single out the risks, unacceptability of risks at the present time as
being absolutely-- (Inaudible.)--may get lost in the context of some people saying thet.

It would be helpful to get some feedback from the people about
whether conceptualy, and sort of have a presentation separating out those things from
the rest of the outline-- (Inaudible.)--as you go through this discussion.

| have heard-- | think alot of you have sort of voiced smilar
concerns to what Carol was saying and thismay be-- | mean, | think one strategy isto
make sure we always bracket, "It isclamed that," or, "It isargued that,” so thet it is
redlly clear we are not describing--(Inaudible.)

But ancther isto redly pull out the thingswhere we redly are--
(Inaudible.) Part of the chapter; that is some say but others disagree; some say but--
(Inaudible.)

DR. SHAPIRO: Okay. It looks like you do want to speak. Eric,
Jm and Diane?

DR. CASSELL: Wél, inthe emergency ward in which | trained--

(Inaudible.)--Bernig, it said, "It is better to be rich and healthy than poor and sick.”
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Areyou going to leave in--it isnot in this outline--but are you going
to leavein, a the end, what you have here, and the only one about, "In rebuttal to
ethica concerns,” and the genera comments that you have at the end of your chapter?

DR.LO: Wdll--

DR. CASSELL: The differences between ethicd analyss and
individua acts of ethicd andysisfor the public, and so forth?

DR.LO: Yes. | think it needsto bein there somewhere.

DR. CASSELL: Yes. | do, too.

DR.LO: (Inaudible)

DR. CASSELL: That isjust what | wanted to say because just
because it is not on the outline it is till--

DR. LO: (Inaudible) Thisisjust part of the chapter with avery,
very shorter introduction, and then a trangition section that leads to the ethics of the
policy and law section which is the difference between actua and ethical
consderations regarding actions versus ethica-- (Inaudible.)

DR. CASSELL: Right.

DR. LO: Sothat--(Inaudible))

DR. SHAPIRO: Jm?

DR. CHILDRESS: | am jud following up--(Inaudible.)--working
onittoday. | understood that we could get this better. | understood thisto be just
amply focusing on that central part of the chapter, and that the other things would be
therein terms of the introduction and some conclusion.

One way to perhaps address part of the concern that Carol and Alta
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and others have mentioned, on the control part, part of what is a issue there isthe
effort to control, not to control, but the effort to control, and whether that effort to
control, as expressed just in cloning, but aso didn't have various measures--
(Inaudible.)

So some of what is a issue there, | think in this discussion, could
fdl under other headings without actud-- (Inaudible.)- -because it isredly the effort
that--(Inaudible.)--some of the difficulties.

One last observation, one | had before. | hope that other things,
something about the ethics section now, but that we will kegp in mind the language, all
the sections can relate to each other.

And later when we come to the religious perspectives section | have
tried, in the most recent revison, to highlight some of those connections and | would
hope--and Bill Freedman reminded me of thisin a conversation--that some of the
comments we have in the science section, and in the religious perspectives section,
and in the other section are dl closely rdlated so we shouldn't smply, for instance,
quote those who are working in ethicsin this section, and so forth, but there are ways
in which these do relate together.

DR. SHAPIRO: Thank you. Diane?

DR. SCOTT-JONES: | just--

DR. SHAPIRO: Excuse me. (Inaudible)

DR.LO: Jm, | liked what you said about control made up of the
key concept. Would "interntion to control” be better than "effort to control?' | mean, |

think you are right, there is another concept you get a--(Inaudible)
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DR. CHILDRESS: (Inaudible)

DR. SHAPIRO: Okay. Diane? Sorry.

DR. SCOTT-JONES: In reading through the various drafts of this,
It s;ems that some of the examples that are given as possible benefits, as well as some
that are given as possble harms, redly rely on amisunderstanding of the reation of
genetics and environment in human development, and maybe they could be put
together in a section instead of being placed as they are.

And | think Jim's suggestion thet, instead of control, put either the
effort to control or intent to control, because that is based on a misunderstanding of
what one could do by replicating the genes of an adult.

So it seems to me that the chapter needs to do more than it doesto
clearly state that some of the proposed benefits, as well as some of the proposed
harms, are based on misunderstandings.

And | would place theidea, which is1l1-E in the draft that | have,
reproducing an exemplary individud, that belongs in the same category as the intent to
control because they are both extremely misguided.

And | think they shouldn't-- They shouldn't be separated here
because they are part of the same phenomenon, and that is the assumption that you
will control a person by replicating the genes of an adullt.

And | have afurther comment.

| think that we should redlly avoid cregting a socid category,
"cone" And | think our society haslots of socia categories that we put people in that

have an dleged biologica basis but are redlly socid categories. And | would hate to
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See us add "clone’ to the ligt of those that dready are damaging in our society.

So, for example, under "reproducing an exemplary individud,” 111-
E, there are statements, "Providing only the genes of afamous person would not
ensure that the clone will replicate the accomplishments. Indeed a clone would be
unlikely to match such achievements unless the environment were also conducive.”

Y ou have dready created a socia category. And | think we should
avoid doing it, even though it might be unwieldy to say, "The person created by
cloning.” | think we should force oursdvesto do that.

And then, findly, | think thet there are various versons of genetic
determinism, and amogt any genetic determinist will dlow that there is some role of
environment, but after alowing that they dismissit.

And | tried to write alittle bit. | redly didn't have timeto do this. |
just brought with me some of the things off my shdlf that discuss these issues,

And | had circulated a statement summearizing some of
Lawonten's(?) work, where he talks about that we are not buckets, we are not empty
buckets at birth. And I think, since we use the bucket metaphor to describe our
working groups, maybe we could use it to illugtrate that we don't begin life as empty
buckets with environment being just water that fills the bucket.

But thet is one verson of genetic determinism. And it isinherent in
some of the ideasin this chapter, but it iswrong, and | think we should get rid of it.

End of speech.

DR. SHAPIRO: Tha isavery hdpful comment. And | mysdf am

trying to work through some of this. It is very uncomfortable every time | have used
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that word clone, but didn't have the imagination to come up with something better.
But some of your remarks have helped alot in that regard.

So | think we should be very conscious of that. Sometimes alittle
languegeisalittle-- It seems more difficult but, in fact, serves us better in the long
term. It isavery hedpful remark.

David?

DR. COX: | would like to continue where Diane left off with
respect to thisissue of genetic determinism.

And | think, as difficult asit isfor me persondly to accept, it isthat
there is alarge number of people, and many of them are my scientific colleagues, who
actudly believe strongly that genes determine everything. And | think that for usto
pretend that that is not the case--

DR. MURRAY: Itisjust our genes making us say that.

(Laughter.)

DR. COX: --isared mistake.

And so | think that it is a strategic mistake to get into this argument herein the
ethics section because some people will strongly disagree with us when we say that genetic determinism
iswrong, factually wrong. They will say that we are factually wrong.

So | would have the following suggestion isthat, if we point out,
that whether you happen to be a genetic determinist or not, that, in either case, cloning
human beingsis not an ethicaly good idea and thet it is not an ethicaly good idea for
some of the reasons that Jm Childress laid out, which have to do with the

consderations of the person. Being a person, being an individud, and not being an
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object and not being a clone, as Diane said, but being a person who evolved from
being cloned.

| think that what this does then, it puts our efforts on showing not
that you are abad person, or you are intellectudly wrong if you are agenetic
determinigt, but thet, even if you believe that, then that thet is not theissue. Theissue
isthat there are other reasons why, you know, these things are benefits and risks.

So | think | quite agree with what Diane said. The commissioners
should be careful not to endorse the position of genetic determinism. | believe that
mysdlf. On the other hand, | think we have to be cautious not to dismiss it because
there is a significant fraction of people who, in my persond view, are quite naivein
how they useit, but it exigs nevertheless.

DR. SHAPIRO: Okay. There are aquite anumber of people who
want to talk. Tom, and Carol, and Eric. Tom?

DR. MURRAY: Yes. Diane, thanks for the reminder about the
importance of not making, of redefining clones as sort of another category. That was
very-- That was extremely well put. And sheisright.

And | think we could smply say in the outline we recognize it only
aschorein the end, dthough | think we will ill leave in the text of the thing--
(Inaudible.) We just haveto-- | hopeyou will help us. Wewill dl try to be mindful
of thet.

| do want to disagree with you about the organization of the ethics
section. | think genetic determinism issuch abig idea, and it is so pervasive, that if

we organize the section around that, that it would-- It would sort of lump--
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(Inaudible.)--al the other categories. What | would-- | just fed like it would work
better if we had a separate section--now, | don't know where it goes--(Inaudible.)

(Smultaneous discussion.)

DR. MURRAY': Maybe it goes somewhere in the science section.
Maybeit just-- Wefeature it as something in the introduction.

(Smultaneous discusson.)

DR. MURRAY': Something there. And then we refer, in each of the
times where it comes up in the ethics argument, we refer explicitly back to it and not
evadeit. Just say, "Look, this redly depends on the view of genetic determinism,
which we find scientificaly not credible, or scientificaly fdse" Whatever. Whatever
language you want to use.

But | would not turn the ethics-- | would not organize the ethics
section around it.

DR. SHAPIRO: Carol?

DR. GREIDER: So thisissue about where genetic determinism
goesisamagor thought in thereport. | think it comes down to that, if it hasto be
throughout, and along the way people have made suggestions about maybe putting it
in a section, a science section, having to do with this, and asit is constructed so far,
the science section has been mostly just the details of how Dolly was made.

But now let uslook to this, and thinking about it, and Diane
suggested it to me earlier today, and Kathi just suggested it again, | think it would be a
good ideato have an explicit section in the science section deding with it, partly in

regponse to what David just said, which is there are anumber of scientists that would
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cdl it genetic determiniam.

DR. COX: They will rasetheir hands. We were just a a scientific
meeting and | asked how many people were scientific, genetic determinists, and
people raised their hands.

DR. MURRAY: We won't ask you where you were.

(Laughter.)

DR. COX: (Inaudible)

DR. GREIDER: So because of thet, to have it in the science section.

But aso, apoint, to follow-up on what Tom just said, to have
something in the introduction--there is some language like that right now--to make it
even more explicit in the introduction, that we can then refer back to eech time. |

think we would go along way for doing, you know, to dedling with the concerns we

have.
DR. SHAPIRO: Okay. That ishdpful, Carol. Areyou going to--
DR. GREIDER: And | will write that summeary.
DR. SHAPIRO: (Inaudible) That isright.
(Laughter.)
DR. SHAPIRO: If youwill get that to Kathi so we can review it.
Okay.

Ericisnext.
DR. CASSELL: | am sort of struck as| listen to this about the
history of determinism. | mean, it goes back to the idea of innate ideas. It was

attacked by Descartes and swept away by the tabula rasa of the enlightenment. And
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in our own century we have had psychic determinism once again that came up. |
mean, the classical-- (Inaudible.)--on the freedom of individuas to be themsdves, or
free will if you wish, makesit clear that whenyou go after it, you have to go after it
very strong.

It isnot Smply somebody's mistaken fact. It isan inherent concept
and innate idea about where freedom and liberty lie.

DR. SHAPIRO: Bernie?

DR.LO: Yes. | think thisisvery hdpful.

(Smultaneous discussion.)

DR. LO: And I would fed much more comfortable having the
section of genetic determinism in the science chapter as opposed to the ethics chapter
and we can just refer back toit.

DR. GREIDER: 1 think it should be both. | wasn't saying teke it
out.

(Smultaneous discussion.)

DR.LO: (Inaudible)

DR. MURRAY: May | ask--(Inaudible))

DR. GREIDER: Yes

DR. MURRAY: : In the ethics chapter we might actudly want to add
asmdl section which talks about some of the sort of socid uses that genetic
determinists ideas--(Inaudible.)--for example, and that might be-- (Inaudible.)

DR.LO: Yes. | seethat we need to think thisthrough. Some of

thisdearly is scientific. | mean, what would it mean to have Dallysin different
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I would like to sort of--(Inaudible.)--what mean by genetic
determinism because | think people, you know, mean awhole lot of different things.
And | think we should sort of lay thet out.

| think Eric was getting to an important point about putting ethics--
(Inaudible.)--notion of redtrictions over free will; that you redly are determining the
way; that you cannot choose to go down a certain path. 1t seemsto me that iswhat the
ethics needs to be about.

| think Diane has raised some very important issues having to do
with sort of aculturd historica context in Americawhere idess of determinism have a
particularly--(Inaudible.)--history of--

It seems to methat is another issue we need to put in which is not
now in thereport. | am not sure where it should go, but | think we are talking about a
lot of different things that we are wanting to insert. And | just think we need to spend
alittle more time thinking through where it is going to go and who is going to write it.

DR. SHAPIRO: Let mejust make one suggestion and we can come
back in a second.

Dianeis next.

Thereis, right now, the way the introduction is drafted, thet thereis
akind of free satement there that says something about-- (Inaudible.)

(Smultaneous discusson.)

DR. SHAPIRO: (Inaudible) Andwe could certainly work in the

introductory section on saying that so we will have something. And | will work with
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others | will certainly get thet in the introduction in some hopefully helpful way.

And then | think Carol--you obvioudy fed very strongly about it--if
you could draft something for the science chapter. And we could share dl thisand it
will help those who are doing the ethics chapter to decide just how they might want to-
-(Inaudible.)-- and take their own specia view of it.

DR. GREIDER: A lot of it though is rewriting what we dready
have.

DR. SHAPIRO: Right.

DR. GREIDER: It isnot adding a section.

DR. SCOTT-JONES: I--

DR. SHAPIRO: Diane. Excuseme.

DR. SCOTT-JONES: | just wanted to make surethat | say it so dl
the commissioners can hear it. Carol and | discussed this during the bresk.

We are not saying that we should supplant genetic determinism with
environmental determinism. We are not saying that this report should endorse a
tabula rasa view or anything likethat. It isdeterminism in itsdlf thet isthe issue here.
It is neither one nor the other, but that human development is propelled by the
interaction of those two and they can never be separated throughout development.

DR. BACKLAR: | want to say that | think it would be exceedingly
dangerous for usto start to address free will.

| think the issue hereis environment, the effects of the environment
and circumstances, how, where one is brought up, where oneisborn. 1-- I-- | am

very nervous that you are going to address free will. | don't think that any of us meant
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that. | hope.

DR. SHAPIRO: Wél, | don't know if any of us meant it or not, but
what are you so frightened about?

(Laughter.)

DR. BACKLAR: Because| think it will derail much of the
discussion.

DR. CHILDRESS: If | could tag onto that. Yes. | think it would be
amigaketo try to think of it only, as Eric's comments aready suggested, it isalong
and complex history based in--(Inaudible)) Thereis nothing we could say without
getting into--(Inaudible.)

DR. SHAPIRO: Bette?

MS. KRAMER: | want to pick up on Carol's comments because |
hope that if we put in adiscussion of genetic determinism in the science chapter thet,
again, that we are not going to let some of the language, asit currently sandsin some
of these sections, go forward because | think that by eevating some of the arguments,
thet | think are so deterministic, to the same leve of others will minimize the
importance of the redly sgnificant issues.

I mean, for instance, some of the section of theright to rear childrent

(Smultaneous discussion.)
MS. KRAMER: --whereit talks about making, cresting a child that
isgoing to musicaly proficient is something--

| mean that is so determinidtic that, by including it a the same level
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So | think, again, it redly has got to be-- Y ou can put it where you
want--| mean, the language of genetic determinism:-but it does haveto betied in.

DR. LO: Okay. Let metry to say something here.

DR. SHAPIRO: Bernie?

DR. LO: Some of these actualy come out of very specific
arguments that were made by certain members of the commission, actudly people
who aren't here. | think at some point--(Inaudible.)

(Laughter.)

DR. LO: But--

DR. . (Inaudible)

(Laughter.)

DR. LO: | tried to get--(Inaudible) But | think though isthisthe
sense of the committee as awhole; that some of these things that--

(Smultaneous discussion.)

DR. LO: --individud people havefdt fairly strongly about detract
from:--

(Smultaneous discussion.)

DR. LO: And | think | need to be able to say that thereis going to
be some judgements made as to what this--(Inaudible.)

(Smultaneous discusson.)

DR. LO: And | fdt sorry for some of the people who have spoken--

(Inaudible)
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DR. LO: --maybe we are finding unacceptable aren't here to sort of
givether sdeof it. But | think | would like to be able to interpret thisto say that
people have advanced these very examplesto saying, "We are sorry. We don't think
we can improve those."

Isthat the sense of the group? | just want to be able to--

DR. SHAPIRO: Wél, let me say on that--(Inaudible))--true in this
report; that lots of ideas are not going to be included.

DR. LO: These are people, these are people--(Inaudible.)

(Smultaneous discussion.)

DR. LO: Some peoplefdt, | mean, very strongly about an advance-
-(Inaudible))

(Smultaneous discussion.)

DR. LO: --saying, "I am not convinced by what you dl are saying.”
(Inaudible.) So, okay.

(Smultaneous discusson.)

DR. LO: | think that is very helpful because | believe he works
quite well.

DR. SHAPIRO: Okay. Let mejust say onthe-- Whilel think alot
of the comments that have been made have been extremdy hepful and informative, |
think that the reorganization that you have suggested helps an awful lot. That itis
redly amgor sep forward in my view, and should enable usto go-- | think will

enable you, Bernie, and his colleagues to see, in a pretty straightforward fashion, and
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very hdpful.

DR. LO: | thought this has been extremey helpful.

If I could just make one other suggestion. Diane, | thought you
very, very wisdy brought in points of sort of an higtorica context--(Inaudible)) Can
we ask you to draft a paragraph or two on that? Because | think it isnot in here and it
Isimportant.

DR. SCOTT-JONES: Could | respond to that?

DR. SHAPIRO: Yes.

DR. SCOTT-JONES:. Bernieis such aclever person.

(Laughter.)

DR. SCOTT-JONES. He asked me that privately during the break
and so he wants to get it on the record.

DR.LO: Right.

DR. SCOTT-JONES: Okay, Bernie. | will try.

(Laughter.)

(Smultaneous discussion.)

DR. LO: (Inaudible.)

DR. SCOTT-JONES: Thank you.

DR. SHAPIRO: (Inaudible.)--few minutes because 11:45 am. isthe
time for public comment from those people who have come, and | want to be able to
accommodate them as quickly as possible.

We are, of course, running into very serious and important time
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off, but let ustry to take whatever we have gotten and put it into aform that we can
then circulation to everybody for their comments.

So for those of you that said you would provide something, and so
on, that needs to be in the next day or two. It doesn't mean next week, or the week
after. It redly meansthe next day or two if we are going to be able to use the materidl.
Thereisjust no other way we can get thisdone. So please, for those of you who are
taking on these obligations--

DR. . (Inaudible)

DR. SHAPIRO: --please do so quickly.

Yes, Tricia?

PROF. BACKLAR: | just want to make sure, Bernie. Areyou
going to, as you have these sort of cataloging of harms and socid vaues and wrong
acts and so forth, are you going to differentiate between what isared harm that we
have at thistime and what are possible harms? That may be another way of looking at
some of the sort of more science fiction issues.

DR. LO: No. Thatisagood point. | think we do need to clearly
distinguish the harms that we think are compelling reasons for socid policy and public
policy a this point, from ones which are more harms we need to think about. | think
we need to deliberate.

Itisdtill aquedtion, it seemsto me, of whether we separate out the
reasons we find compelling for our policy recommendations right now in a separate

section or jugt, within this outline, move them up to the top of the list and come back
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toit and say, aswe have said in dl of this, it ssemsto me, "This, thisand thisare
compdling reasons for the recommendations.” (Inaudible.)

But | think the other argument is so drowned out, that we need to be
sure we pull them out separately. | am torn because | think conceptualy thisworks
better but, as you point out, there istherisk that alot of things get listed and they
gpparently take on equa weight just because of their expangve outlines.

DR. SHAPIRO: Arturo?

DR.BRITO: Yes. Oneof thethings| am bothered with, when |
have read the ethics drafts so far and even moreso the way this outline reads is, to use
Tricasword "catdoging,” it gives me afeding of some underlying subjectivity, or a
lot of underlying subjectivity here. And | think thet is the problem with it.

| think dl the points made are very important, but | think the way
thisis divided, the pros and cons and the harms and benefits, et cetera, lendsitsef to
being avery subjectivework. And it isvery hard to distinguish what is being more
objective than subjective.

In other words, we are dlowing our persona fedingsto filter

through here.

DR. CASSELL: Right. But--

DR. BRITO: Wdll--

DR. CASSELL: Oh, goon.

DR. BRITO: | meen, let mefinish and then | will-- What | am
suggesting: -

What | suggest is, is maybe if we discussit at each point
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individualy and not defineit as pros and cons, but define it as potentid harms and
benefits, aswe go through it-- | don't know. | have just gotten that feding whenever |
read the drafts, but--

Eric, go ahead and say what you were going to say because | have
got the feding | have to respond to it.

DR. CASSELL: Widll, it isthe full conception of whet is harm and
what is benefit without reference to persons. If you can give that, then you have an
objective measure of harm and benefit. Otherwise you are left with persons views of
these things. Consdered persons views. Thereis no other way.

DR. BRITO: Wel, my point is--

DR. CASSELL: Thereisno objective measure.

DR. BRITO: Okay. My point hereis-- Wdl, no. You canlook at
it objectively.

DR. CASSELL: How?

DR. BRITO: For ingtance, thereisthe definition of socid
relationships that is going to be discussed and it is only listed under the cons, socid
vaues, socid rdationships. Whose socid vaues? Whose socid relaionships? Why
isthat necessarily aharmful event or arisk?

We dready discussad the issue of control and we changed it to
intention of contral. | think itisabig hep.

So | guessit comes back down to wording. | think you can be
objectivein theway you look at it and say, "Okay, it ispossble. It could be harmful

in this Stuation, but it possbly could be beneficid in this Stuation.”
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DR. CASSELL: Wél, that--

DR. BRITO: So, | don't--

DR. CASSELL: | don't think thereis any--

(Smultaneous discusson.)

DR. BRITO: And then--

DR. DUMAS: No. | agree.

DR. BRITO: What? No. No. My point is that the way thisis
catalogued, the way thisis described, | think it-- The structure itself needsto be
changed alittle bit. 1 don't think the content necessarily needs to be changed, but |
think the structure.

DR. SHAPIRO: Now, let me-- Jm wants to make acomment in a
second. But | think a great number of-- A great many suggested harms and suggested
benefits have been raised and brought before us. A very, very large number.

DR. BRITO: Right.

DR. SHAPIRO: The most important ones of which arein here
somewhere. Not dl of them, by any means, but the most important ones of which are
in here,

And I think it is quite important, from the point of the view of the
reader, to categorize them in some way, otherwiseit will redlly look like alaundry list
in there with no-- | mean, it is our responghbility to enlarge and refine what we have
heard in some way that isjust more than alaundry lis.

Now, | am not married to this particular one more than any other |

can think aboui.
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DR. BRITO: Okay.

DR. SHAPIRO: | think your point iswdl taken that we ought to try
and, you know, very subjectively say so when we are not the--

DR. BRITO: | guessthe subjectivity here comes from the cons.

DR. SHAPIRO: Yes.

DR. BRITO: | don't know. | haveto think about it alittle bit more
and | will do it through e-mail and write my views. But | am just seeing that thereisa
lot of-- There are too many cons here and not enough pros.

(Laughter.)

DR.BRITO: Or potentid.

DR. SHAPIRO: (Inaudible)

(Smultaneous discussion.)

DR. SHAPIRO: But then you have--

(Smultaneous discusson.)

DR. SHAPIRO: But, anyhow-- But | do think it is--

DR. . You can't find the pros.

DR. SHAPIRO: | redly do think-- | take your point and accept it
and | am sure that Bernie will--(Inaudible)) | do liketheideaof categorizing thesein
someway. | think it helpsalot.

Jm?

DR. CHILDRESS: | appreciate the point that you are raising and |
hope that you will, wherever you see language--a statement of arguments and so forth-

- digtorting pogitions or merdly reflecting our own biases, in that regard, that you will
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direct that to our attention.

But it s;emsto methat thisis an effort to be objective in the sense
that it is an effort to take account of both the concerns and the arguments that have
been offered by avariety of people, including severd who have tetified before us,
about human cloning.

If the cons outnumber the pros, that isin part because thet is the way
much of the public discusson has gone. And part of our task isto look a what has
been offered and then to indicate where there are counter-arguments.

So | seethisas-- | don't think objective meanstotaly vaue-free,
and | don' think we could ever aspire to that, but it seemsto methereisaform of
objectivity that triesto be fair in the presentation of the arguments--attend to what is
critical arguments--and look at both sides and seethings. (Inaudible.)

(Technicd difficulties)

DR. CHILDRESS: And that in some ways this chapter is, to agreat
extent, asis the one--the religion chapter- - descriptive and that it istrying to lay out
what is there and make some sense of whét isthere.

The structure that is provided, again, is an effort to pull together
what would gppear to be just a string of arguments in ways that you can see, "Wall,
thisis redly focused primarily on the outcomes or effects or consequences,” and so we
need sort of to group those together and let it--

You areright. Any dructureisgoing to, in someways, distort but
what we are trying to do is find one that will enable usto come up with areport that

hangs together and that isfair to the positions we are trying to represent.
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DR. SHAPIRO: | know there are others that want to speak. | will
just cal Rhetaugh asthe last person right now because then we have to go to the
public statements.

DR. DUMAS: Okay. Inconddering that structure, | think it isvery
important that it redly is able to distinguish between descriptions of what people have
told us--the input that we have collected--and the positions that we have arrived at
within our body.

And | had problems with the outline under the wrong acts, under the
rubric of wrong acts, because it wasn't clear to me whether or not these are wrongs
that we have defined or whether there is some effort here to categorize the input that
we have had from other sources. So | think it is going to be very important to make
that digtinction.

When | read earlier drafts, | couldn't make the distinction between
reporting and claming.

(Smultaneous discussion.)

DR. LO: If | could say something. | think it isimportant. And |
guessfirg | would like some clarification asto what we dl agreeon. | think itis
actudly rather limited and, as| said, but | think we need to know this.

| think what we agree on at the present time is that we think the
current risks, physica risks of cloning, through nuclear trangplantation of adult cdlls,
to the child produced--(Inaudible.)--is unacceptable; that the risk is unacceptable.

DR. DUMAS: As best we can accessiit.

DR. LO: Asbest we can accessit.
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Secondly, | think wewould dl agreethat if you ever wereto alow
cloning, whichisahig if, it would be moraly unacceptable to buy and sdll cloning--
materias for cloning or clones--it would be unacceptable to use clones for organ
donors, for irreplaceable organs like heart and liver and kill them as areault of this--

(Smultaneous discussion.)

DR. LO: --and to clone an adult without consent.

After that, | am not sure any of the other things here are things thet |
have heard genera agreement on--

DR. DUMAS:. They are not.

DR. LO: --with al the commission, but | would want to know that.

And then | think you areright about that, it seemsthat we do-- It
sounds like | am hearing we do need to separate out those things which we redly
agree on and that they are the badi's of which we are going to make recommendations
as opposed to things that we kind of heard and are describing, andyzing and, you
know, sort of putting them into the Structure.

DR. DUMAS. Wdl, the methodology will help you. (Inaudible)

(Smultaneous discussion.)

DR. LO: (Inaudible.)

STATEMENTSBY THE PUBLIC

DR. SHAPIRO: | know there are other comments. We will just
have to come back to them later on | am afraid because | do want to turn now--
(Smultaneous discussion.)

DR. SHAPIRO: --to the public comments. | think we are dready a
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few minutes late and | gpologize to those who have come to spesk to the
commissoners.

(Smultaneous discussion.)

DR. SHAPIRO: We are sorry to be afew minuteslate. So let us
begin thet right now. | just want to remind everybody when you address the
commission--(Inaudible.)--that any address should take no longer than five minutes.

(Smultaneous discussion.)

DR. SHAPIRO: Anyone addressing us running longer | will try to
remind you to bring your remarksto aclose. | don't mean to be impoalite, but | think
that | will ask everyoneto try to abide by the rules. (Inaudible)

(Smultaneous discusson.)

DR. SHAPIRO: The person with usright now isGail Youness. She
would like to address us. Thereisamicrophone right over here. Thismight be easier
for you if you don't mind using it. If you could just pull it down. Isthat better?

MS. GAIL YOUNESS

MS. YOUNESS: Yes. Canyou hear me?

DR. SHAPIRO: | can hear you.

(Smultaneous discussion.)

MS. YOUNESS: Isthat better?

DR. SHAPIRO: That isbetter. | am sorry. Itisalittle inconvenient
for you.

MS. YOUNESS:. Okay. Thatisdl right. | gppreciate the

opportunity to be here today and | am going to keep my commentsredly brief because
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| was very pleased to see that so many of my concerns have aready been discussed
here today.

So | amjust going to-- My concern-- | guess my main thrust of my-

DR. . (Inaudible.)

MS. YOUNESS: Excuse me?

DR. SHAPIRO: | am very sorry to interrupt. Some members of the
commission would like to know if you are smply representing yourself or--

MS. YOUNESS: Oh, | ansorry. Yes. | guess| do just represent
mysdf. | had sent some materid in to be disseminated. You may haveread it. |
guess| should just say-- Let usjust do thisred brief. | will doit thisway.

| was adopted and | didn't find out until | was 46. And when | found
thisout | started to do some research and | started looking back into my own lifeand |
came to some conclusons. And one of them was that | felt that reproductive
technology really paraleed adoption. And so as such | drew some pardlds.

And one of the things that | wanted to be here to say today isthat
when you tak about cloning a human being, | guess, from my standpoint, we would
just be--1 would be--looking &t it as very narrowly as a reproductive technology.

And | guess my biggest-- Thereis probably just two or three
concerns.

One of them isthat, with any of these technologies, and | havent
heard it here today so much but we hear alot about the child, and we are concerned

about the welfare of the child. And | think that people forget sometimes that we grow
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up. And al of these children will grow up some day.

And the effects of what we do when they are children remain | think
your whole lifetime. Those things don't go away. So that was one of the most
Important, you know, issues.

And another issue that | redly believe, and thisis my opinion just
from my own experience, isthat our biology is redly inherently connected to our
psychology. And | think we need to redize that we should be raised as much as
possible. We shouldn't remove people from their genetic backgrounds.

And | say that because | think with this new-- With the newer
reproductive technologies, people are-- People can be created and implanted into a
host mother and brought to, into this world, and never be told and never understand,
you know, where they came from.

And my concerns about things like this are things like whose
medica-- Whaose medical history do these people get if they don't know? They are
not going to inherit anything from this host mother.

And what about, you know, what about keeping up with the medica
backgrounds of the donors, of thetissue, or the egg, or the sperm that are-- These are
redly important issues, | think.

And | guessthat dl-- And | seeit happening here, and | am very
pleased that the committee is concerned. And you are looking ahead and you are
trying to make sure that we don't make mistakes today and we don't move ahead too
quickly with these new technologies. And they are wonderful. And | think they can

do alot of good for mankind.
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But | would just like to make one remark. 1, you know, | think that
we need to be very careful about creating a human being and relegating them to
secrecy, not knowing where they came from, and alowing them to go through their
lives, as| did, with avery distorted perception of who they were, and never redly
being adequately able to understand or express to someone dse what it isthey are
feding.

And s0 | dso want to say that, asfar as| am concerned, | anfine. |
mean, from my standpoint, my birth parents had no choice. It was agood choice.
They-- | had awonderful home.

But | am not so certain that | would be-- 1 don't know how | could
accept necessarily having been created specifically for the purpose of being
sysematically disconnected from my biologica ancestry to gratify the desire of
another person.

And | redly-- That isthe question that | redlly can't answer. And
bascaly thet isdl | wanted to tell you.

And | am redlly pleased to see so many other concernsthat | have,
have been dready addressed here today.

DR. SHAPIRO: Wéll, thank you very much. Those were very
thoughtful comments. We agppreciate you coming here today.

MS. YOUNESS: Thank you.

DR. SHAPIRO: Isthere anyone else who would like to address the

commisson a thistime?
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MR. CAVANAUGH OKEEFE

MR. OKEEFE: Good afternoon, Doctor. Dr. Shapiro, | just-- |
want to take a--

DR. SHAPIRO: For the record please, your name?

MR. OKEEFE: | am John Cavanaugh-- Thank you. | am John
Cavanaugh O'Keefe with the American Bioethics Advisory Commission.

In looking to recommendations on legidation, | did think that it was
worthwhile carefully making a digtinction between a ban on the implantation of cloned
embryos, on the one hand, and the banning of cloning itsdf on the other.

And in the discussion through the morning there was, it seemsto
me, aconfusion between thetwo. And | think it isworthwhile. | think it is
tremendoudy important to separate the two out.

If you ban only the baby-making so-called cloning aspect, or the
baby-making aspect of cloning, you leave open, | think, permanently dl cloning
eventudly. A ban onthe cloning of-- | am sorry.

Theimplantation of cloned embryaswill certainly be ruptured in the
not-too-distant future if 10 or 15 or 20 years down the line we have hundreds or
thousands or tens of thousands of embryos that have been created with the Dolly
technology, or whose lives have sarted in that way. 1t will-- It isnot possible to
defend the idea that they should dl be discarded.

The people who are currently most opposed to cloning would lead
the way in fighting for the implantation of those cloned embryos.

| think that it isimportant to keep these two issues gpart. A banon
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cloning by nuclear transfer is one thing, and a ban on implantation of cloned embryos
isworlds apart. They are not close and should not be confused.

Thank you.

DR. SHAPIRO: Thank you very much for your comments. Any
guestions or comments?

(No response.)

DR. SHAPIRO: Thank you very much. Arethere any others?
Anyone e se who would like to address the commission & this time?

(No response.)

DR. SHAPIRO: Okay. Let me make asuggestion. Itis12:00
oclock. Itisthetime we had scheduled for lunch so we will adjourn now for an hour.
We redly cannot take more than an hour. We are running up againg time congtraints.
| know alot of you, including mysdlf, have trangportation arrangements, so that we
really must be back by 1:00 p.m.

Thank you very much.

(Whereupon, at 12:01 p.m., there was a luncheon recess.)

DR. SHAPIRO: | would like to cal our meeting to order. We have
quite alot to get accomplished this afternoon and | appreciate everybody's attention.

Let meturn it now to an issue which Altawould like to present to
us, which comes from a discussion he had this morning.

Alta?

ADOPTION OF RESOLUTION

PROF. CHARO: Gee, | had--
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DR. SHAPIRO: (Inaudible)

PROF. CHARO: No, no, no, no, no, no, no.

DR. SHAPIRO: How many hours do we need to find the pages--
(Inaudible.)

PROF. CHARO: No. Itisnotthat. | am sorry. There was acopy
of the President's statement yesterday Sitting here--

DR. DUMAS: | haveit. Do you haveit? | have acopy.

PROF. CHARO: No. Never mind. Some--(Inaudible)

DR. . (Inaudible)

PROF. CHARO: Yes. | will domy best.

DR. . (Inaudible)

PROF. CHARO: Let me-- No. | had onethat | had marked up for
this purpose which has vanished.

DR. SHAPIRO: Stop harassing Altaand let her speak.

(Laughter.)

PROF. CHARO: (Inaudible) We gtarted this morning talking
about the possibility of putting in a recommendation; something that said that we
were--

PROF. CAPRON: Alta, your mike please? A littlecloser. | am
advised by--

PROF. CHARO: That we were recommending federd legidation to
extend universaly, to extend to dl people in the United States human subjects

protection.
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Objections were raised about the placement of that in the cloning
report because it was alarger issue than just cloning.

Reference was made to earlier discussions about the concerns that
anything that talks about specific ways to implement the principle of protection to
human subjects necessarily raises empirica questions having to do with how we ought
to begin to go about--(Inaudible.) costs might be and what the gains might be.

In an effort to find away around these, what | am proposing isthe
following. Y ou have, on the second page, behind the revised outline for the ethics
chapter, a short two-line resolution, which | am proposing we adopt totally separate
from the cloning report.

And you will notice that it does not make any effort to speculate
about how one would implement this. But it did seem to methet it isaday that is
particularly appropriate for this because | want to just use three sentences from the
Presdent's statement. Y ou know, yesterday, finally having apologized to the
Tuskegee survivors, that he made reference to the point of that exercise in an gpology.

He said very specificdly that what he was trying to do was
remember the men who were used in research without their knowledge and consent
and he characterized that as an example of them having been betrayed, caled it
shameful, and specificdly said that the point of this exercise would not only be to
gpologize, and | cant find the exact language here--(Inaudible.)

DR. DUMAS: Itison page 2.

PROF. CHARO: No, no, no, no. Where | had it, it was underlined,

Rhetaugh.
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He said that the point of thiswas now to build on thisin order to
make sure that it never hgppens again. And he cdled for very specific action.

So | am offering up to you for your congderation a resolution that
amply says, "No person in the United States should be enrolled in research without
the twin protections of informed consent by an authorized person and independent
review of the risks and benefits of the research.”

If we agree with this, that informed consent and some kind of
independent review to make sure that the research is not unreasonably dangerous, then
| urge you to say yesto this as a matter of principle.

What this means, in terms of how it plays out in the context of
cloning, or the specific language of the recommendations, | don't know yet. | haven't
even read them because | just came down and found them. But thiswould fill, at least
in principle, | think a critical gap in protection that now exist for anybody enrolled in
medica research, whether in a cloning context or otherwise.

And since we don't have any actions that have been teken so far in
regard to cloning, | would just loveto see usdo this. | think it would be entirely
appropriate to do it this weekend.

DR. . (Inaudible.)

(Laughter.)

(Smultaneous discussion.)

DR. . Itwasajoke.

PROF. CAPRON: Thetwin protections. Now, that is protection of

twins.
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DR. SHAPIRO: All right. | think everyone has a copy--
(Inaudible.)--everybody's attention.

DR. DUMAS: No.

DR. SHAPIRO: Does anybody have a copy of this? It isbehind the
outline and was handed out at the same time as the new section--(Inaudible.)

(Smultaneous discusson.)

PROF. CAPRON: Alta, were you referring to the statement on page
2 beginning with the phrase, "The legacy?"

PROF. CHARO: (Inaudible)

PROF. CAPRON: On page 2 of the President's statement?

PROF. CHARO: | don't know what anymore, Alex. | can't find it
because | only have the one outline.

PROF. CAPRON: | am just trying to help, Alta.

DR. SHAPIRO: (Inaudible) Question.

(Technicd difficulties)

DR. SHAPIRO: We have discussed this many timesasa
commission, oneway or another. Probably--1 don't know how everybody feds--but
probably there isn't aneed for any extensive discusson. Of course, thet is--
(Inaudible.) If there are questions or concerns, we certainly ought to air them now.

Alex?

PROF. CAPRON: Isit understood that we are doing thisin the
context of our full report on human subjects protections?

PROF. CHARQ: | expect that there is going to be more work on
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this, yes.

PROF. CAPRON: Okay.

DR. CHILDRESS: As| understood it--

DR. SHAPIRO: Jm?

DR. CHILDRESS: --from the earlier discussion, there would be a
fully development on the context for this.

PROF. CHARQO: | sure hope so.

DR. MIIKE: Isthisaresolution that stands gpart from our report or-

PROF. CHARO: Yes.

DR. MIIKE: --isto beincluded--

Wil | till want the discussion to go on about whether we should
have some reference in our specific report on recommendations.

DR. SHAPIRO: Absolutely.

PROF. CHARO: Asl sad, yes. Thisisnot to decide one way or
the other how this would be used or not used in the recommendations themselves, but
if one of the problems has been-- (Inaudible.)--how can we sart deding with dl the--
(Inaudible.) reports. Hereis achance to dedl with it separatdly first.

DR. SHAPIRO: Rhetaugh?

DR. DUMAS: (Inaudible))

(Laughter.)

DR. DUMAS: | think that the resolution is straightforward. | think

itisentirdy gppropriate for usand thetiming isjust right. And | would liketo
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recommend that we adopt it.

DR. SHAPIRO: Thank you. Other comments, questions? Yes,
Tom?

DR. MURRAY: | think the language, which isvery carefully
crafted, escapes--(Inaudible) There are forms--(Inaudible.)--no formd informed
consent--(Inaudible.)

(Technicd difficulties)

DR. MURRAY: : (Inaudible)--arguably we ded with that. | just
want to point out that that isa subtly in there. | just want to have people come back
and say--(Inaudible.)

DR. SHAPIRO: Any other comments?

(No response.)

DR. SHAPIRO: All right. Let ussee how wefed about this. All in
favor, please say aye.

(Whereupon, there was a chorus of "ayes.")

DR. SHAPIRO: Opposed?

(No response.)

DR. SHAPIRO: That isunanimous. Thank you very much.

(Applause and laughter.)

NEW DRAFT RECOMMENDATION FROM MR. ALEX CAPRON

DR. SHAPIRO: Let me-- Wemay not-- | want to make some
comments on a draft that has been distributed to everyone during the lunch hour. Itis

cdled--(Inaudible.)--draft that includes recommendations. It is an atempt to
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incorporate some of those idess that came out this morning into various conclusons
and recommendations we have before us.

(Inaudible)--is Alex, who drafted this on my request, may have
something he wants to say.

| don't think it is necessary for usto have a discussion again now.
What is necessary isthat in the next day, two or three, that if you have any comments,
suggestions, objections, we want to hear from them, and let us hear from themin the
form of amendments to this document--not new documents, not editoria comments,
but actua amendments to the language you see on these pages. Thereisadso-- The
last page here, which Alex may want to comment on further, just dedls with some
additiond comments which we will see how thiswill relate to other things that go on
in the report, and so on, and so forth.

So, Alex, do you want to add anything?

PROF. CAPRON: Widll, | just wanted to reassure people, and | am
sure | didn't note dl the things, but at various points this morning, where there was a
discussion of a potentia recommendation and the view was, "Well, we ought to dedl
with that but perhaps not in the recommendations,” and | et forth three of those
points.

Thethird oneis obvioudy related to the motion, the resolution, that
was just adopted, and it is point three. And the parenthetica, "If that has occurred, it
has now occurred.” We have made a recommendation that the present federa
regulations be extended.

DR. SHAPIRO: All right. Sowewon't-- | don't want to-- Excuse
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me. Carol?

DR. GREIDER: | just wanted to ask for aclarification. So this
conclusion and recommendation is updated from what we discussed this morning?

PROF. CAPRON: Itisina-

DR. GREIDER: Even though we discussed it in the context of your
draft and--

DR. SHAPIRO: Thatisright. We tried to put together into points,
and substance where we think we have al the points here, so | don't think thereis any
change. But, | mean, read it over, see how it fedsto you.

And the most important thing isto get feedback from:-(Inaudible.)
And | think, in terms of the feedback, | would giveit to ether to Kathi or myself.
Either way. And you can sort of use e-mall if you want to.

But on dl these matters we are going to maintain eectronic control
of these materidsin one place. We are no longer--(Inaudible.)--disk because every
time we do the disk comes back changed with new errors and--(Inaudible.)--so we
really have to start controlling the text.

DR. GREIDER: Mutationsto your--(Inaudible.)

DR. SHAPIRO: Mutationsto your--(Inaudible.) Cyberspace
cloning of eectronic Sgnasand so on.

So that isjust so that we can keep appropriate control over the--
contral in the right sense of the word--over the text.

Sothis-- Yes Lary?

DR. MIIKE: Jugt apoint of clarification. Thenon Il of the latest
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draft, we are going to reference about human subject experimentation?

DR. SHAPIRO: Yes.

DR. MIIKE: Another commentison V. 1V, theway it iswritten,
would satisfy my concerns about actudly eevating to arecommendation leve,
however | 4ill would not-- | don't see us having to put 1V-B in there.

DR. SHAPIRO: 1V-B?

DR. MIIKE: Whichis about the use of animals.

DR. SHAPIRO: Yes.

DR. MIIKE: | think-- Yes. All I think we need to doisto say that
cloning encompasses awhole lot of other areas which are not at issue here, and so |
would-- 1V-A isfinewith me, but | would gill like to see IV-B just disappear.

DR. SHAPIRO: Okay. We will certainly make note of that and
other--(Inaudible)) Let us know about your fedlings so we have a sense of the
commisson asawhole. Of course, we will bringing al this together one further time
S0 that, for any kind of fina decison.

Yes, Jm?

DR. CHILDRESS: Excdlent work | think in pulling it together
especidly this morning, the drafts, so | think thisis excellent.

DR. MIIKE: One other thing, Harold?

DR. SHAPIRO: Yes, Lary.

DR. MIIKE: Theway that I11 is now written, it is-- How shdl |
phraseit? Theissue about legidation now has gone even further underground than

before. 1t has sort of been included as one of the kinds of things over in an overal
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moratorium. And | am not sure that that is where we were heading.

| thought that if one looks on the opposite Sde, | thought we were
looking &t it--as amoratorium--as we do what we can now without legidation, but the
am was to tighten things alot more by legidation.

And the way that this oneis currently put together, it sort of just puts
them dl under this moratorium rubric and S0 it is a question more of how much
emphasis we are putting about a sraight legidative ban with, you know, obvioudy
with the other kinds of things about study bodies and sunset clauses.

DR. SHAPIRO: Wdll, | agree. It was not certainly my intention to,
asyou put it, drive it underground, S0 any suggestions you have--redly, these are
important ideas--let us know. Let ustakealook at them. But | just want peopleto
have the discipline to writeit. If you don't want it, write it down.

Y es, Rhetaugh?

DR. DUMAS: | think if we move C to the front, right up under--
(Inaudible.)--it would solve the problem for me.

DR. MURRAY': How about-- Rhetaugh, would it solveit if you
took--(Inaudible.)) 1t would just make it the one before and thent-(Inaudible.)

PROF. CAPRON: May | just make one comment because Harold
and | spent some time talking about this?

Thenaotion is, if we are usng the phrase moratorium to mean atime-
limited prohibition or ban on something, it hasin our previous discussons had three
legs:

Thefirg isthat which is dready in place, which we say should be
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continued, is the federa prohibition on the use of federd funds;

The second, which we origindly were fagtening more weight on, is
the scientific societies and professond societies, making clear that it is unprofessiond
behavior; and,

The third, which emerged more from this morning's discusson--as |
say, | crossed the fence on that to say that we, recognizing as we will in the discussion
in the chapter, the potentia incompleteness of the federal and the ineffectiveness of
the purdly voluntary--says that there should be federd legidation on that.

Those three points then become natura parts of an explanation of
what we mean by a moratorium that would extend to the private sector.

DR. MURRAY: Except that | would think a moratorium to be more
quas voluntary, et cetera, and have the legidation be separate.

PROF. CAPRON: Thereis-- What I--

DR. MURRAY: lItis-- It may bejust amatter of emphasis, Alex. |
would like to seeit--(Inaudible.)

(Smultaneous discusson.)

PROF. CAPRON: Weél, let metdl you that alot of legidation is
described as a moratorium when it has atime limitation on it.

DR. SHAPIRO: Larry, then Eric, and then we are going to have to
oet off thistopic.

o, Larry?

DR. MIIKE: Wdl, three actudly presentsit backwardsto me. My

emphasiswould be that we want a stronger prohibition and that isto be legidation. In
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the meantime, we do what we can through the voluntary extenson and tighter controls
over the current mechanisms around. So | would switch-- I we are going to combine
them together, | would switch the way that it is Sated.

DR. SHAPIRO: Wédll, | certainly understand the recommendation.
We will certainly would consider that.

Eric?

DR. CASSELL: | fed tha way, too, but thet is--

My comment is do we want to suggest how long the sunset is? Is
that part of our charge?

DR. SHAPIRO: That isthe oneissuethat | wanted to raise; whether
we had--anybody here had any--(Inaudible) We dl know we are now in arbitrary
territory, so that we shouldn't pend too long discussing this particular subject, but
anybody have any lucky numbers?

DR. CASSELL: Well, doesnt it depend on what our scientific
colleagues think of the--

(Smultaneous discusson.)

(Laughter.)

PROF. CHARO: Until you see the green light.

DR. SHAPIRO: (Inaudible.)--decided whether it should be-- Unitil
it isdecided | would get a 12-person jury. Somebody said 16, somebody said eight,
but let ushave 12. Iant thet right, Alex?

PROF. CAPRON: No. Actudly, inthose yearsthe King had 12.

DR. MIIKE: | would-- | would-- In an dternative to when is the
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science more firm, | would propose when does the smoke clear ahbit? Thereisso
much emoation involved around theissue, S0 | mean | would fed comfortable with a
three-year, but most people have talked about afive-year.

DR. DUMAS:. Five.

PROF. CAPRON: Wadll, that indicates that four is correct.

(Laughter.)

DR. SHAPIRO: Let usnot--

(Smultaneous discussion.)

DR. SHAPIRO: Whoa. Let usnot worry about it right now. We
will come back to that issue.

PROF. CAPRON: Do you have arandom number generator,

Chrigian?

(Smultaneous discussion.)

DR. MIIKE: Wéll, it can't be greater than seven.

DR. SHAPIRO: Okay. Any other-- Please, let us hear fromyouin
writing on this

(Smultaneous discussion.)

DR. SHAPIRO: (Inaudible)) | am sure there are amendments that
will be ussful.

So | don't mean--in away by having that ticket up there you have to
write something down--to discourage you because | am sure this can be improved on,
just likeit has dready been improved upon before we started today.

DR. DUMAS: (Inaudible))
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DR. SHAPIRO: That isright. That isright.

DR. DUMAS. And areyou going to cdl us?

DR. SHAPIRO: Yes, | will. Asl said before, | fed certain we are
going to have to have another meeting. | am not sure at thistime exactly when it is
going to be. We will have to check on what our options are.

DR. DUMAS: Okay.

DR. SHAPIRO: But we will have to have another meeting before
we can make dl these decisons findl.

PROF. BACKLAR: On the West Coast.

DR. SHAPIRO: Onthe West Coast. Not likely, but we will see.

Okay. (Inaudible) And again, Alex, thank you for putting this

together over the lunch period.

LAW/POLICY CHAPTER

DR. SHAPIRO: Let usgo to the chapter, the draft now we have on
legd and policy considerations. | spoke to Alta before--(Inaudible.) | think most of
the firgt draft, of course, comes from the law and policy bucket, which Alex and Alta--
(Inaudible.)

(Technicd difficulties)

DR. SHAPIRO: (Inaudible.)--legd policy congderations--
(Inaudible.)

Y ou don't have that?
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PROF. CHARO: Dont havethat.

DR. DUMAS: It was--

PROF. CHARO: But I will not say thet it is--(Inaudible.)

(Smultaneous discusson.)

DR. SHAPIRO: Maybe it istime to adjourn this meeting.

(Laughter.)

PROF. CHARO: You dl have four drafts of thisnow. Itisgone
from--

DR. : (Inaudible)

(Laughter.)

PROF. CHARO: Thisdraft is much shorter than drafts two and
three, which were much longer than draft number one, so it--(Inaudible.)--process.

(Technicd difficulties)

PROF. CHARQO: | am 4till not clear we have the exact electronic
control now. Lagt--(Inaudible.)

(Laughter.)

PROF. CHARO: --had it she wasin eectronic control. So
wordsmithing definitely gets set that way. | don't know--(Inaudible)--the issues with
what is here now that you should know about just to get this thing finished.

DR. SHAPIRO: Again, we certainly want to provide some time
now, if there are any issues that are on people's minds right now that would be helpful
to passon to Kathi, Altaand Alex, and so on.

But, again, if there are other issues that occur to you as you look
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through this draft, we certainly need you to continue to comment on them.

Lary?

DR. MIIKE: Itisacomment that | transmitted to Alta before, but
thereisafarly lengthy contracted piece on legd issues. | wonder how that is going to
be referenced, or if at dl, within the report?

Because our origina outline talked about alega chapter in our
policy chapter | believe. And, granted, the legd issues get much more closdly related

to the policy implementation because so many of those actions are related.

So | do get alittle worried when the lega and the policy chapters get

intermingled and end up-- policiesthat are discussed in the legd policy chapter-- end
up in our recommendations. And | am alittle worried about a more explicit linkage to
the other chaptersin the report.

Theway that thisis framed right now, | don't have much of a
problem, but that isanissue | think | still needed to raise about how much-- Because
we were asked for our legal and ethica considerations on thisissue, and so | wonder
how much of the straight legal kinds of expositions that one would have expected
would be in the actud body of the report?

PROF. CHARO: Larry, it turns out that much of the
recommendations are going in the direction they are. They vast mgority of the
materid in the lega contract is not relevant because we are not touching on topics that
it discussed, or because we are recommending that you not make children thisway so
that the link, the expositions, on family law that might be rlevant, if you were to have

thissocid practice, becomes lessrelevant.
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And so what | have done for the moment--(Inaudible.)--is| have
taken dl of the individud areas of thought that are directly implicated-- (Inaudible.)--
divided them up, broken them out, and divided them up and tried to Start segregating
the stuff thet isfactuad from the stuff that was subjective, anayticd, in the contract
materid.

And | have now--(Inaudible)--have 13 gppendices waiting to be
used or not used at some timein the future, which would document al this stuff at
great depth. And | am just waiting to get some direction after you get the whole other
part of the report.

So dl of it can appear.

DR. MIIKE: | am not necessarily saying that--

(Technicd difficulties)

DR. MIIKE: Asamatter of fact, you know, probably most of that
will go into NTIS(?) and anybody who is interested will get that. But | just raisethe
issue because | had raised it with you before.

DR. SHAPIRO: Wdll, it isan important issue. We have not made
any promises, you know, on just what, if any, gppendiceswe will have. In part, it
depends on our time and so on because--(Inaudible)) And we have not decided ether
whether a some time we will issue a supplementary report or complimentary
document which contains the papers we have contracted for, and so on, and o forth.

And frankly we just haven't had timeto look &t it carefully, thinking
of it as, a the current time, a bit of adigtraction. Although you make avery good

point--(Inaudible.)
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Yes?

MS. KRAMER: Alta, do you-- Do we need to have some kind of
an expaogition in there thet the legd--to the extent of what you just said--thet thelegd
issues--(Inaudible.)--in the direction policy-wise?

PROF. CHARO: It might be possible to put something in that
explains what certain legal issues kind of drop away. Sure.

MS. KRAMER: And then it makes anatura reference to the
appendix, or whatever you are going to pui it.

DR. SHAPIRO: It soundslike agood suggestion. Thank you very
much.

Alex?

PROF. CAPRON: Do you think that, as redrafted here--and | have

not gotten through Kathi's redraft but the one we have in front of us--it adequately
explanswhy exiging sae laws, which were origindly cited by some people as
prohibitory, are in fact, with one possible exception, depending on how the Satuteis
read, not preclusive of--

PROF. CHARO: What kind-- | am not sure. What kind of sate
statues are you talking about?

PROF. CAPRON: On research, embryo research, and so forth.

PROF. CHARO: And why would that not-- What? | am just not
following your question.

PROF. CAPRON: | am asking you whether, since you have

obvioudy studied this draft more, whether it contains a discussion of those statues and
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their limitations?

PROF. CHARO: Wél, | don't even remember anymorewhat isin
this one, as opposed to the other three--

PROF. CAPRON: Wdl, that is--

PROF. CHARO: --but thereis going to be very little there about
real research statutes because they are not perfect to--

PROF. CAPRON: Wdll, it depends-- Agan, it--

(Smultaneous discussion.)

PROF. CHARO: --in mogt settings.

PROF. CAPRON: There were two thingswhich in our first policy
law bucket meeting we discussed.

One was the effect of the federd prohibitions on driving research
into dinica settings very prematurely in this areawith the result that there has been a
history--ironic, of the paradoxical effect--that there has been ahistory of
experimentation in effect without any oversight.

And the other thing that we were going to discuss wastheway in
which those statues might effect thisarea. 1f you saw any attempt to create the
embryo that would then go on and be implanted as research, do existing state statues
addressthis? And, again--

PROF. CHARO: Thereare-- There are only a couple of Sate
statues.

PROF. CAPRON: | know. | know.

PROF. CHARO: So--



10

11

13

14

15

16

17

18

19

21

23

119

PROF. CAPRON: So the point would be a discussion which says
exactly that; that athough anumber of states have had statues in this area, the way
they are written you have, on the one hand, New Hampshire which, as| recall,
bascaly paralelsthe federa in saying you can't do this but apparently says you could
implant, and then you have Louidana--or isit the other way around? | cant
remember--

DR. . (Inaudible))

PROF. CAPRON: Yes. And, | mean--

PROF. CHARO: | dont know. | mean, we would have to go back--
If you want to draft something for it, please do.

PROF. CAPRON: | will if there wasn't Some reason for omitting it.
Thisisrespongve--

PROF. CHARO: It might have been in there dready and taken out
because we took out two-thirds of what we put in.

PROF. CAPRON: Wedll, Kathi-- Maybe| should ask Kathi because
you sad you are not familiar with everything that isin here ether.

Kathi, isthat discussed in here? Can you point me to something asa
garting point?

DR. HANNA: Itismostly adiscusson-- | mean, it has been
abbreviated into a short--(Inaudible.)

DR. . Your mike.

PROF. CAPRON: Y our microphone, please. Footnote number--

(Smultaneous discussion.)
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PROF. CAPRON: Okay. Thank you.

PROF. CHARO: No. Thank you.

PROF. CAPRON: Okay. Thisisin reationship to the question that
was put to Alta about what ends up in the gppendices. But it does seem to me that a
reeder, without having to find an appendix and wade through it, might expect our
summary on that. And | will look & thisnow. Thank you very much.

DR. SHAPIRO: Other comments regarding this? And | recognize
that this current version was just handed out today so | can't expect you to have read it
carefully.

(Smultaneous discussion.)

PROF. CAPRON: Some of you did. Some of usdid.

DR. : Therewe go again.

DR. SHAPIRO: Anyhow--

MS. KRAMER: | would like to commend Alta and Harold, Kathi,
al those who have had ahand in the redrafting of this because | think it isso tight. It
isjudt--(Inaudible.)--complained in a previous draft lacked cogency, and thisis exactly
that. Itiscogent anditisclear anditisredly detailed.

DR. SHAPIRO: Thank you very much.

MS. KRAMER: | think you should just adopt it with--(Inaudible.)

(Laughter.)

DR. SHAPIRO: Thank you. Other questions, comments?

Alta, anything further that you want to say?

PROF. CHARO: No. (Inaudible.)
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DR. SHAPIRO: Wéll, | hope you are going to get some suggestions
aswe go ahead inthe next few days.  And remember-- Now, | know | have sad this
many times today, but we redly do have to hear in the next few days. After thet, itis
probably going to be too late to make changes.

Any other questions?

DR. CASSELL: (Inaudible)

DR. SHAPIRO: Thatisright. Not editoriad comments,
amendments, text.

DR. MIIKE: Do get six extrahourssince | am six hours behind?
When | get up in the morning, haf the day is gone dreedy.

(Laughter.)

DR. SHAPIRO: (Inaudible) Okay.

(Smultaneous discussion.)

RELIGION CHAPTER

DR. SHAPIRO: Okay. Let usnow seeif people have any reaction,
iIf you have any comments you want to make, on the latest draft we have of the chapter
on rdigious issues.

Jm?

DR. CHILDRESS: If | could make just afew comments. Thereis
no abstract yet. | will have that to you e-mailed | hope on Monday.

A few words about the chapter and process. Thisisadescriptive
chapter but as | commented earlier--(Inaudible.)--but | would like to be as objective,

even-handed and fair as| caninthis. And | hope that you will go over it very
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carefully to make sure that the positions we heard or read are fairly and accurately
represented.

It builds-- (Inaudible.)--on the firgt part of that working capita
contract paper and on the testimony presented by the religious thinkers who appeared
before us, those who were invited, and those who participated in the public testimony
period.

Thefirg draft was done and then Kathi, Tom, Zeke, Harold and Bill
Freeman dl offered comments and suggestions and a thorough revision that included
restructuring some portions, reformulation of certain things, condition of the section
on particular cases and public policy toward the end, application of the conclusion
section, and an effort to connect this chapter with some of the other discussion,
particularly in the ethics section.

Further comment is definitely needed and | hope it will be thorough
and as detailed as you would like.

We would like to have that by Wednesday afternoon and that can go
to me by e-mail. | will work on it and get the--(Inaudible.)--to Kathi in the next day,
on Thursday.

Harold has dready gone over it last night after the meeting. He
apparently doesn't need as much deep as some of therest of us. And he presented a
very thorough set of comments. And | hope that others will do the same.

One of the notesis mine in the verson you have here. Kathi already
had notes from most of what was here; | have added severa others and we will work

on those.
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| do hope that the-- And | hope we could actudly make adecision
about thisfairly soon; that the contract papers can be made available in some form.
Carol--(Inaudible.)--of the President's Commission and National Commission because
| think they deserve--(Inaudible.)

Let me just give one example here,

| don't think we would want in this chapter the kind of detail thet
Carol provided in andyss of--(Inaudible.) 1 think that isarisky thing to do; sort of
take that, rather than focusing on certain kinds of themes.

On the other hand, | think it would be very useful to have that
available in an independent or separate volume that gives the contract papers.

So | would recommend thet the contract papers and the other written
testimony submitted be made availadle, if a al possble, because there are alot in the
public who would like to read that. | think it has actudly contributed to the overdl
discussion.

(Smultaneous discussion.)

DR. CHILDRESS: But let me stop there and seeif there are any
concrete suggestions now or--(Inaudible.)--meaterids for revison.

(Smultaneous discussion.)

DR. SHAPIRO: Thank you, Jm. Any comments for Jm &t this
time?

(No response.)

DR. SHAPIRO: We are going to have alot of reading to do on the

plane and the train, | guess, on the way back.
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PROF. CHARO: Harold?

DR. SHAPIRO: Yes?

PROF. CHARO: Do we have a drop-dead date for comments from
one another so that we can make sure thereis time for these changes to be findized
and everything printed out?

DR. SHAPIRO: | think that--

(Smultaneous discussion.)

DR. SHAPIRO: Jm hasjust suggested that, for the religion chapter,
to be Wednesday. | don't think it can be any later than that. | am hoping it will be
earlier than that for most of the comments because we really need to work-- We are
working on a minute- by-minute basis now.

And so | am hoping that most of you who have comments will read
the materid this weekend and Monday, and get your commentsto us. | understand
people have other commitments so Tuesday will be redly fine. Wednesday isredly
the outside because, as you dl appreciate--(Inaudible)--if we can't have them by then,
itisvery hard to pull together.

Some of the materid we have to write will depend on the shape--
(Inaudible.)-- present the recommendation. All of this needs to be worked ouit.

Actudly we have dl of this together, including some--(Inaudible.)--
material because the andogy stuff--(Inaudible.)

And so Wednesday, | would say, is the drop-dead date.

Any further comments on this?

(No response.)
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DR. SHAPIRO: Okay. Well--

PROF. CAPRON: One question to Jm.

DR. SHAPIRO: Yes, gr.

PROF. CAPRON: Youarein-- | wanted to know about your
intention in describing the materia on pages 22 to 24, under the heading " particular
cas=ssin public policies”

That is an issue which is discussed in the ethics chapter aswell, and
it didn't- It seemed to metherewas alot of content here about how rdigious thinkers
go about their thinking, but it didnt seem to me it quite was summed up by that title,
Do you have a comment on that?

DR. CHILDRESS: Perhapsthat istrue, though the intention was to
suggest--and much of this does focus on the public policy sde and perhaps more
should be done on the particular case sde--but toward the end | think in particular it
comesinto play and | was actudly going to include--(Inaudible.)--aswell. But it
perhaps has not the best wording for it. It might just be the public policy--

(Smultaneous discusson.)

DR. CHILDRESS: --with some reference to any technica cases,
particular cases, in particular the--(Inaudible.)

(Smultaneous discusson.)

PROF. CAPRON: Yes. | mean, it seemed to me that more of what
was a work here was the question of whether one was absolutely againgt it or saw
particular possible judtifications for itsuse. | mean, killing people iswrong but sdif-

defenseisdl right, and that there was a Smilar thinking that went on here.
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DR. CHILDRESS: | think that isfair. | think--(Inaudible.)
PROF. CAPRON: Okay. | just-- Okay.

DR. SHAPIRO: Other comments? (Inaudible.)

(No response.)

SCIENCE CHAPTER

DR. SHAPIRO: Okay. Thank you. Let usturn now to the science
chapter. (Inaudible)) Carol?

DR. GREIDER: | guess my question for the commissioners would
be do they fed that the science chapter is done from this point on?

This one was handed out earlier than alot of the other ones.
(Inaudible.) There hasn't been--(Inaudible) Intermsof clarifying language, there
hasn't been+- (Inaudible.)- -content change snce theinitid draft, dthough there has
been-- (Inaudible.)--

(Smultaneous discusson.)

DR. GREIDER: --language changes and darifications.

One of theissues that was raised was that it wasn't--(Inaudible.)

(Smultaneous discussion.)

DR. GREIDER: --try to change alot of the language to make it
much more accessible.

It was suggested to methat it is il is not kind of accessible enough
and that we need extensve smplifying and rewriting to make it mores.

(Smultaneous discussion.)

DR. GREIDER: Sowhat | need is feedback about the level of
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accessibility.

DR. SHAPIRO: Kathi?

(Smultaneous discussion.)

DR. HANNA: Yes. | think we want to add that there are figures--1
think there are Sx figures--that an artist isworking on that might help-- (Inaudible.)

(Smultaneous discusson.)

DR. HANNA: And dso aglossary.

DR. GREIDER: And thosefigureswere given in the last verson.
They are--(Inaudible)) But they are the same figures with one addition.

DR. . (Inaudible))

DR. GREIDER: Normd fertilization--(Inaudible.)

(Smultaneous discussion.)

DR. COX: Wheredid you get that figure from?

(Laughter.)

DR. SHAPIRO: 1 think that the science chapter does present us with
asggnificant chalenge in the sense that the science, to understand it, requires a certain
amount of detail. You can't put alimit to how smple one can make it and il get it
right and gtill provide the information that is necessary.

| was particularly struck with the story | told Carol earlier today. |
found mysdlf on a plane afew days ago stting beside afew chemists coming from the
West Coast to the East Coast-- (Inaudible.)--seemed like pretty good chemists. | don't,
can't vadue that mysdf.

PROF. CAPRON: Would you assume, if they were going in the
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oppogte direction, the same thing?

DR. SHAPIRO: Wél, that is harder. That isharder.

(Laughter.)

DR. SHAPIRO: But the--

PROF. CAPRON: Harold. David, are we going to st ill for that?

DR. SHAPIRO: But | was discussing thiswith them and | was
reading the chapter and | shared it with them as | wastravding. | wasredly quite
surprised by how much they learned from reading. And so even at the leve of the
audience that-- (Inaudible.)--not their area and so | wasn't surprised that they were
reading--(Inaudible.)--about the information that wasthere. Andthat dsoisan
important audience, avery important audience for us.

DR. DUMAS: | think that-- | found it--(Inaudible.)--water it down-
-(Inaudible.)--so that that could be done and get the text over--(Inaudible.)

| redly think that for those people who have an interesting--
(Inaudible.)--1 think they will read it with enough understanding. And | can't come up
with any ideas about how to make it smpler and clearer. So | would be on the side of
maybe erring and having it alittle bit above the heads of some people, but generdly
readable and understandable.

DR. SHAPIRO: Let meturn to Bernie because--(Inaudible.)

(Smultaneous discussion.)

DR. SHAPIRO: --suggedtionsthat | haven't thought about having to
do with looking at each of the sections. Bernig, I--(Inaudible.)

DR. LO: Let mesay that | think this redly does do awonderful job
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way. And it isvery difficult to both be vigorous enough so that distinguished
scientists learn, but dso having it accessible to nontexperts.

And one suggestion | had isto-- At the beginning of each of the
sections that starts with abold- headed- - (Inaudible.)--say we want that section, or the
main point of that section is going to make, you actualy do that very nicely.

On page 12 we are going to have a series of bullets and we are going
to talk about--(Inaudible.)--just so we know it is coming.

Then after each of the next level of headers have a terse sentence
after that, sort of summarize the main point of that whole section.

| have tried to sort of do that for a couple of things. Severa times
you just need to clone the last sentence in the section and move it up to the beginning
s0 we know what is coming before we get there and then, after we have gotten there,
say you have just arived at the place that we told you were going to.

Some of the sections | have been having trouble doing that because |
am alittle bit sort of-- 1 don't know the science well enough to know whet the key
point is.

But, you know, | dways find things- - (Inaudible.)--doing in the NIH
grants. Thegrants| liked the best are the ones where, if | just read the header or the
terse sentence after each header, | get aflow of the argument and it just makes it easier
toread. And that way you can have the complexity of the argument in each section
because thereis sort of a clear road-map of where we are going and when we got

there. So | am going to do it alittle bit.
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| just want to make surethat | don't, in my attempt to say what the
main point is, miss the point because | think we redly need a scientist to say that key
point we are making in this section-- (Inaudible.)

DR. SHAPIRO: Wadll, | think that isahelpful suggestion and any
example you can provide, Carol, | think would be very helpful. And so thank you for
that.

Next thing, you will have to find out what the Sudy section is on.

DR. GREIDER: (Inaudible.)

(Laughter.)

DR. SHAPIRO: Alex?

PROF. CAPRON: | had aquestion, Caral, on the relatively limited
discussion on page 18, of potentid applicationsin organ tissue transplantation, and
thisis not something where | can suggest language, otherwise | would smply follow
the chairman's directive that | do so.

We had discussion early on of the potentia in somatic cdllsto create
with nuclear transfer--thisisin the future as aresult of thisanima work you are
talking about--to create specidized tissues beginning with the transfer of the nucleus
and then the manipulation so it goes through a pluripotentiad and then is targeted
toward the organ or tissue that is desired--pancregtic tissue, or whatever, liver,
whatever.

Isthere any way of describing that, that is not so far-fetched? | had
thought, from some of the things that Rossant(?) had said to us and Horton(?) had said

to usthat this was an avenue of research that people would be interested in.
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DR. GREIDER: That isthe entire section that is entitled "potentia
goplication of sub-based therapies." | can't tell you the page because my--

PROF. CAPRON: Itisright after that.

DR. : Page18.

MR. HOLTZMAN: | think itispage 19. Turnthe page. It sartson
line 12 and runs-- Itisline 12 through line 29.

PROF. CAPRON: Okay.

And a question about the assisted reproduction area. The mgjor
discussion there--

Well, let me hold off and ask-- Thereis discusson there of this
problem with the 277 nuclear fusons with Dolly, and so forth. Isthere atable earlier
on in the discusson? Because that has been discussed earlier in the chapter aswdll. Is
there going to be atable there that reproduces the Nature Table, or something?

Because | found when we were doing that e-mail discusson, and |
went back and looked at it, when | saw it in tabular form, it was much essier to follow
than our various e-mails going back and forth.

DR. GREIDER: Persondly | find the Nature Table very difficult to

follow.

PROF. CAPRON: Oh, redly?

DR. GREIDER: Because there are a number of footnotes with a
number of separate--

PROF. CAPRON: Widll, | don't think you have to--

DR. GREIDER: (Inaudible.)--going on.
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PROF. CAPRON: You don't have to address the non-Dally
categories there, do you?

DR. GREIDER: No. But, | mean, there redlly are only two things.
One, the number of cdlsthat were fused. Threethings. The number of cellsthat were
fused, 277; the number of morulathat resulted from that, which | believeis 29; and the
number of sheep that were formed--one. So that is the table.

PROF. CAPRON: Wél, thereisaso-- There were apparently 13
sheep used for implantation, meaning that some of them had multiples or something?

DR. GREIDER: Yes. That isright.

PROF. CAPRON: Okay. And there was aso thisintermediate
figure of 249. Did that have any sgnificance?

DR. GREIDER: Ve little to what we are talking about here. |
mean, there are--

PROF. CAPRON: What-- Wdl, what--

(Smultaneous discussion.)

PROF. CAPRON: Could you explain?

DR. GREIDER: Of the 277 fusonsthat happened, there were 247
that they, by looking in the microscope, deemed appropriate to be able to go on and
divide, but of those only 29 redlly did 0.

So thered rdevant-- It isvery subjective. The 247 wasfairly
subjective. That wasjust--(Inaudible))

DR. COX: Just apoint of clarification. So that after they did the

fuson themsalves, there were 277 that survived, after looking in the microscope.
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Then they took those cdlls and they put them in--(Inaudible.)--to divide. And out of
the--(Inaudible.)--came the 247. And then, of those, the ones that devel oped--
(Inaudible.)--were 29.

And so the intermediate step of the 277, the 249, you know, isa--
Y ou know, they could have been logt in the shower. Who knows? But the question
that thereisabig loss, abig differentia between the 200+ some and the 29 that even
developed enough--(Inaudible.)

But | think that the table that Carol looked at, and dl of us can go
back and look at that, is a confusing table because it shows proportions that are
relative proportions of these different things. It isvery confusing.

So | quite agree with you, Carol, that these numbers, 277, thet is
how many things when you fuse them together that were there. Twenty-nine, thet is
how many turned into an embryo that was able to be implanted. Twenty-nine were
implanted and you got one anima out of it. And thet isthe thing thet is crystal clear
and--(Inaudible.)

PROF. CAPRON: Yes.

DR. DUMAS: | think we are agreed that you get lost in dl this
detail.

DR. SHAPIRO: Other comments or questions?

DR. CASSELL: | just wanted to say--

DR. SHAPIRO: Sorry.

DR. CASSELL: --that thisisso clear and thereis alimit to how

smple--(Inaudible.)
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Yes

DR. CASSELL: Andthisismuch clearer. Thejargon ismostly

gone, dmogt entirely gone.

DR. COX: We listened to you, Eric.

DR. CASSELL:

DR. GREIDER:

DR. CASSELL:

DR. GREIDER:

DR. CASSELL:

(Laughter.)

DR. SHAPIRO:

(Laughter.)

DR. SHAPIRC:

(No response.)

DR. SHAPIRO:

Thank you.

We defined the DNA for you, Eric.
What?

We defined DNA just for you.

| saw that.

Findly, thereis one thing--(Inaudible.)

Any other comments or questions?

Okay. Thank you very much.

SUMMARY AND ADJOURNMENT

DR. SHAPIRO:

adjournment.

Let us summarize where we are before our

One, just to go through the various aspects of the materia, we had--

(Inaudible.)--today, and | don't think we are going to need to, the introduction. | do

have some additional materid that some of you have supplied and we will look at that.

And the introduction evolved as the chapters evolved dong with it.

And in addition to the materia that has been provided--(Inaudible.)-
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-materid--(Inaudible)) Alex provided some materia we will try and work on.

And depending what happens on some of the other chapters, the
introduction will form itsdlf- - (Inaudible.)--and so that-- (Inaudible.)- - questions- -
(Inaudible.)--process. We should have the new drafts out to you--(Inaudible.)

Diane, | am sorry, you had a question.

DR. SCOTT-JONES: | just had a couple of comments about the
latest verson of the introduction. | didn't want to interrupt you.

DR. SHAPIRO: No.

DR. SCOTT-JONES: | canwait until you finigh.

DR. SHAPIRO: That isfine.

DR. SCOTT-JONES: | had a couple of comments and | was curious
what everyone e se thought abot it.

One--and | am just looking back to find them--oneisthat | think
some of the discussion of the importance of considering religious perspectives takes
up too much space. The same points are made severa times and | have marked where
on my draft. | think, given that we have awhole chapter on that, it just went on alittle
bit too much, not that it was unimportant.

And then the other comment | had-- Again | am looking for it. It
was apoint where-- | amjugt trying to find it. | am sorry. It seemsto me that when
we talk about science and ethics we shouldn't ever place them in oppostion asif
scientists are going to not be as concerned about ethics as ethicists, so | had alittle bit
of concern about that. And, again, | have marked it and | can just giveit to Kathi.

DR. SHAPIRO: Let me mention two things.
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That would be very hepful, Diane. Thank you very much.

That iscertanly-- [If that istrue, it certainly unintentiond so we
may want to change that.

| have a'so made anumber of changes in the introduction which are
not in the current draft because | made them yesterday afternoon, which had-- 1t was
responsive to concerns some commissioners had regarding whether we had somehow
put in abad light those people who were againgt- - (Inaudible.)--1 guess--(Inaudible.)

DR. SCOTT-JONES: Yes.

DR. SHAPIRO: Most people commented against progress against
change and so on. That was unintentiona because, as| am re-reading it, | could see
where that would come up.

DR. CASSELL: | made achangein that phrase--(Inaudible.)

DR. SHAPIRO: Yes. And so | made some changes along those
lineswhich | think are well taken. A number of you mentioned that and &t least |
made some changes in that regard. And you will see those on Wednesday yourself
when that comes out.

And Alex?

PROF. CAPRON: If I could just say aword of explanation. | tried
drafting a new beginning to the introduction and it needs more of atrangtion to go on
to what isdready there. But let metdl you why | did it.

It was in response to what | also saw in Zeke's e-mail and severd
other people aso commenting on the beginning of the introduction being, not taking,

not making it clear why this had become such anissue.
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And it seemed to me that rather than beginning once again with
Dally leading to us being given orders to do something, it might make sense to set the
stage and then in comes Dally and it generates thiskind of areaction. So that was my
purpose in doing it and--

DR. SHAPIRO: | think that is very hdpful. | think we dl should
have copies of Alex's suggestions. | will just passit around here. | haven't looked at it
caefully yet.

DR. . (Inaudible))

DR. MIIKE: Yes. Thereisapage.

PROF. CAPRON: | wasjust trying to explain, since people are
looking at it, what my intention was, rather than arguing for the particular language.

DR. SHAPIRO: (Inaudible.)

So | redly do gppreciate those. And if you can get your comments
to Kathi or mysdlf, either way--(Inaudible.)--that would be very helpful.

Now, just to review where we stand just on through to the science
chapter. You dl know what--(Inaudible.)--ditto the chapter on religion, and law and
policy.

We spent quite a bit of time reforming on the ethics chapter which
Bernieisgoing to try to-- He has made some assgnments for othersin hisarea If
you would help him to do that.

We hope-- | hopeto have kind of another thought of this.

Bernie, | think, will try to finish early in this coming week. So those

of you who have assgnments from Bernie--(Inaudible.)--so that he can provide



10

11

13

14

15

16

17

18

19

21

23

138

something which then Kathi or | will take asfar as gathering another draft for our
congderation.

And once we get that far, of course, you will start putting some
words around the conclusions and recommendations, some of which you havein the
other draft there and we certainly welcome comments on that. (Inaudible.)

David?

DR. COX: Sure. | think-- Thisissort of ageneric comment. And
| am just going to make it now, but | am going to look at the specific areas so | can
make the comment.

Based on comments here | have some questions--(Inaudible) |
think that-- (Inaudible.)--someplace we talk about adult cells, other than places we talk
about somatic cells, other placeswe tak about differentiated cells, it becomesred
confusing, particularly with this embryo business--(Inaudible.)

And | think sométic cells, certainly aways the case, and that what
we need to do isjust be pretty-- | will try--(Inaudible.)--look at it in the context of--
(Inaudible.)

DR. SHAPIRO: That would be very hdpful because | have been
struck-- (Inaudible.)--various drafts in the chapter. | tried to dig up some language--
(Inaudible.)--in the science chapter thinking that that would probably--(Inaudible.) |
redly-- Tha isanissue.

DR. COX: It can be very confusing to people.

DR. SHAPIRO: Anditisnot consstent.

PROF. CAPRON: Could we figure out what that will be snce many
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DR. SHAPIRO: Wéll, maybe Carol--(Inaudible.)

DR. GREIDER: | was urged to make a comment on--(Inaudible.)--

the same thing | think that Steve brought up in an e-mail. The exact sort of thething is

true for what have we been saying about a human clone, doning a human being, or

there was some language that Steve had suggested in an e-mail that also should be

congstent, however we are going, you know, determinethat. So | think that we

should address both of those issues maybe now--(Inaudible.)

PROF. CAPRON: Yes. Yes.

DR. COX: | will make arecommendation with respect to the cdls

and that we cdl it asomatic cdl.

DR. CASSELL: Nudear transfer from asométic cdl.

MR. HOLTZMAN: (Inaudible.)--latest draft recommendations

which is cregtion of achild by adult cell nuclear trandfer.

Now it could be cregtion of a child by somatic cdl nuclear transfer,

but | think--(Inaudible)--by itsaf.

DR. SHAPIRO: That isin fact thelanguage | used when | made my

suggestions to Jm regarding the chapter on religion. (Inaudible.)

| think thet a least-- Although one might-- (Inaudible.)- - used

initidly, | haveto say. | have cometo believe that isvery useful. That isavery useful

language. Hopefully, it isaccurate. If it isnot, of course, it will be confusing.

(Inaudible.)

DR. MIIKE: What--
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(Smultaneous discusson.)

DR. MIIKE: What arewe usng? Now | am confused.

PROF. CAPRON: Could Carol or David or anyone ese who knows
explain to us what, to the sophisticated ear, would be the difference between the
phrase "somatic cell nuclear transfer and "adult cell nuclear transfer?”

DR. GREIDER: An oocyteisan adult cell.

PROF. CAPRON: A what?

DR. GREIDER: An oocyteisan adult cdl. | mean, the difference
between "adult” and "embryonic" hasto do with the age of the first one. A somatic
versusgerm line.

PROF. CAPRON: Right.

DR. GREIDER: Right. So an oocyte comes from an adult, or a
sperm comes from an adult, but it isnot asomatic cdll. So, srictly speaking--

PROF. CAPRON: So somatic would be preferable then?

DR. GREIDER: Somatic is preferable.

DR. : That iswhat | believe.

(Smultaneous discussion.)

PROF. CAPRON: I, I--

DR. MURRAY: (Inaudible)

PROF. CAPRON: Yes.

DR. MURRAY:: --jud refer to adult cdlls. | mean, cloning from
children's cdlls would be--(Inaudible.)

PROF. CAPRON: Yes.
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DR. MURRAY:: (Inaudible)

PROF. CAPRON: It isn't permissible, but it is easly misunderstood
by people who don't--

(Smultaneous discusson.)

DR. COX: Tak about loopholes. | mean, thisis one.

PROF. CAPRON: Yes. Sowe--

DR. GREIDER: Somatic isthe preferable one unless somebody has
another--

PROF. CAPRON: So what about the other part of the phrase of
what we are doing with this? Isit creating children through somatic cell nuclear
transfer? Isthat our [sound effect]? What we mean by cloning human beings for our
report is...

DR. SHAPIRO: That isright.

DR. DUMAS: Yes.

DR. SHAPIRO: Thatiswhat | have just started to--(Inaudible.)
Creating human beings by means of somatic cdll nuclear transfer.

PROF. CAPRON: Or itiscredating achild. Creating achild through
sométic cell nuclear transfer.

DR. CASSELL: Can we avoid the use of "the clone" or "clone" as
the noun, so we are not using the word "clone” as the noun?

PROF. BACKLAR: Right. It would then-- Wewould refer to this
child-- We refer to this child dways as--

PROF. CAPRON: Microphone please?

141



10

11

13

14

15

16

17

18

19

21

23

PROF. BACKLAR: --by somatic cdl transfer every time you talk

about this type of child?

PROF. CHARO: One of the advantages of using "child" over

"person” isthat it kegps in people's mind clearer that you don't have somebody the

same age as the persont-(Inaudible.)--we used, which is the weird misunderstanding

out there.

(Smultaneous discussion.)

PROF. CHARO: Soitisahdpful--
PROF. CAPRON: Reminder? Sure.
PROF. CHARO: --reminder.

DR.LO: (Inaudible)

DR. - Your microphone?
DR.LO: Also--

DR. SHAPIRO: S0 let us--(Inaudible.)
(Laughter.)

(Smultaneous discusson.)

PROF. CAPRON: At other times we have used--
(Smultaneous discussion.)

PROF. CAPRON: At other times we have used the phraseology

about implantation of or transfer to awoman's uterus of a cloned embryo. Now, isthat

phrase one that we are going to use any more?

DR. GREIDER: No. That isnot correct.

DR. SHAPIRO: No. | don't see--
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DR. GREIDER: A cloned embryo can mean alot of different things
bes des creation through nuclear transfer from a somatic cell.

DR. . (Inaudible)

DR. SHAPIRO: Oh, yes, absolutely.

PROF. CAPRON: Oh, absolutely. Yes, it does.

DR. MIIKE: Just aminority voice. It sounds like scientists talking
to scientigts. | would have preferred "adult” cell rather than "somatic” cdl because,
for the generd public, | think "adult" has a better connotation. Buit if you folks are
serioudy concerned that adult in your environs meansit could come from a child, then
| sort of givein, but somatic to meis sort of like you are usng your own jargon again.

DR. MURRAY': | am bothered by the same point that Larry just
brought up.

Technicdly, | think, if we are using the phrase repeatedly we want
to make sure the use of somatic cdl isthe right oneto use. We need, a some point,
probably in the letter, probably in the introduction to the report, to say, "Here iswhy
weareudngit. Hereiswhat it means™ (Inaudible.)--and for the sake of precison we
are going to use the scientific terminology.

DR. MIIKE: Just aquegtion for clarification, Harold. Kathi, are we
going to have a short glossary?

DR. HANNA: (Nods afirmatively.)

DR. MIIKE: Oh, okay.

DR. HANNA: Y ou should have received one a some point.

DR. . It has been in the previous reports.
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(Smultaneous discusson.)

DR. SHAPIRO: --quite complete or indeed quite accurate.

DR. HANNA: Butitisin process.

DR. SHAPIRO: Butitisin process.

DR. : The May 9th.

PROF. CAPRON: Could I put my nameon alist to get it because |
don't think | have seen it?

PROF. BACKLAR: | didn't get it either.

DR. SHAPIRO: Wédll, it came at the tail-end of one of the drafts of
the science--

DR. : The May Sth.

DR. SHAPIRO: It camel think it was two drafts ago, or something
of that nature, and it was more or less--(Inaudible.)- -but not quite what we intended.
Some words that you use and some words we have used weren't in there, so it needed
further work.

DR. LO: TheMay 9th verson hasthe--(Inaudible)

(Smultaneous discussion.)

PROF. CAPRON: Tomand Larry, | think | agree with you that very
early in the introduction we should explain the word. We shouldn't just rely on the
glossary for it. We should highlight it.

But it makes-- | agree with Carol that it makes alot of sense--and
David--to use the word because we can say in the process that reproduction in the past

has dways involved this unique subgroup of cells which are digtinguished from other
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body cdls cdled by scientists "somatic” cells and what is unique about this processis,
for the firgt time, the source of the genetic materia would be a somatic cdl. And then
thet leads into the whole discusson of differentiation and so forth.

So | think it--

DR. MURRAY: Wearein complete agreement on that.

PROF. CAPRON: Okay. Wel, Larry still seemed resistant. And |
think once it is put that way, the reason for using that term would be quite clear.

DR. MIIKE: Itisonly because| am infantile, so that iswhy.

(Laughter.)

(Technicd difficulties)

DR. SHAPIRO: --we will dedl with some of these issues, including-
-(Inaudible))

But, David, you will do these various drafts, | will draw on you and
Carol to keep us upright in this area so that-- (Inaudible.)

Carol?

DR. GREIDER: Just search and replace on the word processor.

(Laughter.)

DR. GREIDER: (Inaudible.)

DR. SHAPIRO: Okay. | don' think that there are any other issues
on people's minds regarding any of the chapter issues that we need to discuss together
this afternoon.

Excuse me. Diane? | am sorry.

DR. SCOTT-JONES: Onething that | thought wasredly good in
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the science chapter, and in some other parts of the report too, isthat the excitement of
this comes through; that it redly is something that is exciting and remarkable.

And | think we should make sure that we keep that ideain the
report; the sense of excitement, of discovery, dong with dl the problems.

DR. SHAPIRO: That ishdpful. (Inaudible.)

(Laughter.)

DR. SHAPIRO: (Inaudible) But wewill try our best. Thank you
for the comment.

Okay. Any other comments or suggestions?

(No response.)

DR. SHAPIRO: Before we adjourn, can | ask the committee
membersto say an extrafew minutes for some of the committee messages because
that is not our, not grictly speaking, committee business.

So isthere anything else before we adjourn?

(No response.)

DR. SHAPIRO: Okay. We are adjourned.

(Whereupon, at 2:12 p.m., the commission adjourned.)
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