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% THE WHITE HOUSE AT WORK
Manday, June 8, 1997 <

MONDAY PRESIDENT PROPOSES LAW TO.BAN HUMA%}{ {;w&;m
-Today at the White House, President Clinton snnounces that he is $ending to .
Congress new legislation prohibiting anyone - in the public or private sector -- from
creating a child through human cloning, to make sure scientific exploration is guided
by our commitment to human values, the good of society, and our basic sense of
right and wrong:

. In March, after a breakthrough in animal eloning, the President banned the
use of federal funds for cloning human beings, urged the private sector to
observe the ban voluniarily, and asked the National Bioethics Commission to
rwzew the legal and ethical | issues raised by the new cloning technology.

e In f‘ts ra;mrt to the President tcday, the National Bmethucs Commission
concludes that attempting to clone a human being is unacceptably dangemus
to the chﬂd and morally unacceptable {o society.

d .

. The President is sending legislation to Congress to ban the use of new

cloning techniques to create a child. Because these techniques hold out the
- promise of revolutionary new treatmants in other areas, the legislation would
riot ban their use to clone DNA and cells, nor would it ban animal cloning.

. Until the:President signs this legislation, his ban on the use of federal funds
‘ for human cloning will stay in effect, and he will continue his call for a

voluntary private sector ban.
SATURDAY: PRESIDENT ANNOUNCES WHITE HOUSE CONFERENCE ON HATE
CRIMES, AND J}JSTIC& DEPARTMENT REVIEW OF FEDERAL LAWS

In his weelkly Radic Address on Saturday, President Clinton called for an
afi-out assault on hate crimes - to conguer the dark forces of hatred and division
that still exist in our society, so that we can move forward into the 21st Century as
One America:

. The President condemned crimes of hatred - committed solely because of

the victim's race or religious faith, national origin or sexual orientation,
gender of disability -~ as “acts of violence againgt America itself.”

. The President announced that he will convens the first White House
Confersnce on Hate Crimes this November 10th - to take a serious look at
the laws and remedies that can make a differsnce in preventing hate crimes;
to highlight sclutions that are working in communities across the country,




and to continue the frank and open dialogue we need to build One America
across all difference and diversity. <

!
in prepar‘atiaﬁ for the conference, Attormey General Reno has begun a
thoraugh ravisw of the laws concerning hate crimes and the ways in which
the federal government can make a dlfference to help us to build a more
vigorous plan of action.

i
|
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April 5, 1997

NOTE TO BRUCE REED, ELENA KAGAN, CHRIS JENNINGS, and ELIZABETH DRYE.-

Attached is an interesting cover story on genetic testing from the most recent issue of the ABA
Journal. This is way out of my bailiwick, bat I was surprised to learn that insurers had so much
leeway to tailor or refuse coverage based on genetic testing. 1 know that the question of pre-
existing conditions has always been a tough one, but at first blush this seems awfully problematic,
as does the possibility that someone might not take a possibly valuable genetic test for fear

of insurance conscquences. The article made me wonder whether we are doing anything on this
front....

- Bill Kincaid

[
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unlocls the segrets of

genelics, the hatfle over

who can have access
{0 your personal life ;
slory is just gelting -

under way in courls
and legisiatures

BY LORE ANDREWS :

rcri:azmz 2?2 futtire ai
qecret.a
nd now
. 01 mii{aw

ars using ge- ; T 1 zzd in New York.
wenreh to develop w “Now we know, in-large m
for us fearn more ahoui ¢ ' i "
selves—miara, in fact, than

o1 lege { ployers, s
vor researeh fe od by ¢ . hodi the eourts, in
ean Bar Founduti



http:llunl!1.11

A medical lchnician studies DNA
sequentes. Genefic festing, omve
Emited o detection of rave
diseases, is in the works for heort
disease, dichetos and concer,

i

field. Courtz and legislaiors
arg sure lo be at the contor of
the controversy.

Much of the spark for that
explosion of knowledge about
genetics comes from the Ho-
man Genome Project, co-direct-
ed by the Natienal Institutes
of Health and the Departman
of Energy. In the praject, the
federal government is spend-
ing some $3 billion to suppart
efforts to catalog the entire
human genetic blueprin{z by
240086,

For 20 years, genetm test-
ing has been performed on fe.
tuses, One of the first predic-
tive tosts for healthy adults
screens for the gene that caus-
es Huntingtan’s disease, 2 de-
hilitating, fatal neourclogien]
digorder. Young, healthy poo-
ple whe tosi positive for the in-
herited Huntington's mutation
kaow it will kill them semeday.

SRuch genetic news can be
psychalogically dovastating.
Consequantly, fower than 14
percent of peopte sb rigk for
Huntington's disease decide to
underge the gonotic testing
that may force them io con-
fromt their medical future,

But genstic testing is no
fonger limitad & rolatively rare
diseases such ag Huntington's.

Similar tesis are being dae-
veloped for more commen disorders
such a3 heari disease, dinbeies and
eertain cancers. Genetic tosting also
is baing proposed for mumersus
behavioral disorders such as ales-
heligm, manic-dapression and even
*risk-toking” behavior.

People are atarting to use ge-
netic information o measure the
consequencas of major life docistons:
whare to live, what joh to take,
what type of insuranen ta purchase,
aven whether 6 bear o child.

to Easy Daclslon ;

Deciding whether w undergo
genetic testing is not casy.

Womesn with a strong family
history of breast cancer, for in-
stance, are faced with the' prospact
of learning, through tosting, thai
thoy inheriled o genetic mutation
thai poses an 80 percent Hfatine

risk of the diseasa. But if genetic

‘| testing does reveal the breast can.

er gene, the woman rigks loging
the health Insurance ghe may noed
g0 badly kater on,

“These ara wot just hypotheti-
cal fears,” says MNancy Wexier, a
chnieal psychologiat of Columbia

University in New York City wha

has studied families thad carry in-
herited disease, “Penple who are
using gevelic testing are losing
their insursnce. And other people
who shonld avail themaelves of ge-
netie testing are losing their lives to
save thelr insorance.”

Wezler has & personal stake
irt her own research, As 2 member
of a team in Venezueln that ddenti.
fied the specific gene for Hunting.
ton’s digense in 1993, Wexler was
zersing in on what someday may
kit har, The diseass killed ber
mothar, and Wexler is st 50 percent
risk of developing it a8 well, 8he
has testified hofore Congress ahoul
her belief that people have = right
not to know their genetic makeup,

Suchi desisions about whather
to undergo genetic testing are at
the heart of the growing legal de-
Bate over genetic predictability, In-
dividuals at risk fear ihse test

gonatic privacy despite the person.
a} nature of the Information.

“The highly personal nature of
the information contained in DNA
can be illustrated by thinking of
DNA as contaiming s individuals
“future diary,” ™ says George Annas,
a heslth law professor ai Boston
University. “A diary ig perhaps the
maost personel and private doco.
meni & person emn creaie. Disries
describe the past, The information
in one’s genetic code van be thought
of ag » ooded probabilistic future
diary because it deseribes an im.
portant part of a unique and per-
sonal future.”

In addition to conestns about
privacy, institutionsl inierest in an
individual's genetic information
raises ferrsome ghosts in a century
that has witnessed far toe meny
weaves of genocide, forced sterilizas
tion amd stigmatization of entirs
groups of people on the basis of
their suppused genetic inforiority,

Moregver, there are sencerns
that human genctic matorisle may
camie 1o be viewed as commersia
products.

“Blood, tissue, placenta, ceil
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Geneties is not ielally
new i the courig—just mak
the Juries in tha (.4, Sunpson
trigis who heard reams of
testimony on PNA typing of
binod samples. Similar tesis
also are comnon o rape and
paternity cuses. 5
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A fedami court ruled ﬁmt twos Marines, Cpl. Juseph Viacovsky mé iﬁm Cel Jolm May%eié i

{show with atomey Eric Seitd did not have the right o cefuse militory DNA festing.

lies ond genes sre valuable re-
gources in the sge of hiotechnology,
useful ns sources of information and
raw maierial for commorcial prod-
ucls,” says Durothy Nelkin, a New
York Unearsily sociologist and co-
author of The DMNA Mystigue: The
Gene as a Cultural leon. “Genetis
cigls rely on routing gecess to body
tizsuos for their research, And seme
biopsied $issue has acguired com-
mercial value as a source of raw
material for the development of
pharmaceutical preducis.”

Despite these concerns, the law
genverally has upheld third.party
areess 1o a porson’s genetie infor-
mation on 2 nwmber of fronts,

Marlnes on the Senetic Frontiing

On Dee. 16, 1991, the deputy
secretary of the U.S, Pepartment of
Defenne quietly issued an obseurs
mseme that openad the 3arge*=t, DNA
bank in the world,

The directive required that
avery mambsr of the U8, srmed
forces and all new reeruits provide
the Armed Forces Institute of
Pathology with n DNA sample,
which would be m&amamed on Ale
for 70 years,

The geal of this cngamg pro-
gram is (o obdain specimoens for all
ackiviy und reserve peryonnel by

A ABRA HOURNAL /£ APRYL 1997

2001 for s very simpie resson to
make it ¢asier 1o identify battichield
dead,

Iny January 1895, two membors
of the Marine Corns, Lance Cpl
dehn € Mavfield [ snd Opl Jo-
seph Viacovsky, reperted for what
thay expestad to be a reutine phys-
ieal. Bul when they ware informed
that they were {e pravide blood and
salive for [INA sampling, they ro-
funed,

The two Maripes agreed that
using DNA io identify remains was
benign, but they expressed conestn
that the military could, &f some
point in the futore, use the [INA
garaples for seme less Honocuous
purpose, such as the diagnosis of
horaditary discase or diserdery,
and then couid disseminate such
information.

Mayfield and Viacovsky were
court-martinled for refusing to vhey
s grder from an officer. In subse-

gquent procecdings, the Marines as-

serted that the collection, storage
and use of thelr DNA violated their
rights to freedom of expressien, pri-
vacy and dug process under the
1.8, Canstituiion,

Their strongest argument was
thaet unreusonable seayches and
seizares ave prohibilsd by the
Foarth Amendmantthe sams pro-

wigion that profects & erimi-
nal defondunt, for example,
from being subjected Lo stoms
ach pusping whon polise se
the suspeet swallow o bag of
cocaine in cfforis to destroy
evidenen,

in September 1895, a
federal courl ruled in favor of
the government in Mayfield
u. Dalton, 801 ¥, Supp. 309,
holding that s interest in
accounting for the faie of sol-
disrg and assuring peace of
mind o next of kin overrode
the sonstitutional intersst of
individual sarvice personnel ¢
in being free from scarches e
snd seizares.

The ruling aliowed the
military to court-martinl the
Marines, but they ended up
getting light sentences: s
roprimand and seven dayy
restriction ¢ base. The mili-
tary's pulicy of requiring DNA
testing of its members has
rot changed,

Mambars of the military
are not the only people in
this country with DNA pro.
files on record. Semc insur
Ance eampanies are reguiring genet.
ic tosting as & condition of covarage,
and others sre dropping insurods or
charging them higher rates on the
hasis of genetic information discev.
ered through other channels,

In one insiance, a pregr}ani;i
woiman whose fotus was afferted
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when she undorwent eystic fibrosis
{esting was infermed by her insur
ance company that 1 would net poy
for the child’s health vare costy i she
chose to complate the pregusncy.

In another casa, ¢ woman whese
mathor had breast cancor was told
her own health eare coverage would
exclude trestment of breast cancar,
Even some people who participated
in genstics research have subse
guently lost their hoslth insurance
includingy a man who underwen
screening for a Lype of colon cance
as part of = study at the Huntsma
Cancer Center at the University o
Utah.

Basing Insarance on Benefics

Thes actions do follow a cer-
tain calculated logic. Since it is ae-
ceplad policy for health insurers to
exclude people with pre-existing
disorders, genetic testing provides
an enormous joophote for classifving
numerous disesses or other medical
conditions as pro-existing boacause
they hiave their roois in the genes of
progpoctive insureds.,

At first glanes, such o policy
roight seem reascnable, akin ts
charging smokers higher rates.
After all, insurance is based on the
concepts of risk-spreading and risk-
sharing. When maost people’s future
healh risks are unkoown, the fu.
turg health care costs of g group
can be predictod on an sgyregate,
actunrial bogiz and the costs spread
across the whele groy p‘

But with genclics technslogy
beginning o identtly which people
in 2 group are Hkely Lo develop par-
ticulnr diseascs later on, insuragce
companies have begun toaja.rgat
tHem for snocial tres or
rates or denal of coverage

Corried 1o g sxtreme, that
gpproach to coverage could make
evervone uninsurable, sinco gvery
human being carries betwesn eight
and 12 “defociive” genes that might
irigger various medieal disorders.

Moraovar, the insurance indus-
try's dovalaping policies en genotic
pradictability raise the same priva-
ey concerns for insureds raised by
ihe two young Marines in the foce
of the military’s mandatory DNA
screening policy. Many people do
not want to be foreed to gaze into
iheir biological eryeial balls,

In gome sietes, legislators have
begun passing bills 1o prohibit dis-
criminatisn by ingurers based on
genetic information.

But the taws paased go far may
be too narrow, In Wisconsin, for in-
stance, the lopislative protection
againsl insurance discrimination
agplies only to DNA tests and docs
nob cover tesis thot analyze pro-
teing sontained in genes or infor-
maiion on family histories,

In Norgh Carolina, the lnw
protects only pesple who carry the
gane for sickle-cell anernia {which
sirikes biacks and, {o g lesser ex.
tent, some Europeans of Maditer-
ranean gescentl,
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As corly a8 1988, according to z
survey of employere by the congrog.
sional Offise of Technology Assess.
ment, one in 26 companics conduat.
od genelie sereening or monitoring
of workers.

And even if employers them-
solves do not undortake gonetic test-
ing, they may receive such informa-
tion about their employees in other
ways. It might be found in medical
records submitted by an employee in
support, of 8 health insuranse claim
or reported by the employee’s doctor.

“Physiclans are intrensingly
being put inte the role of ‘double
agents,” with dual loyalites to the
patient and to the patient’s school,
employer, potenzzai inaurer, rela-
tive or child,” chseress socinlogist
Neikin.

Genetic testing by emplovers
has been sceompanied by discrimi-
nation based on that information.

In the sarly 19708, 3 number
of companies discriminated sgainst
black employees and job applicants
who carried sickie»ceﬁ ancmia aven
theugh thal status had no bearing
on an employee's current or future
henlth, or an an employee’s ability
te work sitiee the only significance
of carrying the trait was a l<n-4
chance of passing the disease on to
& child if the other purent also was
a carrigr.

Yet fow statos have laws ban-
ning genetic diserimination in ems-
pieyment. Only six—Florida, Geor-
gin, New Hampshire, Now Jarsey,
New York and Oregon-—have siat-
utes explicitiy prehibiting genctic
togting without consent.

At the federal Jovel, the Amer-
icans with Disabilities Act provides
gome protection apuainst job dis-
erimination {ur people whe sarsy
genes that, predispose them to dis-
eases later in life.

The compliance manual of the
Bqual Employment Oppertunity
Commissgion siates {hat under the
ATIA an emplover may net discrim.
inaie against u person based en ge-
netie information ralaiing te il
neus, discase or other disordors.
The BEQC indicatad, for exampis,
that an enmployer may not refuse Lo
hire sameone just because his or her
genetic profile mveals an ineressed
susreptibility o colon cancer,

But the ADA still permits om-

plovers ta order genetic testing of
prople who have been offered om.
ployment, evan without their per-
migsion, 15 leng as the information
is nob used in unfaic wavs,
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T¥ archor-couple Bree alker lnmpley and Jim l.arrlpley
were excoriated for conceiving in light of her disability.

In September 1835, the San

Francisco Legs! Aid Office filad &7

cless ackion lawsuit by emplovees of
Lewrence Berkaley Laboratories, a
resenrch center at the University of
California ot Bcrkei&y {hat recotves
funding frem the LY Department
of Energy.

‘The suit, Normad-Bloodeaw o
Lamwrence Berkeley National Labora-
tories, No. €95-03220 (N.ID. Cal.,
filed Bept. 12, 1995}, alleged that
the fab had tested Back pmployees
for the sickle-cell gene without their
kunowledge or consend, and hud se-
¢reily mainiained thal information
in smployse files,

The suit was dismissed on
grounds that the secrss tusting did
not constitute an intrusion on em-
plovee Privecy. :

Keadiag, Writlng ant Genetic Testing

In 1.8, gchools, genetics is
more than just a auhje{:t for seience
clagses.

I 2 few places, ﬁchmls are
using genetie tosts 1o sereon siue
dants for o syndrome that iden-
tifies borderline retardution, in
the fuiure, schoolchildron might
he screened to identily genes for
dyslexia or other learning difficul-
ties, then receive spocial assistance
o compensale for the genotic Taw,

48 ABA JOURNAL / APRYE 1997

The preblem with
guch an apprasch, how-
ever, is thal even if such
genes can be identified
{and this is a big “£"
given that reputahle re-
searchers from respects
ed instiiutions gsuch as
Yale have in recont
yoars claimed to have
found genes for eomplax
behaviors enly 1o laber
have to retract their
findinga), carrying a
geng and manifesting
the disorder are two
different matters,
Nat all genes are
completely peneirant;
there are many genetic
eonditions that ecour in
only & minority of the
pecple carrying the
gene. Often the gene ine
divates only o pradis-
position s a diserder
that needs additionnd
intervention, such as a
particular environmeri-
tal expoaure, to be trig-
 gered. This means sonie

children may he labeled
as deficient because they carry &
gene rather than manifest a2 condi-
tion.

The implications are profound.
The work of sosial paychelogist
Claude Bigele al Slanford Univer-
sity indicates that students per-
form miore pontly if they know they
are members of a4 group that tradi-
tionally has not been academically
strong, # phenomenon known as
“stercotyps vulnerabiliiy.”

Teschers' percoptions of stu-
dentz might be affected by such
genetic stersatyping, giving lower
grades o children identified as
having an errent gene even if they
ars performoing normatiy. That pat-
tern has been identified in psycho-
logical siudies in which teachers
were told that one group of stu-
dents wag hetter than snother
when there sctually wag no differ-
ence. The teachers gave the “hetter”
students higher grades and more
atieniion, presumably due to the
“halg” effect of 8 positive Inbel.

The use of genetic sereening
in higher sducalion is even maore

. prebiematio. In one case, a man who

was at 50 percent righ for Hunting-
ton's disesse was rejecied by med-
ical schools on greunds that it
would be a waste of money to train
somoeont who might die young.

For judges with o full Joad of
couplex cases, the idew that genetic
information might provide seme
guidance is seductive, Conseguent-
by, the vuse of genedic testing o sn-
swer an expandiag variety of legal
quesiions i5 growing, often without
sufficient thought 1o the saeial son-
taxt or impact, '

In 2 recent case in Chaddesion
County, 8.C, a judge srdersd that a
woman be genotically tested for
Huntington's disease ad the instiga-
tion of her ex-husband, who was
seeking to lerminate her parental
rights.

This type of wage may fore-
shadew 2 pew kind of battle in sus-
tody cases, in which the divarcing
parents seck genetic testing on
each other to determine who is
more predisposed te die sooner
from cancer or heort disease, Under
this approach, the “better” parent
might be adjudged to be the one
with the “beticr” genes.

Cienetic testing also conld have
an explosive impact on personal in-
JUTY CRSEE.

Under curreni law, a suescass-
firl plainiiff in o medical malpras
{iee or other personal Injury case
genurally is awarded damages for
future Insses on the basiz of Hfe ex-
pestancy stetisties. But savey do-
fondants may begin 1o reguire ge-
netie testing on plaintifik to find
gvidence that they have a predispo-
sition to an early death, justitying a
reduction in damages.

Forcing partics in custody or
personsl ingury cases L0 undergo ge
netic tasting could have a sfrong de-
terren offect on partizg who fear the
songequences of learning unwanted
facts nhout their genelic makaup,

in the South Caraling cusindy
case, the wife was adamantly op-
posed 1a’ being tested for Hunting.
ton's disease, even though she faced
the losa of her child if she refused,
Facing a painful Sephies ehoico,
she simply disappeared.

The mest sigrificant direct
legal impact of genetics may be in
erisninal law, an area in which
DINA evidenee already is common-
plave, But the noxt step could chals
lengs the very underplaaing of the
criminal justice system.

Criminal law is based on the
idea of freg will—that individuals
“choose” to engage in criminal acts
for which they must be punished.

Bui as geneticists increasingly
claim ve find genetic markers for nne
timocial bohavior, the legel sysinm

*P R
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will be forvest 4o reconsider the con-
ceplyd of eriminal iutent and gl

A Duteh research group says i
has fornd a gene linked to a propen-
sity ta aggression. How shauld the
courts rule on a defendant’s claim
that he murdsred becauss it was in
Lis genes?

dudges already show some wiil-
ingness (o accept genetic delenses,
In similar California cases, two ad-
mittad slcoholie lawyers embezzled
money from their clicnts, bul the
one who clained his alecoholigm was
genetic gol a Hphder sentence. In a
murder cage, the defondant was
foursd not guilty after her violence
was hinked to having Huntington's
digense. S

Are All Genes Ereated Equal?

The greai, vague specter of ge»
netics is how it may eventually in.
fluence sociely’s view of equality.

Much of the futurs vesearch in
genetics will not be relsted o dis.
ease but will forus on human indi-
vidual and group traits, such ag in-
{elligence, behavior and race. Re-
gearchers now claim that they can
distinguish between blacks and
whites on the basis of differences in
just thres of the 100,000 genes in
each human.

Axthar Caplan of the Universi-
ty of Pennsylvania Center for Bio.
ethics has written, *Will the infor-
mation generated by the genome
project be used to draw new, more
‘precise’ boundaries concerning
membarghip in existing groups?
Will individuaiz whathave tried o
hreak their fies with ethnic ar
rreial groups be forced te eonfront
their biclogical anceitry and lin-
eage in ways that clash with their
own selfrpercepiion and the lives
ihoy hove built with othars?”

The potential exists for genat-
s research to produce findings that
sould undermineg sur coneeptions of
equality of opportunity, and indi-
vidual and social respensibilily,

Alresdy, some physiciane and
inwyers sauggest that people should
have a duty to Jears their own ge-
netie status and o aveid having
children who may be adversely af-
feated by their genetic heritage.

{r articlos in bothrmedical and
Texas legsl lterature, Margery
Shaw, a Iawyer and genciicist, ree-
ommoends that states adopt policies
ta prevent the birth of children with
gunetic discases. She sugresis that
the prevention of genetic disease is
so iImpariant that a couple dociding

ALALROBEUT DS
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to give birth to a child with a sesi.
eus genclic disorder should bo aring.
inally guilty of ¢hild abuse.

Shaw alse suggests the imposi-
tion of tort liubility for not. sharing
genctic information with relatives or
for not undergeing genelic testing.

In the case of Curlender o,
BinScience Laboratories, 108 .Cal.
App. 3d 811 (1980},
a California appel-
late court stated in
dicta thzt a child
with & genetic de-
foct could bring suit
againgt her parenis
for not undergaing
prenatal scrocning
and shorting her,

I 1981, Bree
Walker Lampley, a
telavision anchor in
Log Angeles, fourd
herseif caught up in
the intense emations
that these issues can
breed. When Lamp-
ley, who has ectro-
dactyly, a mild ge.
netic condition that
csuged the bones in
her fingers and toos
to fuse, made public
her decision o give
birth to & child with
the same condition,
a radio tuik show
host and her listen.
ers atitarcked the de-
cigion &8 rresponsi-
ble and immoral,

Lamipley, nlong
with severai disabil-
iy rights groups,
filed a Vederal Communicatioas
Commission complaint against the
radic station for viclating its pors
sonal attack rule and failing o pro-
sent both sides of the isgue. The
complaint was denied.

Thraoughout the United States,
people geem ita have drfied into a
mindsed Lhat assurses that if genet-
ic informaiion axigls, it should be
acted on and taken into considera-
tion in a variety of social realms.

In The BNA Mystique, Nolkin
and co-author Busan Lindec obsearve
how guirkly the new genetics has
become part of popualar culture,
Thieir studies found that genes have
heon used to explain o wide rangn
of sorial phenomena, inciuding
erime, job suseess, soxual arlenin-
tion and adulwry.

Nelkin and Lindec speculate
an why such explanations are read-

Hew genetic research

ily aceceptad by the puldie *Thay
can reliove persanal guilt by imply-
ing compulsion, an inborn lnubility
10 resist apecific behavior” amd they
zan relieve socielal guilt and give
secigly on excuse to cut out soeini
services hy deflesting attention
away from social and economic in-
fluences on behavior,

i

will impoct sociely remains fo bo seen.

Cleariy, the promise of gonetins
18 evarywhers, and much fanfare ac-
vompanies each genetic dlscovery,

Rut lass attention is focused on
how we'will use knowledge gained
through genetic testing. When an
article in the Journgl of the Amert
ean Medicad Assoeiation heralded
the discovery {later disputed} of &
genatic murker far alcoholism, 140
newspapers and magezines ran ar-
ticles praigsing the advance. Not a
single avgicls addressod the issue of
what we wonld actually do i we
identifted individals with 2 genet.
v gropensity toward aleoholisim,

The vexing question of how the
fruits of genatic research should he
used by socwty is on the table. Sci-
enlists are chariing the map of the
haman genome, but the legal sys.
fom will play a cruciad role in deter-
mining whoere that mnp leads, W
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" 4 Elizabeth Drye

e M 03/03/97 09:14:51 PM

Record Type: Record

To:  Bruce N. Reed/OPD/EOP

cc: Elena Kagan/OPD/EOP, Cathy R, Mays/OPD/EOP
Subject: Cloning event 9:00 a.m. Tuesday

Remindaer that you are scheduled to join the POTUS, VPOTUS, Shalala, Varmus, NBAC Chair Harold
Shapiro, Gibbons etc. at 9:00 a.m for cloning | am leaving in Cathy's chair OSTP's briefing memo, the
draft fact sheaet, the draft directive, and another copy of the memo to POTUS. Drafts will be final once
Varmus reviews in the early morning. OSTP is finishing up Q&A which | will get to you as well. Let me
know if you need anything else. Thanks. Hope Florida was fun.
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| March 3, 1997 .

CLONING MEETING AND STATEMENT

DATE: March 4, 1997
LOCATION: Oval Office
TIME; 9:00 AM.
FROM: Tim Newell

PURPOSE

b .
You will meet with Administration officials in the area of research and ethics to 1) issue a
statement on cloning to assure the public that federal funds will not be used to clone
humans; and (2) call on the scientific community to voluntarily refrain from human cloning
until the ethical issues can be constdered.

BACKGROUND

The recent announcement that Scottish researchers have successfully cloned an adult sheep
has received widespread attention, since, hypothetically, similar techniques could be used
to clone humans, Because of the ethical concerns human cloning would present, on
February 24 you asked your National Bioethics Advisory Commission (NBAC) to review
the legal and ethical 1ssues involved and to report back within 90 days on possible federal
actions (seie attached letter to Dr. Shapiro, NBAC Chair).

Most scientists believe that human cloning faces major scientific barriers, and the majority

of experts believe that any prospect of successfully applying this new cloning method to
human beings in the near future is remote.

Human cloning research also faces federal funding barriers. On December 2, 1994, you
issued a statement barring the use of federal funds to create human embryos for research
purposes. Appropriations bills for FY96 and FY97 codified this policy and expanded it to
cover HHS research in which human embryos are “destroyed, discarded, or knowingly
subjected to risk of injury or death greater than that allowed for research on fetuses in
utero.” (The Administration has opposed addressing the issue through legislation and has
supported repealing this provision)

There i1s some fear, however, that public concern over this issue could erode support for
important genetic research programs, and/or result in overly-restrictive legislation. On
February 26, testifying before the House Appropriations Subcom. on Labor, Health and
Human Services, Dr. Varmus stated that while the idea of human cloning was “repugnant,”
he “would be concerned about a rush to legislate” a prohibition since legislation could also
restrict related work that offers important medical, economic, and scientific benefits.



IH.

First, the current ban on using federal funds to create embryos for research does not
explicitly prohibit all human cloning -- it only covers cloning of embryos that will be
discarded {not implanted), and only covers HHS-funded research.

Second, the restrictions apply to federally-supported human embryo research only, not
privately-funded activities, Privately funded facilities are free to engage in human cloning
research under current {aw. There is 4 booming business in all forms of reproduction
technology to assist infertile couples. Human cloning is not likely to be pursued in this
context -~ at feast until it has a chance of competing successfully against existing
technelogy -~ but it cannat be definitively ruled out. _
Congress éz& scheduled {het-finding hearings on human cloning March 5§ (Technology
Subcommittes, House Science Committee) and March 12 (Senate Subcommitiee on
Science, Technology and Space). NIH Director Harold Vearmus has been asked to testify at
both upcoming hearings, ‘

Your statement at this time 15 intended to reassuce the public, deter restrictive, ill-advised

" legistation; and strengthen the nation’s resolve to consider ethical questions carefully .

before advancing human clooing by 1) clanfying that federa! dollars cannot be used for
human cloning and that you are signing a memorandum fo that effect; 2 calling on the
scientific community to refrain from human cloning at least until NBAC and the nation

have carefully considered the issve.
1

f

PARTICIPANTS

The President

The Vice President

Secretary Shalala

Harold Varmus, Director of NIH

Harold Shapiro, President of Princeton University/Chair, Natl Bioethics Advisory Comm
Jack Gabbons

Bruce Reed

John Podesta

Tim Newell

H
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Oval Office E Partici
The Vice President
Secretary Shalala
Harold Varmus, Director of NIH
Harold Shapiro, President of Princeton University/Chair, Natl Bioethics Advisory Comm.
Jack Gibbons '
Bruce Reed
John Podesta
Tim Newell
Elena Kagan
Elizabeth Drye
CHiff Gabriel
Rachel Levinson -

PRESS PLAN
i
]
Press Pool

SEQUENCE OF EVENTS
. At 9:00 AM, you will meet briefly in the Presidential Dining Room with the Vice
President, Sec. Shalala, Dr. Varmus, Dr. Shapiro, Jack Gibbons, and Bruce Reed

to discuss the Administration’s response to the recent advances in cloning
technology.

-- ' Dr. Varmus will brief the Vice President and you on the biomedical
implications of the new cloning technology.

-~ Dr. Shapiro will discuss how NBAC will respond to your request for a
review of the ethical and legal implications related to cloning humans.

. At 9:10 AM, you will proceed into the Oval Office to the podium, accompanied by
the Vice President, Sec. Shalala, Dr. Varmus, Dr. Shapiro, and Jack Gibbons.

. You will make a statement on cloning to the Press Pool.
. You will take questions from assembled press.

. You will depart the Oval Office.

REMARKS;

To be proviilied by Speechwriters

ATTACHMENTS
24 Feb 97 letter to NBAC/Shapiro



March 4, 1697

Memorandum for Heads of Federal Agencies
|

t
Subject: Federal Funding of Human Cloning

Recent accounts of advances in cloning technology, including the first successful cloning of an
adult sheep, raise important questions. They potentially represent enormous scientific
breakthroughs that could offer benefits in such areas as medicine and agriculture. But the new
technology also raises profound ethical issues, particularly with respect to its possible use to clone
humans. That is why last week I asked our National Bioethics Advisory Commission to
thoroughly review the legal and ethical issues associated with the use of this technology and
report back to me in 90 days.

Federal funds should not be used for human cloning. The current restrictions on the use of
federal funds for research involving human embryos do not fully assure this result. In December,
1994 I directed the National Institutes of Health not to fund the creation of human embryos for
research purposes, Congress extended this prohibition in 1996 and 1997 appropriations bills,
barring the Depanment of Health and Human Services from supporting certain human embryo
research. These restrictions do not explicitly cover human embryos created for implantation and
do not cover all federal agencies. I want to make it absolutely clear that no federal funds will be
used for human cloning. Therefore, 1 hereby direct that no federal funds shall be allocated for

cloning human beings,

. m———



President Clinton Announces Steps to
Prevent Cloning of Human Beings While Nation Examines Ethical Issues
I March 4, 1997

1 <r-- DRAFT -----

Announcement

President'Clinton today issued a directive to ensure that no federal funds will be
used to clone human beings. The current restrictions on the use of federal funds do not

' assure this result. They do not explicitly cover human embryos created by cloning for

implantation and do not cover all federal agencies. The directive President Clinton is
signing today will make it crystal clear that no federal funds will be used to clone human
beings.

President Clinton called on privately-funded scientists to implement a voluntary
moratorium on all efforts to undertake human cloning, at least until the National
Bioethics Advisory Commission -- and the entire nation — have considered its
profound ethical implications. Since privately-funded scientist are not covered by the
President’s directive, a voluntary moratorium would ensure that ethical issues are fully
debated before there are any efforts to clone human beings.

Background !

0

The Februfary 27 issue of Nature contains an account of the first successful cloning of
an adult sheep. The new technology could lead to major beneficial advances in science,
agriculture, and medicine. For example, it may inform new methods for producing human
proteins, creating model organism to study human diseases, and possibly reprogramming
human cells for treatment of cancer, burns, and other disorders. But the new technology
also raises profound ethical issues, particularly with respect to its possible use to clone
human beings.

On February 24 President Clinton asked the National Bioethics Advisory Commission
(NBAC) to review the legal and ethical issues involved and to report back within 90 days
on possible federal actions.

The President does not believe federal funds should be used for human cloning, and
current restrictions on federal funds do not fully assure that result. In December,
1994 the President directed the National Institutes of Health not to fund the creation of
human embryos for research purposes. Congress extended this prohibition in 1996 and
1997 appropriations bills, barring the Department of Health and Human Services from
supporting certain human embryo research. These restrictions do not explicitly cover
human embryos created by cloning for implantation and do not cover all federal agencies.

Privately-funded scientists and clinicians are not prohibited from cloning human
beings. Although most scientists believe that the possibility of cloning human beings in
the near future is remote, a voluntary moratorium would assure that the nation fully
considers ethical issues before any attempts are made to clone human beings.



; THE WHITE HOUSE
: WASHINGYON

March 3, 1997

MEMORANDUM FOR THE PRESIDENT

" FROM: Jack {Ebbeas\ﬁf
§ Assistant to the resident for Science and Technology

<BruceReed 2 © v P
| Assistant to the President for Domestic Policy

SUBJECT:, - Background and Sugpested Presidential Statement on Cloning

As you know, the February 27 issue of Narere, g cenowned scienufic journzl, contains an account
of the first successful cloning of an adult sheep, Hypothetically, similar 1echmques could be used
to clone humans. Because of the ethical concerns human cloning would present, on Fobruary 24
you asked your Natona! Bioethics Advisory Commission {NBAC) 1o review the legal and ethical
185468 involvif:é and to report back within 90 days on possibile federal actions.

We recommend that you: (1} issue a statement on cloning to assure the public that federal funds
will not be used to clone humans; and (2 call on the scientific community 10 voluntarily reframn
from humas cloning while NBAC and the nation distinguish the facts from the hype and consider
its ethical implications,

Background

Most scientists believe that human clomng faces major scicntific barriers. For complicated
scientific reasons, sheep may be more easily cloped than humans and other animals, and 21l
atiempts to clone other mammals such ag mice starting with cells from mature animals have failed.
The majority of experts believe that any prospect of successfully applying this new cloning method
to humag %Jc;lngs in the near future is extremely remote,

Human cloning research also faces funding barriers. On December 2, 1994, you issued a statement
barng the use of federal funds to create human embryos for research purposes. Appropriations
bills for FY96 and FY97 codificd this policy and expanded it to cover HHS research in which
buman embryos are “destroyed, discarded, or knowingly subjected to risk of injury or death greater
than that allowed for research on fetuses in uters.” {The Administration hag epposed sddressing
the 1ssue through legislation and has supported repealing this provision).  Senator Bond {R-MO}
hag begun 1o draft legislation making permanent the current ban on federal funding for human
embryo cesearch,

News reports have indicated that the Congressional ban prohibits using federal funds for human
cloning, and no one in Congress hay taken issue with this understanding. But the langoage is not
as tight as it could be. It does not explicitly bar fedemlly-supported scientists from creating human



ct‘ni:}lz’yos they intend 1o implant -~ it only prohibits them from creating emboyos they will discarg,
I addition, the Cengressional ban only covers HHS-i unded rescarch.

- Privately funded faciltties are {ree (o' engage in human cloning rescarch under current faw. There is
a booming business in alf forms of reproduction technelogy to assist infertile couples. Human
cloning is vot likely 1o be pursued in this context -- at Jeast untid it has a chance of competing
successfully against existing technology - but it cannot be definitively ruled out.

Congress has scheduled fact-finding heanings on human clahi&g Mareh 5 (Technology
Subcommittee, House Science Committes) and March 12 {Senate Subcommitize on Science,
Technology and Space)], NIH Director Harold Varmus has been asked to testify at both upcoming
heanings. (}n February 26, in testimony before the House Appropriations Subcommittee on Labor
and Heaith anz:i Hluman Services, Dr. Varmus stated that the 1dea of human cloning was

m;}ugnam.’ He went on 10 say that he “would be concemed about 2 rush to legislate” a
prahibition since legisiation could also restrict related work that offers important medical,
economic, ang scientific benefits,

Rushed attempts o ban claonmng could easily result in unintended harmful effects on imposant
research, Forexample, Dr. Varmus has noted that sheep cloning might inform sew methods {or
producing human proteins, creating maodel organisms ta study human discases, and possibly
rcpr{}gramrﬁiﬁg human cells for treatment of cancer, burns, and other disorders. Therefore, any
restraints on human cloning should be worded carefully to avoud unistended consequences on a
broader %phcre of bicmedical and agriculiural research. :

A consensus is emerging, however, that researchers should not pursue human cloning at least uril
the nation hag more thoroughly considered the ethical toplications of the technology. The current
restrictions do not assure this outcome for two reasons. First, as noted above, the current ban on
using federal funds to create embryos for research does not explicitly prohuibit all human cloning -~
it only covers cloning of embryos that will be discarded (not implasted), and only covers HHS-
funded rescarch. Second, the restrictions apply to federatly-supported human embryo research
only, not privately-funded sctivities,

You could urge the non-federally funded scientific community o declare a selfiimposed
moratorium on human cloning. Some in science will question the need for this approach because
they do not believe our ability to clone humans is immineat,.  Some also believe that 10 would be
inappropriate for you to take action before NBAC reports back 10 you with recommendations {your
referral of the issue 1o NBAC received eathusiastic, bipartisan support ai MTH's February 26
appropriations hearing), On the other hand, your calling for 2 moratorium might deter restrictive,
Hi-advised legislation, reassure the public, and strengthen the nation’s resolve 1o consider cthical
questions carefully before advancing human clening, The scientific community favors a valuntary
moratorium over & Congressional ban, and key scientists including D, Varmus would understand
vour calling for it

Sugpested Presidential Statement

1
We recommend that you issue a statement to:



Affirm the scieatific promise of the new cloning techuique and its concurrent ethical
challenges;

Argue that ethical concerns must be confronted before people try to use the technology 1o
clone humang;

Restate that vou have referred the issuc to NBAC; ‘
Ciarlify that federa! dollars cannot be used for human cloning and that you are signing a
memorandum to that effect: and ’

Cal oo the scientific community to refram from human clormiag at least until NBAC and
the nation have carefully considered the 1ssue,
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draft 272 2nm
PRESIDENT WILLIAM J. CLINTON
REMARKS ON HUMAN CLONING
Tuesday, March 3, 1997
1 DT HER 224300
In recent days, all Americans were startled to learn of the successful cloning of a sheep by

Scottish researchers. There is no question that this is a breakthrough of ensrmous consequence
for science, medicine, and agriculture -- one that could yield important benefits in the years to
¢ome.

It also raises a very troubling prospect -- that it might someday be possible to use these
techniques to clone human beings from our own genetic material.
i
There is much about this discovery and its applications that we still do not know. But
this much we do know: any discovery that touches upon human creation is not simply a matter of
seientific inquiry. It is a matter of buman morality and human decency as well.

My own deeply-held view is that the prospect of human cloning is moralty repugnant. It
violates our most cherished concepts of faith and humanity. Each human life is unigue - blessed
by the spirit of 2 mother and a father, born of a miracie that reaches beyond laboratory science. |
believe that we must respect this profound gift, and resist the temptation to become our own
creators. :

That is why, one week ago today, | asked our National Bioethics Advisory Commission,
headed by Princeton University President Harold Shapiro, to conduct a thorough review of the
moral and ethical issues raised by this new cloning technology, and to recommend possible
actions to prevent its abuse. Their report, due back in 90 days, will give us a better
understanding of the scope and implications of this scientific breakthrough.

1

Rut there are steps we can take right now to prevent the possibility of human cloning.
After reviewing the current restrictions on the use of federal funds for research involving human
embryos, we found loopholes that could aliow human cloning. Today, | am issuing a directive
that bang the use of any federal funds for human cloning. Effective immediately, no federal
agency may support, Rind, or undertake such activity, .

Of course, a great deal of research and activity in this area is supporied by private funds.
That is why | am urging the entire scientific community — and every foundation, university, and
industry that supports work in this areg - (o heed the federal government’s example. 1 am asking
for a voluntary movatorium on all efforts to pursue or undertake human cloning, unti] our
Bioethics Advisory Commission and our entire nation have had 2 chance 1o understand and
debate the profound ethical mmplications,

Until we learn more about the potontial uses and abuses of cloning, the sensible course is
to proceed not just with caution, but with consgience as well. By insisting that not a single
taxpayers’ doliar supports human cloning -~ and by urging a moratoriuni on ali private efforts to
pursue human cloning -~ we can ensure that as we move forward on this issue, we weigh the
concerns of {aith and family, and not just of laboeratory science alone.
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THE WHITE HOUSE
; WASHINGTON

MEMORANDUM FOR HEADS OF FEDERAL AGENCIES

SUBJECT: Federal Punding of Human Cloning

H
H

The recent account of the first successful cloning of an adult
sheep raises imporbant guestions. It represents &n enoOrmous
scientifiec breakihrough that could offer potential benefits in
such arveas ag medicine and agriculture. But the new technology
alao raises profound ethical issues, particulariy with vespect
to its possible use to ¢lone humans. That is why last week I
asked ocur National Biloethics Advisory Commission to thoroughly
review the legal and esthical issuss associated with the Use of
this technology and report back to me in 20 days.

Federal funds should not be used for human cloning. The current
reagtrictions on the use of Federal funds fox research involving
human embryos do not fully assure this result. In December,
1994 I directed the National Institutes of Health not to fund
the creation of human embryos for research purposes. {ongress
extended this prohibition in 1596 and 19%7 appropriations bills,
barring the Department of Health and Human Services from
supporting certain human embryo research. These rastryictions
do not explicitly cover human embryos created for implantation
and do not c¢over all Federal agencies. I want to make it
absolutely clear that no Federal funds will be used for human
claning. Therefore, T hereby direct that no Federal fundg
shall be allocated for cloning human beings.

[P U A —
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MEMORANDUM FOR THE PRESIDENT : THE PRESIDENT HAS SEEH
o1V 8 T
FROM: ; TODD STERNTE™
SUBIECT: Proposed Cloning Legislation

At your cloning event tomorrow, you will receive the report of the National Bioethics Advisory
Commission and announce legislation along the lines of NBAC s proposal. Elena Kagan and Jack
Gibbons seek your views on two igsues - embryo research, which hag already been nun by you
once, in the memo you received fast week, and a sunset provision. /¢ would be desirable for you
to reconfirm your views on the embryo issue before the event tomorrow, since you are likely to be
‘asked abowt it. If you are comfortable deciding the sunset issue as well, you will be able 1o
submit the legisfation somorrow. Alternatively, if you need more vime, you can announce af the
eveni tomorrow that you witl be submitting legislation in the near fiture. It would be very
kelpful for planning purposes if you could retarn this memo to our office today.

Embryo research. In a nutghell, NBAC would ban the cloning of embryos for implanting in a
woman’s uterus (1.e., cloning humans), but take care not to inhibit cloning of human cells or
tissues or the cloning of animals. NBAC’s proposed legislation would rof ban the cloning of
embryos for research purposes, regarding that as ethically oo different from the creation of
research embryos through other teclriques. You have banned the use of federal funds to create
embryos for research, but have not supported a broader prohubition. The pro-life community will
critictze any failure to ban the cloning of research embryos, but a ban on cloning for research
would be strongly opposed by the scientific and fertility communities, since such a ban could halt
research on infertility and possibly other conditions. The attached Kagan/Gibbons memao
}85<212:{31}§§ that you follow NBAC in nof banning the cloning of embryos for research.
Agree

N Disagree Discuss
Sunset, Your proposed legisfation currently includes a S-year sunset provision and directs NBAC
to report to the President in 4 % years on whether to continue the ban, This follows NBAC's
strong recommendation. Some will criticize a sunset provision, however, saying that if you are
banning cloning for ethical reasons (as opposed to, say, safety), then nothing will change in §
vears and {here is no reason for a sunset, But even some who see cloning 23 ethically wrong think
it would be a good idea to renew the national debate in a few years, see whether the legislative
language needs adjustment, etc. And the biotech and pharmaceutical industries will very likely
oppose cloning legislation unfess-there is a sunset. The Vice President favors NBAC review after

. 4 % years, but no built-in sunset; the biotech and pharmaceutical communities, as well as Gibbons
and Yarmud{NIH), oppose this approach.

S-year sunset No sunset/but review (VP idea} No sunset or review Discuss
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MEMORANDUM FOR THE PRESIDENT

FROM: : Jack Gibbons
Assistant to the President for Science and Technology

Elena Kagan
Deputy Assistant to the President for Domestic Policy

SUBJECT: " Cloning Policy Decisions .

This meme summarizes (1) the final version of the National Bioethics Advisory Commission
(NBAC] cloning repost completed yesterday, and (2) the cloning legislation we have prepared for
you to submit to Congress on Monday. The memo addresses two issues about the legislation we
waoudd like you to focus on: (1) whether to prohibit the production of embryos (as well as human
beings) through cloning; and (2} whether 1o sunset the prohibition on cloning after § years.

NBAC’s Findings and Recommendations

In its final report NBAC states that at this time it is morally unacceptable for anyone to atismpt to
create a child using the technology that created Dolly the sheep {so-called somatic cell nuclear
transfer technology). NBAC alse concludes that the cloning of DNA, cells, and tissues, and the
cloning of animals, are sctentifically important and not ethically problematic. NBAC chose not o
address at all the cloning of embryos for research purposes. NBAC calls for:

- Carcfully-worded legisiation that prohibits somatic cell nuslear transfer to create a
child {without impeding important cloning research on DNA, cells, and animals),
sunsets in 3-5 years, and provides for further review by an advisory body prior to the
sunset date, :

. Conttnuing your moratorium on the use of federal funds for cloning human beiags
while the proposed legislation is pending;

- Calling on all scientists and clinicians to adhere to the voluntary moratorium while
the proposed legislation is pending; and

- Working with other countries to enforee common aspects of cloning restrictions.



Proposed Legislation

The legistation you will announce tomorrow, as currently writien:

- Prohibits the use of somatic cell nuclesr wansfor with the intent of infroducing the
product into a woman's womb or in any other way creating a human being; -

- Gives the Attorney General authority to seck injunctive relief, impose civil fines up
to $250,000 or twice the profit from a vielation of the Act {whichever is greater), and
seize any and all property used in violating the Act {including entire Isboratories);

. Sunsets the prohibition on cloning 3 years from the date of enactment; and

- Directs the National Bioethics Advisory Commission to report to you prior to the
sunset date on the advisability of continuing the prohibition.

Key Legisiative Issues
1. Embryo Research _ -

NBAC's proposed legisiation --and, a8 currently drafted, your bill ~would not ban the
creation of cloned embryos for research purposes. NBAC simply did not evaluate the ethics
or scientific benefits of this activity; it focused exclusively on the use of cloning techniques
1o create an embryo that would then be implanied in a woman's uterus and brought to term,
NBAC reasoned that other entities (including a 1994 NIH panel) already have discussed
‘extensively the creation of embryos for research purposes and that the use of cloning
technology in this context raises no distinet ethical issues. By contrast, the use of somatic
ceH nuelear transfer technology (o create & child raises a host of new and different ethical
igsues relating to safety, individuality, and family integrity,

You took action in 1994 to restrict embryo research by banning the use of NIH funds to
create embryos for research purposes. {The NIH panel had recommended permitting the |
funding of research on ¢mbryos in very limited circumstances.) You also signed a spending
Bilf that included a prohibition on the use of HHS funds for embryo research. But your-
budget submissions for FY97 and FY98 stated in a footnote that the Administration did not
support addressing this issue in legislation. Nor have you ever indicated support for
extending the current restriction o privately funded embryo research.

The right-to-life community already has enticized NBAC for not recommending a ban on
creating cloned embryos. But there are good reasons for not going 80 far. There is ne moral
rationale for treating embryos created through cloning differently from embryos developed
through other means (e.g. in vitro fertilization) when embryos are used solely for research,
Prohibiting the creation of embryos for research using private funds could halt important
research on infertility and possibly other medica!l conditions and weuld provoke strong
oppasition from the scientific and {ertility communities. In short, it is a controversial step
that merits further consideration. We therefore recommend that you limit the scope of the
legislation you submit to Congress on Monday 16 the issue the Commission addressed. If
asked aboul your position on embryo research, you should note that it is an important but



separate question and reiterate your position that no federal funds should be used to create
embryos for research purposes.

2. Sunsst Provision

NBAC recommends strongly that any legislative prohibition on cloning include a sunset
clause to ensure that Congress review the issue after a specified period of time.

Whether 2 sunset pravision makes sense depends in part on why a cloning ban 15 appropriate.
For those who belieye cloning is unethical primarily because of safety concemns, a sunset is
necessary because time may mitigate those concerns. But for those who believe that cloning
is inherently tmmoral, a sunset provision may seem wrong because time cannot lessen the
preblem. If you propose a sunset provision, you will subject yourself to criticism on this
score, f

It is important to vadersiand, however, that some who share your view that cloning is
inherently wrong nonetheless favor a sunsél provision, They reason that: {1} a sunset
provision provides a strong incentive for Congress and the Administration to renew the
national debate on cloning within several years, ensuring continued attention to the ethical
questions; (2) there has been little time to fully consider the moral issues, and it is possible
that convietions may evolve; and (3} there is a high probability that Congress will simply get
the leguslative language wrong the first time around, given cur limited understanding of the
science, the difficulty of defining terms, and the vagaries of the legislative process.

Ags an alternative (o proposing & sunset provision, vou could propose tegislation that provides

for review by NBAC in 4 2 years but does not sunset the ban, This approach would shifi the

burden of proof to those who want {o Lft the ban, since Congress would have o act
affirmativety 10 effect change. Jack Gibbons, Harold Varmus, and the scieniific and
bistechnology communities oppose this modification to your draft legislation. The Vice
Presidemt prefers this modified approach.

-,
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REMARKS BY THE PRESIDENT ..,
- ON CLONING - L

The Oval Office ;

9:25 A.M. EST

" THE PRESIDENT:  Good morning., I'm-glad to be' icined )
-this morning by the Vice President, Secretary Shalala, Dr. Haroid !
Varmus, the head of NIH: Dr. Harold Shapira, the President of
) Prlnc&ton and the Chairman of our Bicethics Advisory Commission; and
Dr. Jack Gibbons, the President's Adviscor on Science and Technology,
all of whom know a lot about and care a lat about thzs I8EUE We are
discussing today..

. The xscent breakthrough in animal cloning is one that
could vield encrmous benefits, enabling as to reproduce the most )
productive strains of crop and livesiock. holding out the promise of
revolutionary nevw medical treatments and cures, helping to uniock the
greatest secrets of the genetic code.. But like the splitting of the
atﬂm, this is a discovery that carries bardens as well as benefits.

Science aftan noves faster tbaa our abzliﬁy o
understand its implications, That is why we have a respgnaébxllty to'
move with caution and cars to harness the powarful forces of science
and- technology sc that we can reap the banafit while minimizing the
potential danger. . ,

* This new discovery railses the troubllng prospeat that it
night someday be pnssmbl& to clone human beings from cur own genetic
material. There is much about cloning that we still dc not know. =
But this much we do know: any discovery that touches upon human
creation is not simply a matter of sclertii§c inquiry, it is a matter
of morality and spirituality as well.

My own view is that human cloning would have to ralse
‘deep concerns, given our most charlsﬁed soncepts of faxth and
humanity. Each human life is unique, bern of a miracle that reaches
beveond laboratory science. I believe we must respect this profound
gift and resist the temptation to replicate ourselves.

. . : )

At the very least, however, we should all agree that we
need a better understanding of the scope and implications of this
most recent breakthrough. -Last week, T asked our National Bleoethics
Advisory Commission, headed by President Hareld Shapirp of Princeton,
to conduct a thorough review of the legal and the ethical issues
raised by this new claﬁiﬁg discovery, anl to recommend possible
actions Lo pravent itw a&nﬁe, reporting hack to me by the end of May.

In the meantine, I am taklng further steps to prevent

‘numan cloning. The federal government currently restricts the use of
federal funds for research involving hunan embryos. After reviewing
these restrictions, our administration kelieves that there are
' loopholes that could allow the cloning «i human beings if the
technology were developed. Therefore, tixday I am issuing a directive
that bans the use cf any federal funds for any cloning of- human
beingg .

MORE



Effective immediately, ne federal agenay may support,
fﬁﬁd or undertake such activity. O£ course, a great deal of |
r&&earch andg aativzty in this area is supported by prlvate funds.
That is why I am urging the entire scien:ific and medical community,
, every foundation, evéry university, evervs industry that supports work
in this area to heed the: federal government’'s example. I'm asXing.
for a veluntary moratorium on the cloning of human beings until our
Bicethics Advisory Commission and our entire nation have had a real
chance to understand and &abate the profound ethical implications of
the, 1atest advances,

, As we gazn a fulley anderstzﬁﬁing of this technozagy, we
must proceed net just with caution, but alsc with a conscience, by
insisting that not a single taxpayer dollar supports human cloning.
And by urging a moratorium on all privats: research in"this area, we
can ensure that as we move forward on this issuve, we weigh the
concerns of faith and family and phiiasashy and vazues, not meraly of
science alone. Thank yau very much. S

Q Kr. Presxdaﬁt, how dm you think the Vice President
&*ﬁ in his rebuttal’ yesterday, and do yod agree with him that you tws
are in a separate category in terms of ;1ndrai$1nq from federal
property?

EHE ?RESIDENT. well I agres with -~ number one,. I
thought he did very well and I agree with the statement he mad& and I
agree that what he did was 1egal, But I alseo agree with the decision
that he made. : . "

I would remind you just that we knew that we had a very
stiff challenge. We were fighting a bat:le not simply for our ‘
reelection, but over the entire directicn of the ¢ountry for years to
come, and the most historic philosophical battle we've had in America
in quite a long time -~ over the direction of the budget, over our
commitment to education, over whether we would dismantle large chunks
of our environmental regulations and cur public health regulations.
It was a significant thing for America, and we knew that we vere
going to be outspent and cutraced, but we knew we had to do
everything we could to at least ba competitive enough te get our
message out.

In fact, that is what happana&* we were. ocutspent and
outraised by more than $200 million: but thanks to the Vice
President's efforts and those of thousands of -others and a million
gmall donors, we were able to get our message eut,

Q But did you overdo it in a sense that now you're
‘regretting, cbvigusly -~ you must be -- all the things that have
happ&nad since then?

?ﬁE PRESIDENT: The anly thing I ragrat -- and I regret
this very much as I have said -- ig that a decision was made which I
did not approve of or know akout to stop the rigorous review of
checks coming in ¢o the Democratic Commiltee so that some funds were
accepted which should not have besen accepted. I regret that very
much, And I have said that-I feel, as the titular head of the.
Democratic Party I feel responsible for that; I think all of us in
the line of command are. And I was very proud ¢f Governor Romer and
Mr. Grossman and the entire Democratic Committee when they made a
full acceounting: they went over all the checks,.they did something as
far as I Xriow no party has done in medern history, and they gave back
meney that was not only clearly illegal, but that was guestionable,
and they're going on. I Yregret that very much, berause that never
. hauld have happened in the first piace

k For the rest, I think the vice President said he thought
that some changes were in order, but I dwntt regret. the‘fact that we
worked like crazy %o raise enough money to Reep from being relled

HORE



over by the biggest juggernaut this couniry had seén in a very iong
time. And I think it would have been a very bad thing for the
American people if that budget had passed, if their plans to
dramatically dismantle the environmental praz@ations and the public
health protecticons the country had passed, and I am glad we stood up
to it. I'm glad we fought the battles Qf*’9$‘ana ‘96, and I'm glad
it came cut the way it did, and we had to be aggressiver and strong
within the law, and I'm very proud of what the Vice President did.

Q. Don't you think it puts the Vice President in a
vulnerakble -- ' . )

Q Mr, President, what is the extent of your order
today? How much funds -- do you know how much funds were being spent
toward this human c¢loning, 1f any?

~ THE PREBIDENT: We attempted previously to have a ban on
this, going kack to '94, I believe. The nature of the new discovery
raised the prospect that the technelegy wvas not covered spaclflcally
by the nature of the ban. 80 as far as [ know, nothing is going on
in govermment-funded research. I just want to make sure that we keep
it that way, because our research dollars are spread all aerass the
aeantry in éifferenﬁ institutions.

With regard te the przvate sector, let ne ‘say that our
gtaff here in the White House has been in tcuch with 2 number of
paople in the kiotech industry, and they seem t¢ be glad that we
ralled and anwious to participate in a %sratarium until we think.
through tha implications of this.

I mean, 1 zmaglna a lot of you, xot as jﬁarnallsta but
in your own private homes have sat ‘around talking about this
discovery in the last few davys; I know we have ‘in our home. And I
just think that we need the best minds that we can bring to bear and
the distinguished people on the Bloasthnics Advisory Committee to
think through this, tell us about what we may be missing about if |
there’s anything positive that could com:.from thls, and also *hink
through the other implications.

' How can we get the benefits of our deep desire to find
any possible cure for any malady that's out there without raising the
xind of ethical implications that, in effect, we're in the business
where pecple are trying to play &od, <35 tg‘raplicate themselves.

Q Mr. President, Democrats and Republicans are bogged
down in Congress over whether to conduct hearings on the fundraising
issue. Do you want to see that happen, .ind would you so tell your
Democratﬁ, you fellow Democrats up on the Hill?

THE PRESIGENT Hy undérstanding is that the “am@arats
have no objection whatever to the hearings, they just believe that
they ought not to go on forever and that they don't need to ~=
they ‘re disputing whether $6.5 ‘million needs to be spent. That's
something that they na&d to wark out amcnq ﬁh&&selveﬁ‘ '

I certainly hava no objectian to hearings. I've always
assumed that they would occur, but I think that the. American pecple
are entitzﬁa to know that some prudence will be exercised in how much
noney is spent, becaua& there's. s lot of other things cut there to be
done, and we have the public's b&siness ‘te get on with as well -=- a
lot of other issuss that need to be dealt with. . And what ‘I'm hoping
that we can do is to just reconcile how this is. gaing to be dealt -
with, .and mavbe spend some of that money to properly fund the Federal
ﬁlectlon comnission so they can do the kind of audits they re
supposed to do, and do the job that they actually have ‘the power Lo
do on the books right now, and get on with the big buaxnass, get on
w1th bBalancing the budget, get on wzth pa&&zng the eduzation progran,
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get on with doing the other things that ire out there for us to ﬁo,
And so I'm goinq to do eveyything I can to facillitate that.

CBut Lt is a decision for the Senate and for tha Ka&se,
and the House to decide how these hearings with procesd and how they
will be funded. But ¥ don't think anyboﬂy cbiects to having

hearings. We want them to be failr, we want them to be bzparﬁmsan, we

want them to be balanced, and as I understand it, the big fight in
the Senate is, will thare ve a date certain far aﬁdzng and wiil there

‘be a limit to how much is spent.

And let me say thzs. whatever the hearings produce, in

- the end, the only real question is, wili they produce campaign

finance reform. Whatever they produce, will they produce campalgn -
finance reform. I still believe that the only way for the Congress .

to really deal with this and any guesticns from the past is to change

the system. And we have the HcCa*nj?@mnqoZd bill out there, it's =
good vehicle, T have endorsed it, I would happlly sign i¢ the way it
zs, kut they may want to debate that in some way or another, But the
rain thing that I want to say again is that there is no excuse for
not voting on and passing & good bipartisan campaign. finance reform

.b;il this year. There is no excuse. That is the main issue.

'THE 'PRES§:- Thank you.

. END '9:35 A.M. EST

Tt
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March 4, 1997

MEMORANDUM FOR THE HEADS OF EXECUTIVE DEPARTMENTS AND AGENCIES.
" SUBJECT: - Prohibition on Federal Funding ’
' for Clening of Human Beings i

B3 v
i n

Recent accounts of advances in c¢loning technology, including
the first successful cloning of an adult sheep, raise important’
questions. They potentially represent enormous scientific
breakthroughs that could offer benefits in such areas as -~
medicine and agriaultar&. But the new ﬁeahnalegy also raises
profound ethical issues, particularly with respect to its
.possible use to clone humans. That ie why last week I asked
our National Biocethics Advisory Commission to thoroughly review
the legal and ethical issues associated with the use of thls

- technclogy and reparh back to me iﬁ 20 days.

. Federal funds should not be ﬁﬁ&ﬁ for cloning of hnman bezngs‘
The current regtrictions on the use of Federal funds for .
research involving human embryvos do not fully assure this
result. In December 1994, I directed the National Institutes
of Health not to fund the creation of human embryos for research
purposes. The Congress extended this prohibition in FY 1896,
and FY 1997 appropriations bills, barring the Department of
Health and Human Services from supporting certain human embryo
.research. However, these restrictions do not explzcztly‘cover
human embryos created for implantation and do not cover all.
Federxal agencies. I want to make it absolutely clear that no
Federal funds will be used for human cloning. . Therefore, I

" hereby direct that no Federal ﬁunﬁs ghall be allocated. for
clonlng of human b&lng$.

i

WILLIAM J. CLINTON .
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