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,-I· "he richness aHd dive;-eity of this 
·: consensv.s develop1n,fnt 

co11£erence, bringing togeth-2r people 
frorn c. 1,1i.rid.e ·v2:1jet~y- of bc;.cl:_gro1.1:r:_dsf 
is irnpossible to cHscr1ss rtdeq11c1.t~Jy in 
a short re''li•.?Vl1 hence I shed.I 1_,)')nfi:n.e 

n1yself to so:tn.e p;:Lrticu,lar then·les :.:tnd 
shall rte t attempt to iden'.ify individ u;c:l 
speclfrers. 

First" the 1~eed 1or .;-~·e,::r1 Pr 

di2.ser:n.i:n .. ati()Al of' irtfcn·:rna.-tio:n a.bo1r'.: 
aclva.:rlces in gen-etics tv2.s a1:1parent. 
The Hurnan t:;er~cn11-2 Project has 20 

IriEn1v fa:1.r-reaching inTjJlications for 
'IJ"";,,;',_, :+t"l" 11- le lll")Qr•'~"rtl- (•~1°1 t f·h,,mo c:, 1---'--l.t ,.. __ <:-i. __ -"-t'.'.:> . l} 1LCl - ~l -1.._ t_ ,_,_,_," 

is open -d.iscu2Bion r.1:nd d 1·=b2te cLbo11t 
ho··-~·1? to i::ea} vvHh th2n1 ... ·Orv~ o,f fbe 
str::Ling th.i.11g3 vraa th,7, h1ndament21l 
dj_ffere:n.:-:e in opinion a.-f:1011t tl~le stab-1s 
oJ scie:r-1ce itself/ S(itne sel~ing it ~~ls a 
global enh~rFris,2 °,ot 5p2cific to one 
cultu~·e, othf:rs se,2ing l1: as an aspect of 
cultt1.r.al don1_i11_2.nce. '\,1\Th_en 
·vvorld"'-'Iie1Ns are so far ap;n:t in tl1Eir 
h1terprel:ation of th,:c whole sde1°tific 
enterprise,.- it is nc,t surpd.sing ~I1crt 
they cliff.er O"ie-r ;s.pecific applications,. 
:and this only rei:iJ.forces the 
iinporJ:ance of :free discussio1n_ 1Jf th_e 
issueso 

The disagreen1ents {)Ver the I--Iurnan 
(-;;-et1orne Diversity Project provided c~ 
good eJ:arn:ple of th_e f.:xte11·t 0£ 
difference i:n opinion .. _ \!'1ll1ereas-. the 
I-Iu:Cna.n (~eno::::ne Project airn.s to 
pl·ovide a complete 1nap :0,nd seq1-i·.~r ce
of fhe. b.1trr1a:n geno1T~e1 the I-I1u.-na:n 
Ge:c.Lt)n1:E'.· [)ive:;..·sity ?reject has a:5 its 
goai the tT/estigcrU.on cl -~he ·variation 
in the hu_rii:1an ge::.1orne ::iet1,veer; 
differe:n:i: po:?·tilation groups. 

(}x-1 fhe 011.e }n_;Jnd. it vv·.as a.rgueci that it 
has th·2 potenticJ. to -u.11d,'.2r1TLin.e raci3nl; 
by sho-s;,ving fo-r ,exarn pl e tl1.o.t 1/Ihat 11\12 

call 1race' is ~T,Jt u.nclerr:d.nned by 
ff::g11.ificant genetic dii'.f':!rences. 111.ose 
,.,vl10 sttpport the ·HGI)T.Y argue th.at it 
i.:an. benefit hurctardty as 21 V\rhole :Jy 
facilitating the 2ipplica.ticn 0£ effective 
th.era pies to 211 th.e v-Torldr s. 
po2_Juiation.s rather than a pl'opo.:rti,0n, 

d:te :,ssurnption being- th?,t fr18 latter 
\Aioul,d r,eilect the poplxlations of 
already privileged societies. 

A.gai:n.st this- \dev\1;, h,ct\1ve•Ier., it ·vvas 
dear that c•1.ere '-Va:; ,:onsidernbl.e 
distrust of l:he HGDF fro-in tvra.ori and 
re_pl'esenta.tive::: of o~ber iildige;~,ous 
peoples) ,,vhc) reg.arded it: ·e~s 
exploh:atii;le :0f those peC'ples. I:n. fact 
there 'iNas- a speci:fic 1\.1:a.ci:ti 
reco1nn'le:r1cl8.tio,n a;.- th.e con.f~rence 
,:alling for the abE-olute and irrnrle(·Hate 
halt of lhe projc.:ct. 

Iriforn.1.ed cvn.sent is- a p:1rtic-ularly 
diffi.:I1lt iss-c1e in thinldng a1::·1ou_-c t}y2 
HCDP_, in the light of differ'c'nt culturd 
atti_tudr==:t, tO"'."v'\Taids the ao:.)2ptabili(y of 
ccxt3ent by tepres:en:lrdi'ues. This ·v11Es 
an iss-ue t}i_;_at also cs~rne to the ::~oie in 
discussi:r!_g :he i:ntr-c)clucticJ"ri or 
E,(Tb?:ning pr--Jgrc\n1-1:nes,. in. ·tl-1;?. C{)n.text 
of r.~.--(pleration of tb.(:: cliri.icaJ. 
a1:.:•plic2.tions vf genetic knu';,,vl.:~dge. Ir~ 
Eu;rope ih12_r-e h,as be12n c-e:nsiderab1e 
inierest of late 111 the criteria_ for th_e 
iE-tr(Jd-uctior.l o{ Slt-'.=h 1::,rc:gr~,_rnrn.es. In 
the }Jas·C,.. genetic .scr{·::ening or -testing 
teru:ied to £0111=.r;,v the identification of a 
pa.rticu:.lar cas€,, s,o th .. at thf~n -fhe ger,.etic 
:ceI:.1.U,ves_of a_ pe:rs-2,n could he offered 
testing. 1-i-n1n:0J1 genorrie anaiy;:~is; 

nov;eve:-, p2,'l•':'S 1J1e way for 
populal:ion v.dde scr,2,2rd.ttg for 
con.ditic,ns 1Nh12re then? is no r-2ason to 
belfr~ve that a.:Ctj7 particular person has 
tb.e concHtio-ti. hl que5tion. So -,vvhen 
·1·•,Tffcll(·l. 1·1- 1-,p .,,,-. .. ,p;•,t;, 1,lP >n ,·1r; ,'r-1·~-;, -- . - L ~· f;.,J.•-"--··- l' ~ll- ..• ~ ~ .L,._. .... l L). 

C:d.leTia. u:nd.er dis.ct:u::si-£:)n at the 
conferenG~ included t:he irnporb.::1nre 
oi' the hc;alth problen:1_. the 'JOssibfoty 
of actir.;_g ()n t}1e infor:rnatirYJ. 2Lcq.uired, 
assu.ran 1:e 01 c0nfi(tentia.lity1 

2."'ili'i.ilability o:f co11nselling a.ri.d 
recogniticn1 oi cuhuraJ :needs. In. the 
·F./orksfl.op d:iscussic1n: of !:his topic 
hov-ve.,,1er, it b•ecarne clear th,at for son1f: 
popul~~tion gro-upo a :screening 
p:r:'c,grarn:r~12 cou_ld not justifiably be 
c&fel"ed to a population 11/1,rithou-t the 
l·\,-,-hf::vfr::· F•opu.lation h2ving agreed to 
th.e C~i-)'i?r l:?€1:113' nio:de. In other lVord.s}i: is
not suf£ici,2nt ;~o ha-·;7e indi1Iidual 
c-or1s2nt to aJJ offer. Ir:. such 
circurnsta:n.ces,. popuLation 8cree:ning 
1,vo1tld net ~ie practice~lly feasiJ)2e. 

_ie_,,_ ft.iith1?T isstie is access ·to an.d co:,1trol 
of the :infor:rnatio:rt accrL1ired h1 the 
CDt:rse of genetic screenin_g a:r1d b2stll1g. 
This aris',es ;J.o-:t onJ.:y in. the -,:onte::,ct of 
clinical __ practice bu-~ a.Iso i::1 the 
co111r_n_erciaJ. Vv'orld: e1nplc1yers a:ncl 
i:r:.S\J_.rers1 fo:r eXc'ff.CiJ)le, h~:ive i:nte~:est.s 
in geneth=: inJcr.trnation. 



:h2re is 

other 
factors, The disi~ussilon. of in.s-uranc12 r~t 
the o:::r~ler,::n.ce took into the 
fact that :he, 

u:rtd_errnine the ~,vhcle 
basis oi insurc_r[_ce ... 1,v:i1.icJ1 

is co_ncern_ed vvith risl::.s ir1 
(:;eneHc ir.Jor1T1_ation, 2.s H 

becorn:.:::s 1.T1or,~ 

dHferentiate th:? 
an extent that idea :dsr: 
distribution h2cornes redundan;o Of 
course aJlov/ar~oe has to be 1Y1.-r1dP for 

'V•1ay f'lJr1.1varcl that 1/•/o·uld. enab,le 
i:ns,·u.rance to su.rvi·ve,, 1:nJ~ also 
that out the 

in.volve 

nH)raJ truJh fi-on.1 a 
that tried to dais:,, sn1xernacy 
1/'Jou;_d :r:aiss 

Until 110vv 

to d.eliv1,::~r the first one h1- this- nevv 

:1-as been 
advaini2:t2r the 

tJ:ie last fevv 1nonths a 
several acctde:rnics have visited 
fron1 1vJ.al Parker,,. senj_or 
lecturer i.31 i\/Iedical Ethic2 at the 

of 
of 

t1s of the 

Si.·_en_,2 (rassed -the Tasrr~&n to attend 
the ANZCCART 

and 
1'./\_1'-JZC:C:./3.iR_T a.11d llnirnals in 

Re,•c:crr'"11" 

Iviedi:eal Ethics aEd I-It11T1a.ni°lHes 
of the 1'0J ori:h i/'I este;:11 
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on the subconti::lent 
vvould. find this re-301.1:rct very 
valuable. The address for ''The 
Fcr:u:rn",, is 

310 Prabhu [)ars}aan S. 
i'H"1bo1i, Andh,':ri 

058, India 


