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eem to be just like everyone else’s! But all that' ™

'_1 Pr e-na'tal _.sc.':' emng yxeids knowiedge

~ the genome plOInlb(-Z'S to enable us fo identify

-..f.But we’ must noi '\IIOW oulselves 1o: b{.

compromise: :espect for human life in‘its
- transinission, origing and development from

e 'B_io'_elfu_.c\_.s' ()uu'(').(;k', Volb, No 4, I)e(:_cemb'_er_ 1997 o v ""-P?Mﬂkf_fff'-_(_:e]?f!‘e for Ethics in Health Care. - '

Unul 1ecenl1y 11'1@ only Way to affpct the HRTRIY
'gveneuc makewup of your. child was to choose__ﬂ_ S
your partner-carefully, Nowadays wecanbe
"moxe selt,cim, Caleoxma, for msicmce, boasts: SRR
a'Nobel prize winners’ sperm bank: from o
.\'«riuch awoman can buy the spermofagenius
in ‘the hope of pzoducmg agenius child. There SRR
is no evidence that this works-these chzlden SRR

is a Ianly ham~ﬁsted way of demgnmg bables i o

“We now have a more’ effective way: we. can - S
-~ test the babies we already have to see if ihey? G
~have some of the: chnacteushcs we Wani or o
- don’t want. The mapping and sequencing of

“many more’ ‘genes and ‘gene sequences
“associated with’ particular attr Ibutes, desirable /.20
or undesirable. ‘That em:itmij and’ awe{'___.'-_',__.
-":msr:ulng7 pw}cct 15 already, altering. the’ ve:y,-.-_f o
siauctum and dnectlon of science: cmd'

“blinded by ourexcitement either, with' the_:_' R
.{suence 07 w;th its-actual or poiential':ﬁ e
'Lapphcahone ‘We must, consider, for 1nstance,f“_._- S
the means. by wlnch we: come across” this 0 '
nfoumtmn I 01Eunatdy gene mappmgJ and
~scr eening can be done in ways which’ donot

" conception until death. But recent histor Y glves D
-us plenty of cause for caution here: At a recent EE
conferencea leadmg embzyolegist msponded T
04 qu( tion ﬂbout whez e she dr ew ‘her mor 11 s




L :"hnee wath 'm answer to thu e[f ect that th, was.
SN ethmsi and hu limits were wlntevel hez_ _
i fInsutunonal Eth;cs Cowmﬂtoe w ould 1(:[ hoa_;_-:" "
* Nonetheless, genetic: scientists are rapidly =
~identifying genes. associated with paaiwulaa_-* R
- raits. Alroady o some extent, and 111(.101511‘1gly S
“in the future, we “will be able to testiour:l U
. p;oouw cnhu wh;le thq arein. iho 1'1b01at01y L S
petri- dish o in: the- womb 1f they: have:
_:chamctciisuc,s we want, wo can transfer 1hem_--- Ve
. from test-tube to. Wmnb or leave them inthe

I get av\ ay wzth'

-. _2 But knowledge of .whar"

7 Despite. lcm?standmg disputes aimm ihe.'::
.. relationship. belween nature and nurtare in.
“.constituting the. phy’;mal substratum of the

- human person, few now doubt the nnpm tance.
:'101' genes 111.'_111f}ucncmg many: hum”mf._; . S

: - Hardly a week passes without | ;_wom b fo go: o term. If they don't, we canflush S
Cthern down the sml\, abcut them or-use them- SR

f o i :

:-'-1he announcemem 0{ iho 1dont1f1catzcm ofa

PR p{}sqzblo genetic cauge’ ‘of or Lontubuuon to - _
o another ﬂiiubuic or mndmon Inithe; lastfew: o o
years, grenes have beon 1dem1hed wluch are:

- thought to cause or confer pmdlsposztmns o
. ST,
o fragile X syndrome, heemoc]uOn'mioc;ls,_--_" L
3'.”-fhaemoph111a Huntington's disease, muscular =

. eystic fxbloqle, Down's syndrome, dwar

: _-"'-_;dystmp}w, phenyli\ctonuua sickle-cell o
. ansmia, spina bificla, thalassamia and also tO'__

common condﬂmn L SUC h

very:

' i‘:';ca1d10va<;cu]*u dlsease,_/\l/hcnnel s d;sease, an i
_ cancers, 0SteOporosis,
. epilepsy, asthma, diabetes and hypertension. .
. Genes may eéventually be identified whichare

great many.of the

B -__a%ocnted not only with pimzcal d;so

- alsowith wvarious physical features such: as . Cabad
R hczg)ht ’Dody sh’lpr_, body-,: hair:and eye- |7
rcolouring various immunities,: 1()1‘10(,\’11\? SEEA

" “ﬁh]euc and othe1 physmal potentm]s

i ihen thue are’ psychologzcai qu’ditms On'_ =y
' -'_"_'ilu, list of psychogomatic conditions: and: oo

E behavioural dispositions. quppmedlv wholly
R ‘o }nztly genetically ¢ ermined and ilm'*fm
o potentially. f’(.lﬂ(‘ixl]_]\? identifiable,’
o _'Schlzophunm”' “substance-¢ {“pomionc\
'_:-dopu,samn aggre ‘_nfu}c,sq domu%he violence,

800 on. David Roc;hland the leim of

supposod dei' ects, %.,(}J"l(. scienc
bo

--'_of ﬂm ?enom Caase of 0_

."'C()ulve)
ace mo plophy stlc‘-O} cures.t

o flizo;-‘_[hz:;&;_Ozt:m}b_l;’, Vo}’._ 8; }\fa.'_}1},‘__Da_c¢_u_:';:;ce'}' lf)97 _

: 'hue Turning DNA sequence information into

ablc, ica ld(‘lﬂlf}’ bcnes wssouatod: wuh'

| omes ile. pmm]so Hmtwul S
_-:mcn ¢ inv cstigmtmn (fmd research money; of
‘werwill eventually: havo iosts-.- i

V\ & "}muld not L’mgouatc the posmbzhues_. R

causal E\m)w]cdg js very difficultl

omo 5uch ag’

Cother s pur p_ose

--"_.”fhe Naizo;m] Aum’emy ofS(,wﬂ CESiI |

| .,_.Imf: repmtpd that already pwple
o are. Iosmg Hzezr wbs and t/zezr i
-}'zmh'h and hfe insurance because

“.fﬁ'.f]zm; or Ihczr epome or their ym? R
'_:'-:_.'.mibom oryet- m?cancezwd ch:idren:i_ o
are ﬂwug]n‘ to have a genefic -

f_ijﬂedzs;aoezimn ia wme conda!zorz
- Sothesocial pressures on parents fo
L opre oduce the pezﬁ?cr‘ child and abo; é_' -
'-'-_j.mn/ 1717;?:31 f ect ones are alr ermhj

“there. 'An'd iimj are ;’rﬂehj 1’0 gmw

'_"cumzmhty Llepiomml<\, homm \,mhiv and R
ence,
's_nd Rembie

ieghmaal c"z;wnczi} 1o 1d<,n1.1fy mor
! 11(131010 and m{ue amumtely o




' '_-Lawson s movmg plece on ]us ciaughtu _
-+ Domenica who has Down'’s syndmmu He
“-adverted to the t.amphcny of pre-natal’
 screening icchnclog\r in the current search and.

~ destroy mission abamst Down's wnda ome

“babies, (“ystm fibrosis, Down'’s

+_they or their spouse or their yet-unborn or yet-

unconccwed children are thou ght-to have a
~ ‘genetic predisposition to some condition. So
< the social pressures on pamms to produce the
: "pmf ect child and abort any imperfect ones are -

L ahoady thele “And ﬁwy are likely: to mow

Theze is.a }oke in. llmoloo:mi ulclcs thai_
' '_3w11e11 God made man she was only]okmg, her
- serious and improved model was woman, Yet "
w we know that there’ are. cultures, not o far .
i away from here, where a. child’s bemg female -

L India has.

e enily moved to'ban prenatal sex te‘%t:mg

is regarded as a. great disaster.

’"_'_.waih a-view to abmimg the 331119 {01 this
pr acme has, resulted i in female to male raljos

~of 4.t0. 5 and worse in some . parts of the
- cc}unu Y. Gonehc teetmg has bocome anew: iooi i

RL, _':

= ;'md exchtauons

pregnant "md I'nd br,on couns(,iloci 10 h'w@

e pmndtal screening to.sec if her'child suffered
- the same disability as she and her husband.
: :-_:_'_Gs\ron the. 111;,11 hkehhood ihat the. chﬂ d wou}d_ 3
©suffer, this" condition 100, it was
s satisfaction that the scxeeners and unamel]ms'_;-
"reported to the: Couplc that: their baby was o

_ Z-_:j._pczfc,ctly healthy. The pre oblem was: at this.
- point the couple declared that they wantedan -
- abortion; they wanted only a dwarf child. The

_m 1great

“doctors were e aghast: despxto long experience

T :'_'éof e,ffci t;vc abm tmn on demand m 131 1ta1n

Bioethics Outlook, Yol 8, No.'3, De ember 1997

L dlabetcf;
casthma, where will it stop? One recent-
‘American poll-found that 11% of couples
~would abort a fortus with a p]@dlsposmon to .
. obesity. The National Academy of Sciences has |
“.xeported that already people are Iosmg their
jobs and their health and life insurance becaise

Leifttobe Eoveci_::

tz anqx’uszom shunls lase

L’ney had never beioze {aced a case wh(,re a.
-child was to be aborted spea{xcaliy I?x’muse she
~or he was normal! The case raised all sorts of

: qucstlons even for those Who Were comlmticd_ o

- to abortion on demand.'What is disability and * -
‘what s health? Is disability - socially
“consty ucted and handxmp socially caused? Are

we entitled whether as parents or as societies -

“to decide what disabilities are suff:c:ently' .
serious to warrant the death of the child, = -
whether in the chﬂd s supposed besi m%eze‘sts o

or m om own?

:_3 What sizould we do wzth thzs knowkdge"i

f\’hy do wescreen pr e—mta11y7 One obv:tous_ '

.'1eabon is that our doctors tell us to. Formany = -
_ people that is the end of the matter - at least -
" until they find that their unbom child has. some
“undesired genetic characteristic: Then the.
- doctor or a counsellor. may- well” stau {hem_-.’
~ toward some further step, though under the |

:pmfossmnal «cloak of non- dneciwe_:

‘ounseihng Iwﬂlr(,tum to the abortionreflex . -
~later. For now it is enough tonote that one of -+
“the plmupal reasons for-the suppoqed dem'md L
or genetic. 'smecmng is: thai the: buppllt‘ls.;_'-“ G
{doctors) tell the. CONsumers (then ftrusting o
“ patients) that they both want it: pre-natal -
_ screening is an mcae‘mngly muﬂne pfut ofthe = o0
L forthe: Oppleselon of women East and Woest, - :obfsiet:uc umdmxil At R
:.ianothel grave. imposition by parents.of their.
- preferences upon their children, and a further.

Two 1mmod1aie advantagms of pu_naial_ ey

- = scxunmg are that it provides assurance for
. rejection of the nouon that “children should be -

SR :"accopted by their parentsasa.
. for what:they uniquely are and not merely: -
*-.:chausg they conform to tho pmonts h()peb'

- anxious mothms whose babies test negative, - -
“and time to treat both mothe -fmd duld whm e
. -_babms test pomtxve Somehmoa a snnpie drt ug,
“hormone or:
o _-';'admnnstu ed to the
o f}u 20 }’@dlb d g(} dOCiOl t, '1{ {hc ]']O‘Spli.d} in the' :. Jl'npl ove th(?ll Ch'ln(‘@‘: if the’ L{L.{(_Ct 15 ;denhﬂed
R 11111V(9191t)’ in which 1'was then working were
. ;fpzeqentu:i with a LOUPI(“‘ both of. whom_:_
- suffered from dwarfism. The woman wa

~vitamin. supplement

“early enough Somet:mes du ect thenpeutm L
[interventions upon ihe child »vhﬂe stillinthe »

womb are possible: drugs, surgery; blood -

~reassurance can be’ given. ‘and-the 1090111‘(:0"-_" R
~burden of pmnat’tl tests is now enormous. I o
would ar gue that whext, thc,xe isno thelapeuhc' e
- benefit to the child in view, it is aninjustice to - 15 -
: Impose such a 11<;I< Bui whcw

V'.’ L—"

can: clo;}'.
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moihu, will vastly ﬁ_:'_ .

nd radio-therapy,

__ aybe possible®And.
thuemay bc benohim plepmmb parentsand
“others: befole the birth for the dliﬁcultlus-._ﬂf
e thdd But noneof ihesc bm@fns is wnlmut its L
costs: there is areal risk of foetal Toss ovimjury;
thmuu'e matunal haacuds angl qnmene,s false o




35(:1 eemng may bc a posmve boon

~: :'SOEHQUI‘BCG thof;e iesls arejnaccurat

15_'.'a1c lost in the eff. ort:
" ones do not come o birth, Butusu ally they ar

junsuze that those babu,s who have ¢
T geneuc dmo;do s nwu qef_ tlw }whi of . dav =

-_vzews mn many pl'woc;* Suffice

- thatg &euem SC
o tmnundtlon of- pl ewnancv is. unotlumli CAUS
1t 111\?01\!05 f 01 mal 01 at ioa%i um}uet n’nimml o

-__'5,151de and fucu‘; on {0111 hbo;-
Carguments Lommon}y adduced in
o 1')1 emial su Lenmg fol}owed by abmtmm

_ovewﬂnno that fuves in her. body Smcc she_'_ o
“must. carry; the buiden with respect to the e
| pregnancy, birth and upbl inging-of the child,

:m {h{, womb

posmves 50 ihﬁi s;ome hoalﬂw b'zbze
ensure thdl unhecﬂthv

'_'accumte cmd thcv are accmaielv used {0 E
03 iam .

o free mar ]\0

Lli;istﬁudﬂ ‘Jmmo mci anpm of h ,mG ioE& t]w chlhl:;n t heir
ivour of
~bill: Ambivalence, anxiety and dvpmeeion, fear:

'_'-f'of rejection by’ friends and social stigma, .

4 }?xeec’iom i:o abori the dmabled" -
}mt some. ’i%‘elt that. the d(,cmson 10 ’zhoat'}f

“More. }noblematical is the Qhaml? of :,uch_--'- {is a private decision for the, motherand "

'-- _111501111&111031 with o%hew, eschmllv w111mut ihL_'_-;"-.whoevei she chooses 10, Lonsu]t it is she who R

- palcnts per mission, Relatives area group, who -hasthe ngrht to conuol over her: own body and
may well want to know. Incxeasmgiy health
“insurers want their pr O‘;pQCiiVL’ pohcvholclu 5.
—and. ihc,zl unbom’ children screened so that
= they can avoid taking on any. hzgh risk clients.”
The zmphcahons foz privacy and. health are:’,
" obviously enormous. Recently US, British and-
“Australian committees have recommended
~that Jaws be passed o make unauthorised
" release or use of information gleaned from
plenat’ll sc1eemng a crime as well as. 10
.-'_-',su engthen anh dlsc,ummai}on pzovsqmm R

hér decisions  in - this: maiiu ‘must. e L

'pazamount Tc,w iod’w dare to. qu estion the. =+
right of autonomy and even if non-pregnant -
“women-de not have an: absolute’ right to do.

- what they please »with their bodies we are Joath
-to suggest anything less than absolute power "/
Hor pleomnt women, The obvious answer, 01_-'. G
comrse, is thai others are plopmly limits to our.

- own will: a minimal boundary to any ughi ori i
Of couz%e the mo%i COMMOnN use; for thlsj -

1nfc>} mation is to give: the:parents the opuun
" of aborting a disabled child” Many genetic
counsellors r eport than in evexy case they have
- dealt with of screening » for a particular defect,
“Uabortion has followed a. posztwe 1_{,51.111. 3_.'.:__*1bout the whole focus on 11ghts in thisarea— .
often by, ]ﬁcop]e on both sides of the debate,

With rights t
notions of wlcmonslupe
Lof bodies and. PLISONS:
“account of himan ]Olﬂti()l‘l‘phlpb wﬂi_l sistany
'C()ﬂLGpthh of the unborn‘as mer S
property of; or ;wals with, their mothers:

- Mothexhood i is not ownership or L()l'an‘llllOn
B do noi nee d to 1ehecm>(, thn momig'

'awumonia for. and agamst abortion, They.are.
i voil 1<noxevn and I have. pubhsh(,_d Ny oW’
here to say -
“thata cogentcase has, heen made for; LhL._vlow
menmg vllh a view:lo possible”

liberty must be respect for those same rights - | B

and hbm ties f01 mhels; in t]us case iho cluld -':

mns {0 bo a‘sked' '

But thue are decpm que

“often 'comes i adl\uduahsuc BT
and pr operty fy notions
CATmaore m,mnced

tigsue, -

-_A richer LOHCLPUOH of freedom will-also L
'_oco gfmse that- Iew }31 Cymm women I it ’cfm, bﬂ!- =

Cthe

idea Imodj‘ﬁ o
“confracting
:._agomm the:

_--]-"”A’more mianced: accomzi of e
S k’mmmz wlatzonsths will ﬂ?swt
| :-;f,f,zm/ concepi“sz affhe unbom e

reenin gr
)y ductoml-

\'vomh ‘has some terrible ailmentwill fit-that -

é}qaonencc of: what ccmng i()i_fauch_ a {,hlld R

jm -'Jf!lncs o ]Icahh

P!rmi\eu (,()mw



"’Posztwe tokens of om' Dy
- commum ty’s co;:upasszon foz
“the d’zsabi’ed areall too

mtes ofgenetzc aborizon "

- mt ght actually mvolvo, and muc_h cl&e beszc‘kos

~ will radically limit the freedom of the woman

L ";palnr,e'l of Ccunsdlmg will not: necessarily. L

~ solve these difficulties. Noy will pressures from

'oui%dels wheihm fmm friends who see

ioumrntzon as. ihe easy. or only way out, or

“from a cmmmunty /vluch fails to provide -
. adequate alter natives, or from well- -meaning :
- .'._i.d()ctms

Who autonmtual]y '

owedth o.u't

S B __::any otheaj_.:
: nmdequateiy ewdent... il '-':'Optmns The -

- Isuspect that. ther(’ is more. fact . that.
'11101&011 chas -
: pfe]ud’zce than IMEFCY 1 OUT - become

T meuc icst plesents a ahﬂ}longve to our

B -and dmuessed Women

i their self~r_031st1itli1\re effects; what thoy doto .

“us, what they make ug and Say. about us. 1t also

- fails “to take intol account the web of
S 5.-f1e1’1110nshlps in which any choice operates, to.
- consider the 1mph(at10m of our choices for’

- other peo ple s lives and for the common good.
- Any choice to screen for and terminafe ihv]:fe o
oo ofadisabled chﬂd alfects not only motlwz and
child, butag bioatmany other people. We nug,ht*

. those thablod peo;ple in the wider unnmumty”-;
- who have survived to birth, or wh ateffect it
" has on attitudes i the restof the wm:mumty_‘ .
" towards the dmabh,d I shall return to the 1
©matter of what eug,n,m(, “abor tion says. to 1he_ :
~vodisabled, For now it is enough tonote thatany
E commumty winch willingly. sends out’such

messages. may-well: fu1thm

.+ those parents who! are 'ir iespon‘ubk enough
10 allow ihem to Osmpo tha e_pg screening -

i '_netk '

_ _Bf()éé‘h o

~make
-appointments -

- forter 1}1_11_1'_111031_' -
" of p]‘(}pémﬁbyﬁg_

COUL: hor al worth are chosen is. mysterious, how_

thLy are to be assessed and reconciled i iseven
more obscuze This much, howevel is clear:
the tests are deugned to ensure that the likes

. -j""'_Of thc, h;mdlca]’pbd unbmn wﬂ fcnl th(-* mozal'-i
';-"c:ul::posedly111)@1211 souety 1o look sulously at::- : e _ S o

- .whatzeal options itis offeunb d}sadvam

'_'Lnecqm k.
'} 3_ reaction fo a”
epeo sitivie

agcd i

S 3-:'3 Apcui fzom th@ 'naimal hmxts io 'agency ;
"'much nghtiochoosu talk fculs, to take aCCOunL_;_.- dcseave ebpmt and plotociwn Iluman bung%_i.' R
L of the inlrinsic: momhty of our: cho:lces and . only ever manifest the clite capacmcs so highly R
valued by utilitarians because Athey have -
hunmn natu._mq, and without some such _
_ d by all hun':amwﬂf-
“and. worthy of 1ospm £, ‘notions such’ %'_'.'_ G

are. ulumately R

: '.dlsabﬂzty dﬂd hum(.
._-mcohemnt - :

( Eveu if: they_ are pexsone, ax en tthey
"-'betiei off dead? ' .
_;:G honesi umunh tO '1dlmt ih’}t_ S
'3Lhe dxeahltd anborn child is’ ‘one.of us:but.
assert that such a child, like many newborn = &
'- duldwn and older ‘people, is better off dead. T RO
_ m(ohemniiomgjmd death cmabetto R
‘state than life, o1 to. presurme to balance upthe '

: i.good and bad thmg% of 1ife [ as 1{ onascale But

f-acsk 1’01 msmncc whai it communicates. 1o
- smvwnw ‘children of the same wupio orfo - E

But axe di%bled unbm u Lhﬂdren

'3 [)(Zl wns"
~or couple in this s1tuat1cm The L()ﬂl(‘l'ﬂp()ldl Vo

Much of w]rnt i ha\ro]ust sald is pwmz%ed on SR

and mtexcstcs

CONSciousness and

“the view that the disabled unbom are our. .
~moral equals. That ¢ assumption is, of course, far
flom unecontr ovelslal There )
~claim that the unborn child, and especially the
unborn hancilmppcd child, though human,is -~
~ notahuman| person, Some. assutthat wemust
“qualify for the status of - pe; son with all its
‘attendant rights :
'-quahﬁcauon varies, butit Conunonly includes.
self-consciousness, .

o memoues and pr ofewncw, soualzehuonshqw”“ -
seriously

onsxdmmg_

are those who - =

The -

: and/ or mdc’ponduu e. Iil‘: along and f}emblo'__{ L
- list, 'which stretches or slumks to suit the o
_ a:gjt,lmorll—vozy much like tho use of various . 7
“language tests in'the days of the White |~

Australia polxcy to exclude those’ regardedas - S
undgmrables IFhow these qualifications for =

My QWi r:ew is tha't di:

ab]cd peopie,__'_:--" i
wherever tlaey IlV(., whethm muimo orexulers, -
whave. the same. d1gjmty as everyone elseand

onception of a nature <;11c1 e

]l?hlb_

Somey people

: hmk 11

-+t is.the dc,pih of incoherence and the height -

reduce. the'ﬂ_;’-of presumption for anyone to make the

:":'.Oppoztumlws of both disabled. people and - judgment for someone elsc, to declare that.:
someone else should never 11avc_ existed, orto
pr etend to, detummg whmh d1sabl]1ue s are

- severe enou bh to wauant obhvzon and wiuch"_" i

S Plupkett _Cc{mr:e_ Jor Ethics in’ Health Care




'-'f"_'onee io muxt llfe n The handic*lpped_f_.'.
'ihemeelves seem to be at least as hfapp} aq;_.

B anyone else tO be ahve'

~ o access o appzopuaic suppmt neiwml\e We

Cowould be. Iookmg forer cative. 1uponsa,s to.
- disability and very. “loathe:to. embrace ._-._concemed
i ‘destructive ‘ones, such. as d1sc1zmm'1£10n,'; ‘
_-__:_"_jab]e to predict, measure in advanc ST
- andcompare a all the good and bad effe ectsofan: 00
“community’s compassion for the disabled are action such e
_--known and 1 _

Suf fice 11 o sw ihatihcz ms in fact; o calcuiue %
: ihai can wccoum fcn the. occuueme, 111111110 R
";.--..thi drives them 1o s ppmt pmnﬂal -.:._.__g;av;ctv polslsteme and Plobablhhes of all iho:.:_-.:::'

screening: wﬁh a view td penctic abortion, 1 various good and bad- effects of the choicestor

.. suspect that there is more pr: L}udlC(‘ than meicy'_; Fven we h 1l
~here. Despltc the fact that genetics has shown ven weze such thin

us ]usi how.common and relative dlf;abal}ty is,
--b’x]ancmg acts most often rep:

“interested or sentimental intuitions, andithe o
._wdumo of children to loci for pleasure Lmlt{_"ﬁ'._'_'
“or preference fi.llflll'llLl'li‘: or OLC&SIOHS_fOl sucht

i {-'-’1bandonn oni, and homm:d@

Yet sadiv ih(,‘;e po‘,lﬁwc tolx(,ns of our

- all too inadequately in evidence. Which leaves
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